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THE STATUS OF EFFORTS TO IDENTIFY
PERSIAN GULF WAR SYNDROME, PART I

MONDAY, MARCH 11, 1996

HoOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON HUMAN RESOURCES AND
INTERGOVERNMENTAL RELATIONS,
COMMITTEE ON GOVERNMENT REFORM AND OVERSIGHT,
Washington, DC.

The subcommittee met, pursuant to notice, at 10:40 a.m., in room
2247, Rayburn House Office Building, Hon. Christopher Shays
(chairman of the subcommittee) presiding.

Present: Representatives Shays and Davis.

Also present: Representative Upton.

Staff present: Lawrence J. Halloran, staff director and counsel;
Kate Hickey and Robert Newman, professional staff members;
Thomas M. Costa, clerk; and Cherri Branson and Cheryl Phelps,
minority professional staff.

Mr. SHAYS. I'd like to call this hearing to order and note the
presence of a quorum and thank everyone for coming and partici-
pating and particularly Mr. Davis for being here to ensure that we
do have a quorum in the beginning moments. He will have to get
on his way.

The problems of Persian Gulf war veterans challenge the Federal
Government’s capacity to care. Faced with an alarming variety of
symptoms and possible pathologies, the Department of Veterans
Affairs and others have, since 1991, undertaken an impressive
number of studies to explore the illnesses suffered by Gulf war vet-
erans.

But, so far, studies lead only to more studies; and clinical data
yields more hypotheses than conclusions. These oversight hearings
will examine how ongoing efforts to diagnose, treat and compensate
Gulf war veterans can be more sharply focused and more imbued
with the same sense of urgency with which we committed our
troops to that war. Without that focus, without that urgency, we
risk literally studying the problem to death.

As a Nation, our cbligation is to reach reasonable conclusions
about causal relationships between veterans’ illnesses and their
service in the Persian Gulf in time to be of help to the living.

There is valid cause for concern that after 4 years of veterans’
complaints and VA study, the research plan is still not coherent,
treatment protocols are still inconsistent and disability determina-
tions remain stalled.

Last month, the President’s Advisory Committee on Gulf war
Veterans’ Ilinesses concluded that “inadequate response to specific
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peer review, disregard for the importance of allocating scarce re-
search dollars to the best-designed studies and inattention to the
need to communicate effectively with veteran participants are un-
dermining the effectiveness of the Government’s research efforts.”
We have asked witnesses from the Presidential Advisory Commit-
tee as well as the Institute of Medicine to expand on their conclu-
sions and recommendations regarding a research agenda that will
produce urgently needed answers in the shortest possible time.

We will also hear from Gulf war veterans and veterans’ service
organizations to learn how the VA is responding to their needs.
Veterans are frustrated. Veterans and their families are anxious.
They don’t want to wait to know the cause of their symptoms or
the prospects for treatment.

But answers come slowly, and veterans are understandably sus-
picious that the Government may not want to find answers that re-
fute military dogma or result in billions of dollars in health care
and compensation costs.

Our oversight mission is to stand watch over the process to make
sure nothing compromises our moral obligations to those who
served. Not potential cost. Not missing medical records. Not bu-
reaucratic inertia. Not the lack of a single theory of causation for
diffuse symptoms. Nothing can be allowed—we will do our best to
make sure that nothing compromises our moral abrogation to those
who served.

When we send a truck or tank into battle and it comes back bro-
ken, we fix it. When we put men and women into hostile physical
and military environment and they come back sick, we should do
everything in our power to heal the wounds caused by the war.

I welcome all our witnesses today and look forward to hearing
their testimony.

At this time, I'd like to call on Mr. Davis.

Mr. Davis. I will, so we can move on with the hearing, ask unan-
imous consent to insert my statement in the record.

We also have the statement of our colleague, Jim Walsh from
New York, and ask unanimous consent that his statement be put
in the record today.

We have Bill Gleason, one of his constituents, who will be before
us today.

[The prepared statement of Hon. James T. Walsh follows:]

PREPARED STATEMENT OF HON. JAMES T. WALSH, A REPRESENTATIVE IN CONGRESS
FROM THE STATE OF NEW YORK

I thank my colleague, Chairman Christopher Shays of Connecticut, for allowin,
m]y statement to be entered into the record, and for hearing my constituent, Bi
Gleason, who was a Master Gunnery Sergeant serving with Bravo Company, 8th
Tank Bn., U.S. Marine Corps in Operation Desert Storm. Mr. Gleason brings com-
I)elliriﬁr:estimony before this hearing. He is unique because his unit served their
ast e months amongst the oil fires of Kuwait and he has managed to stay in
personal contact with ninety eight percent of the tankers he served with.

I don'’t believe there is any combat unit around today who can say that man
members have stayed in contact. This has been entirely through the efforts of Bill
Gleason. He has taken the time to survey the members of Bravo Company -as to
what their ailments are and what symptoms they have been experiencing since their
return from Operation Desert Storm. Many say these ailments are connected to
their engsure to chemical elements and environmental pollution during the war.
I don’t know what the extent of the connection is, but personally I think there’s
something there. Mr. Gleason has done an extraordinary amount of research and
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I thought it was important that he testify. It is on this basis that I respectfully re-
quested that he be allowed to appear before this hearing and present his findings
which have come to be known to the public as Gulf War Syndrome. Because of what
Desert Storm veterans did for our nation, we owe them a responsibility that goes
with the commitment to veterans that our nation has always honored.

I am gratified that this committee will take a serious look at the symptoms of
our Desert Sterm veterans. I believe their claims should be examined amf if their
ailments are a result of their combat service the Department of Veterans Affairs
should find service connection for these veterans. Even if such a connection can not
be conclusively proven, then I believe our country should err on the side of the vet-
erans if necessary.

I ask that this committee look closely at extending the two year limit on when
the Department of Veterans Affairs says a Desert Storm veteran must file a claim.
38 CFR 3.317(a)1(i) says a veteran must file his or her claim with two years of leav-
ing the combat theater of operations. Many veterans have experienced ailments be-
yond this time period and fxave had their claims rejected on this basis alone. Due
to the prolonged exposure to chemical pollution from oil fires I think there could
bel a possibility that symptoms could take longer than two years to manifest them-
selves.

I know this committee will examine all aspects of Gulf War Syndrome thoroughly.
We owe this to the men and women who served our nation in combat. Veterans,
as far as I'm concerned, are the heroes of our country, and all the more so if they
were injured in combat. This is a commitment to help, not only from me or from
this Committee, but from all Americans collectively.

Mr. SHAYS. I will ask unanimous consent that all members of the
subcommittee be permitted—and any other Member—to place an
opening statement in the record and that the record remain open
for 3 days for that purpose. Without objection, so ordered.

[The prepared statement of Hon. Edolphus Towns follows:]

PREPARED STATEMENT OF HON. EDOLPHUS TOWNS, A REPRESENTATIVE IN CONGRESS
FROM THE STATE OF NEW YORK

I commend the Subcommittee Chair, Rep. Chris Shays for holding today’s hearing
on the Persian Gulf syndrome.

Unlike the Vietnam Veterans who suffered illnesses as a result of Agent Orange
and were denied any redress, treatment or compensation for almost a decade, the
cogcems of Persian Gulf War veterans were believed and heeded in rather short
order.

Congress has taken many steps to assist the Persian Gulf War veterans; the
House Veterans Affairs Committee has held ten hearings on Persian Gulf illness
and the Senate Veterans Affairs Committee has five hearings on the issue of Per-
sian Gulf Illness.

In the 102nd Congress, DoD and VA were directed to establish the Persian Gulf
Registries. In the 103rd Congress, the VA was authorized to provide health care on
a priority basis for Persian Gulf Veterans and to award compensation for
undiagnosed illnesses resulting from or connected to service in the Gulf,

Additionally, the VA in conjunction with DoD, the Department of Health and
Human Services and the Environmental Protection Agency have conducted and con-
tinue to conduct epidemiological and other studies to determine the cause, possible
treatment or cure for the wide range of symptoms afflicting this group of troops and
to determine whether this cluster of symptoms constitutes one disease which can
be called a “syndrome”.

I can understand that vets are concerned about the VA claims process. To date
approximately 76,000 veterans’ claims have been processed by the VA for service
connected disability and compensation as a resuit of their Persian Gulf experience.
Of that number, approximately 22,300 have been approved for service connected dis-
ability and compensation. Needless to say, veterans have raised concerns about the
speed and efficiency of the claims process. Moreover, they have questioned the low
rate of approval for claims filed by Persian Gulf vets. I can sympathize with this
concern.

One would be hard-pressed to deny the existence of illness among the returning
Persian Gulf War veterans. Those illnesses of the Persian Gulf Veterans should be
examined and treated. Current research should be continued to determine the exist-
ence of a specific illness or “syndrome”. Compensation should be provided to those
individuals whose Persian Gulf service has rendered them disabled or suffering from
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chronic illnesses. Research on the causes and potential treatments for those ill-
nesses is on-going.

While it is understandable that affected veterans believe the speed of research is
too slow, it should be noted that to expose these vets to treatments or medications
which are untried or scientifically unproven could run the risk of exacerbating their
current health problems. While certain untried treatment modalities may be bene-
ficial for some veterans, without appropriate trials there is no guarantee that those
positive results would be generalizable to the entire class of patients who suffer
from the same class of symptoms. Therefore, while speed is preferred it should be
remembered that test-tubes do not bow to Congressional pressure.

Mr. SHAYS. I also ask unanimous consent that our witnesses be
permitted to include their statements in the record. Without objec-
tion, so ordered.

Mr. Davis. I yield back.

Mr. SHAYS. Mr. Upton, would you like to make a comment?

Mr. UpTON. I would.

I appreciate the opportunity to be here. Mr. Chairman, I appre-
ciate your fine leadership as the chairman of this subcommittee
and your interest in the issue of illnesses which are affecting veter-
ans from the Persian Gulf war. I am pleased to join you today to
introduce, in fact, a constituent of mine from Michigan, Brian Mar-
tin, who is a veteran of 1991 Gulf war.

Shortly after he arrived back home, following the end of the war,
a number of different illnesses began to afflict Brian and his fam-
ily. The symptoms included fatigue, skin rashes and headaches.
These conditions were similar to those affecting other Americans
who also fought in the Persian Gulf war.

Shortly thereafter, Brian contacted my office for help in finding
copies of his military record to get medical treatment; and since
that time I have followed Brian’s case with great interest because
I believe we must leave no stone unturned in finding what is caus-
ing so many of our Gulf war veterans to become ill.

Brian is not only a veteran of the Gulf war but also a veteran
of testifying before congressional committees about his condition,
having done so in 1994 before both the House and the Senate. In
fact, he is one of only three Americans from the Gulf war drawing
100 percent disability for Gulf war syndrome.

Today’s hearing should help clarify what has happened in recent
years since Congress, the VA and the Pentagon began investigating
this. We should assure that our veterans are assured the quality
of medical care that they deserve.

I join you, Mr. Chairman, and other members of the subcommit-
tee in welcoming Brian Martin here today, and I look forward to
his testimony.

Mr. SHAYS. At this time, it is our practice to swear in all our wit-
nesses, whether they are the Secretary of the Department or who-
ever testifies. So if all of you would stand, please, and raise your
right hand.

[Witnesses sworn.]

Mr. SHAYS. For the record, those testifying today have all an-
swered in the affirmative.
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STATEMENTS OF BRIAN MARTIN, PERSIAN GULF WAR VET-
ERAN; BILL GLEASON, PERSIAN GULF WAR VETERAN;
RANDY WHEELER, PERSIAN GULF WAR VETERAN; AND KIMO
-HOLLINGSWORTH, PERSIAN GULF WAR VETERAN

Mr. SHAYS. We will start with Brian Martin, who is a Persian
Gulf war veteran. In fact, all of our witnesses are on this first
panel. Mr. Martin.

Mr. MARTIN. Thank you, distinguished committee members, for
inviting me to testify before you today.

I would like to thank Congressman Upton for introducing me to
you. His support has been unparalleled and greatly appreciated.

My name is Brian Martin, and I am a 33-year-old veteran of the
Persian Gulf war. I was deployed to Saudi Arabia, October 8, 1990,
and returned to the United States 5 years ago today. I am rated
at 100 percent plus special monthly compensation for service-con-
nected disabilities due to my service in the Gulf war. I am one of
three, like Congressman Upton said, in the country with this rat-
ing.

Mr. SHAYS. Excuse me, Brian. Make sure you put the mic close
to you. The mic that magnifies is the silver mic. Thank you.

Mr. MARTIN. During the war my breathing became difficult. My
vision was blurred and jittery. My heart would pound, and my
chest was painful. I became so sick to my stomach that I would
have episodes of vomiting and severe diarrhea. My head throbbed,
and headaches were getting unbearable.

I returned home with these symptoms and many more. My head-
aches became so painful that I would have to grab my head for re-
lief. My feet were purple and swollen. My knuckles swelled like golf
balls. I couldn’t walk or hold on to anything. I had lost over 32
pounds. My whole body was changing.

On the advice of our family doctor, I made an appointment with
the VA in Battle Creek, MI. Three and a half months later I was
given an appointment. The doctor took my temperature, blood pres-
sure and a prostate check. That was it. Every time I’d have an ap-
pointment they would do the same x rays and the same blood work,
and they’d ask the same questions over and over again. I never got
to see the same doctor twice.

The answers to these problems was a fresh prescription of Motrin
after every appointment. This was until I took a reporter into one
of my appointments with me. This also took pressure from Con-
gressman Upton’s office to get the crew inside. The director had de-
nied the press access. Every doctor in that hospital started calling
me Mr. Martin and asked how I was feeling, and this time they
even took my shirt off to look at my rashes. That’s when I realized
what it would take to beat the VA.

On November 16, 1993, I testified in the House and the Senate.
During the Senate hearings, Dr. Frances Murphy approached Sen-
ator Riegle’s staff researcher Jim Tuite to offer me a referral to the
Persian Gulf referral center in Washington. I was admitted in
1993—in December 1993 as Dr. Murphy’s patient. She was always
there to make sure that I knew what I was being tested for and
why.dI was very comfortable with her and felt fortunate to have her
as a doctor.
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I was discharged from the referral center 2 weeks later with a
diagnosis of Reiters Syndrome, chronic fatigue syndrome, colitis,
multiple chemical sensitivity and gastritis. I have autoimmune dis-
orders, brain scarring, inflammatory bowel disease, organic scar-
ring and multitudes of other problems. In October 1995, 1 was diag-
nosed with abnormal semen.

My discharge summary states that limitations for work are no
prolonged sitting or standing. My employability is severely limited
by fatigue and joint pain. My pain is still excruciating and un-
changed. As I sit before you today, I have chest pains, headaches
and painful legs and feet. If a doctor with the VA tested me right
now, everything would be found within normal limits of abnormal-
ity. But I question what is the normal limits of abnormality for an
illness the VA knows little about.

With these limitations and diagnoses and no guarantee that I
will have my health back, the VA refuses to give me a permanent
rating on my decision. My decision rating also states that I am to-
tally incapacitated. When a veteran has an illness the VA knows
will not improve, a permanent rating is usually given. Autoimmune
diseases like mine are not curable. These illnesses will continue
throughout my life. My county service officer and the American Le-
gion have submitted information for my permanency, but we have
not heard back yet.

After being diagnosed by Dr. Murphy, I was awarded compensa-
tion. It was the consensus of everyone that I was compensated for
squeaky wheel syndrome. There is no doubt in my mind that my
personal relationship with Senator Riegle and Congressman Upton
moved my paperwork like lightning.

My medical problems are existing and well documented, but the
rest came quick. I am not here today as a trophy case for the VA,
I am here because of problems that I have with the VA. I would
also like to state that without permanent on my rating decision, my
family does not receive any Chapter 35 benefits.

It would take too long for me to describe the existing problems
that I have with the VA, but for the record I ask that you see At-
tachment C. I would like to say, though, that it has been physically
harder and more draining mentally fighting the VA than it was the
Iraqgis in the Middle East.

I am a lucky veteran. I have the support of my community, local
press and strong congressional backing. Plus, I have a good work-
ing relationship with Dr. Murphy. If there is an ongoing problem
that I know about, I call her, bring the attention—to her attention,
and she takes care of it.

Fortunately and unfortunately, that’s what it takes. It’s the only
real way that I can get the proper attention to the veterans that
they need. The laws are not followed by the local VA’s. I don’t care
how many textbook testimonies the VA gives about what is work-
ing, they are out of touch with what is going on in the local VA’s
across this country.

I was told self-assessment questionnaires are mailed to local VA’s
so they can rate their performances and duties. But I ask, what
doctor is going to fill this out with “I told another veteran today
that he is not sick and it’s all in his head?”
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The VA has spread themselves far and wide on research. Unfor-
tunately, not as deep. This was the dirtiest war ever fought. The
VA knows this. The veterans know this. There shouldn’t be a need
for recommendations when the obvious is upon us.

How much is spent trying to prove we’re not sick, instead of why
we are sick? How much is spent downplaying our concerns, than
treating them? If more money is given, what’s to prove they won't
use it on bogus research like they have in the past?

For an example, I know hundreds of Persian Gulf veterans and
wives. Not one of them that we know of was picked to be studied
in the national health survey of Persian Gulf veterans and their
family members. Top VA officials know of cases like my wife’s and
other wives who are worried about their health and have been for
more than 3 years, but yet they’re not considered candidates. Why
picl(c1 r;ames on a random basis when they know of certain cases al-
ready?

The VA offers nothing but false hope through some of their pro-
grams, like the Veterans Benefits Improvement Act. The law states
that a veteran interested in having his family members examined
but not treated should contact their local VA if that veteran is on
the registry. My wife called Battle Creek about this exam. She was
told there’s nothing the VA can do for you or your son.

I would like to see that more outreach programs for veterans are
established. By time the registry was well-known, 2 years had al-
ready expired, leaving most veterans lost in timeframes. One ques-
tion the veterans have is how to make the transition from the DOD
registry to the VA registry. There is absolutely no information any-
where on that.

I would like to see a committee of top VA officials actually visit
local VA hospitals, maybe a regional conference held quarterly in
171 VA hospitals with the top VA officials.

One area needing improvement is negative remarks made by VA
doctors. Dr. Edward Young himself, chief of staff at the Houston,
TX, VA and head of the Houston Referral Center for Gulf war vet-
erans said, “Some of the veterans are making health complaints to
get governmental compensation.” He also said, “Especially if that
pot at the end of the rainbow is compensation.” What kind of men-
tality is that for us to deal with? I don’t know. It just cracks me
up.

Dr. Young is still employed by this VA, What about the two law-
yers that were found guilty destroying veterans’ files? I don’t want
to see the VA replaced or done away with. The VA is the only med-
ical benefit the veteran has. What I would like to see done away
with is incompetence and denial.

I would like to see veterans’ claims processed right. The burden
of proof is on the VA, not the veteran. I don’t know one veteran
that wants to live intentionally years or more broke, unemployed
or homeless. I don’t know one veteran that fought in the sands of
Iraq for a pot of compensation. The only pot at the end of most vet-
erans’ rainbows are filled with denial, anger and frustration.

I would like to see more efforts focused on veterans and their
families. Governmental entities have breached their contracts with
the veterans, not just for our war but veterans throughout history.
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George Bush signed into law Executive Order 12751 on February
14, 1991. If there is no belief that any illnesses could come from
flhe I\{I)iddle East, why was this law signed as we were returning

ome’

He also stated, “We have shaken the Vietnam syndrome.” Well,
guess again, America. History has repeated itself. With the VA, it
is over and over and over again.

There should be defined answers to these problems with the VA
and local VA’s. There should be outside investigations into allega-
tion of claim, medical record and case mishandling. No more hot-
lines, taped phone messages or rehearsed statements. All we ask
for is honesty, openmindedness and better health care.

Thank you.

Mr. SHAYS. Thank you, Mr. Martin.

[Note.—The attachments referred to can be found in subcommit-
tee files.]

[The prepared statement of Mr. Martin follows:]
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INTERNATIONAL ADVOCACY FOR GLLF WAR SYNDROME

Thank you Distinguished members of this committee for inviting me o testify before you today.

1 would aiso #ke to thank Congressman Fred Upton for introducing me to you. His support is
unparaiisied and greqtly appreciated. if the committes members woulkin't mind, | would ke to dedicate
my testimony today to 8gt. Paul Lawrence Burt, my bast friend who died during the cease-fire five years
2go on March 8th, 1991,

INTRODUCTION:

My name is Brian T. Martin, | am a 33 year old veteran of the Persian Gulf War. | served with the 37th
Engineer Battalion, 20th Engineer Brigade, 18th Airbome Corps. Ft. Bragg, NC. | deployed to Saudi
Arabia, Octobar 8th, 1980 and returned to the United States five years ago today. In August 1994, [ was
reted at 100 + special monthly compenaation for sesvice connected disabilities due to my sarvice in the
Guif War by the Depariment of Veterans Affairs. | am one of three Gulf veterans’ In tha country with
such a rating.

WHEN SYMPTOMS BEGAN:

During the Air War, after | began taking Pyridostigmine Bromide, my breathing became difficult. My
vision was blurred and Jittery, my heart would pound and my chest was painful. | became sick to my
storach and woulkd heve episodes of frequent diarthea. My head throbbed and hesdaches were aimost
unbearable. | thought my head would explode st times from the pain. | came home with thase
symptoms and many mors. Womack Community Hospital on Ft. Bregg diegnesed me with a “stomach
virai infection®, and semt me on my way. On December 31at, 19091, | was honorable discharged where |
retumed to Michigan with my eight month old my wife.
My headaches tumad for the worsé and became so painful that | would have to grat my head or hold my
arm over the area that hurt. My fest began to swell aimost twice their size, they tumed purple and red
and were extremety painful to the touch. My knuckies In my right hand sweted to golf ball size. | could
no longer walk from room 10 room and could no longer hold on to anything including my newbom soa. |
lost 32 Lbs. within 2 two week period because | was elther vamiting or | would be in the bathroom 10 to
15 times a day with severe diavhaa. My whole body had changed Iin & matier of a few months. | was
soared and confused. | asked myseif "How could & US, Army paratrooper, who was in great shapes just a
few months ago be fesling lika this?" On the advise of our family doctor | made an appointment with the
focat VAMC in Battie Croek, Michigan. Ladles anxi Gentieman, lot me telf you that was an experience
and st Is to this day. My appoimtment came three-and-a-half months after the Initial phone call was
made. The first doctor to see me was named "Dr. Hussien®. She giggled at me when she heard my
answars {0 her questions of why | thought | was sick from my duties in the Gulf. 8he took my
temparature, biood pressure and did a prosiate check. That was it. | was sent home. One month later |
was glven snother appointment. This time | was foid | would be put in a registry for information on
symptomns. The person that was in charge of this ragistry fook me into a small room, asked me my name
and sodial security number which he wrote in a (ttle green notebook. That was the reglstry then. When |
convinoad Dr. Hussion that | did indeed have real modiocal problems, | was toid that | had gout,

m
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rheumatoid arthritis, and fibrositis, but yet all my tests results wers negative for all of those diagnosis.
Every time | woulkd have an appointment. (which was about two a week) | would drive two hours to get
thare and ali the VA would do is the same x-rays and blood work, the same questions were asked over
and over, | never got 10 see the same docior twice , 30 | was continuously telfing my story of pain.

1 was given a fresh batch of Motrin 300 myg. sfter evary appointmant. That was until | took a reporter and
camera crow into one of my sppointments. That took the pressure of Congreasman Uplton fo even get
the camera crow inside the hosplial. The Direator of that VA was going to deny them access. Every
doctor in that hospital was calling me Mr. Martin, and asked how | was feeling, this time they sven taok
my shirt off to look at my rashes and bumps. In front of the camer, the reporier was toid that | was the
“sickest Persian Guif veleran to be seen there io date”. But | was told | had arthritis and stress. When
the reporter found out that they had not thought of toxioology tests or blopsies of my kumps, or anything
else pertaining 10 my actual complaints, she and the director of the hospital had & nice iittle shouting
match autside my door.

That was when | reslized the power of the press. Congressman Upion was heiping me obtain my miRtary
records and other matters with Socisl Seowstty, when | did an interview with the Detroit Timaes newspaper.
Senator Riegle read thet article snd caliad me. From that point on | began doing Nationsl madia in
television, magazines and newspapers. [ festified in the House and Senate on November 16th, 1903.
That's when | caught the attention of Dr. Frances Murphy. it was during the Senate hearings thet Dr.
Wurphy approached Senator Riegie and Jim Tulte to offer me a reforral to the Persian Guif Referrat

Center here in Washington. Finally aftar 24 or more months } felt like | was going to be taken serious
and roally looked at.

REFERRAL CENTER:

Within three weeks 1 had & scheduled appointment 10 be admitied into the Refersl Centor. | was
admitted in Decamber 1993, as a patient of Or. Murphy. | went through the most extensive testing | had
evel exparienced. Cemlndayslwomahwesuunm(mlnsdup Dr. Murphy always made sure |
knew what | was going to be tested for and why. She would frequently vist me and discuss my fears of
being #fl and my problems with the VAMC in Battle Creak. | was very comfortable with her and feit
fortunate to hava had her as my dootor. | had & television reporter and camen orew from WWMT Ch.3,
visit me from Kslamazoo, Michigan. They were treated with more respect than in Battie Creek. | had
festing at George Washingion Ambulatory Conter. | was examined by Dr. S0kas, | was also tested at
Georgatown University. | thought this is great! Nlhuupeddtmmuwlrm they are surely
going to find something now. When | was discharged from the referral center two weeks later. Dr.
Murphy was afforded the chance 10 witness the problems | was having with Battie Cresk, whan k came
fime to fiy me home. They wanted to srgue with my wife about sending me to Kalamazoo, Michigan
over an hour away, or to South Bend, indiana's akrport 10 minutes away. They wanted Kalemazoo and
sald that's whare { was flylng to, then | would have to hand deliver my records to tham, two hours away.
Dr. memmmmmmaummmmcmmwmmmsm
and Senator Riegle's. 1 ended up flying into South Bend. After the two weeks of gritting tests | was

dlognmdvdlh(

(which | racaive 100% for), CHRONIC FATIGUE SYNDROME (50%), COLITIS
(10%) PROBABLEM\L TIPLE CHEMICAL SENSITIVITY (0), GASTRITIS (0) | have 10% for TINNITUS
and 10% for BACK CONDITIONS from a prior rating. |hwobnlnmmm,eolonanduomachswﬂno,
and a muRitude of other problems. In October 1003, | was diagnosed with abnormat semen. The VA
wants to redo that test though because & was abnormal. 'm sure that had the results come back nommal
another test would not have been considered. Organic Scarving, brain damage and most of my other
probiems are not compensatable. My discharge summary states thet my limitstions for work are "no
heavy Efting™ and "no prolonged sitting or stending”. My employabiiity is “severely limited by fatigue and
Joint pain®, which ends up being ZERO, ZILCH, NOTTA! Today my pain is still excruciating and
unchanged. As | sit bafore you today. | have chest pains, & headache and painful legs and feet. If a
docior from the VA tastad me right now, 'm sun everything would be found 1o ba within normal limits of
abnormality, but | question what ls normal limits for abrommalties for & lliness the VA knows fittle about?
| have no treatment plans and have no medications. | retum to Battle Creek for nothing more than the

@
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same puimonary function tests, s-rays and biood samples. With these limitations and diagnosises with
no treatment plan or guarantoe that { will have mry health back, the VA refuses to give me a permanent
rating. My decialon rating (attachment B.) states that | am “totally Incapacitated” but stil) not permanent.
When a vetaran has an Miness that the VA knows will not improve, & permanent rating is given, actually
the law states: "THAT PERMANENT TOTAL DISABILITY SHALL BE TAKEN TO EXIST WHEN THE
IMPAIRMENT {8 REASONABLY CERTAIN TO CONTINUE THROUGHOUT THE LIFE OF THE
DISABLED PERSON" (Title 38, CFR, subsection 4.15) Relter's Syndrome Is NOT curable. Chronic
Fatigue Syndroms is NOT curabla. Omenic scarving is NOT cursbla.  Thay can be treatable
systomatically, but no cre. These linesses should bs considared to continue throughout my life.
Unfortunatety not in my case for 50me reason. Wmmmmmnwan&rﬂmnemym
1o no avail. | have been toid thet | oesd a VA dodior 10 write up 8 Latter stating thet | will not be cured or
my Iinesses will not get better on their own. | can not get a doctor in the VA 10 write that letter. | no
longer fear the abilly to pay my bills at !he present moment, het is untll Seplember 20th, 1997, when the
VA in Baitie Creak wik have a chance 10 strip me of all benefits by reevsiuating me. | fear that afl the
bad press and congressional hammering | heve done 10 Battie Croek, they will tske their revenge by
mmmydhnﬂ.mhnmhw“ddwﬁuﬂmdw 1 hope that if
that happeas | would be able to contact this committee for a review of my case. Since | can not gainfully
work to support my family, | need to protect my wife and chiidren's finenciel future in aass of the worse,

COMPENSATION DECISION:

Seven months after | was diagnosed by Dr. Murphy, | was swesded my compensation with back pay 1o
the month after | was diacherged from the Artrry. R wes the consensus of everyone that helped my case,
that | was compensated for "Squaaky Wheel Syndrome™ more than anything. R seemed ke all the

mmcwwhhhw:ammwmmmmw | am here today because of
the problams | have had with the VA which is still happening to this day. | would aiso tike to siate thet
mmmmmmmmmmymmmmmmocmwum
allowing themn acucation benefRs and medical banefils with CHAMPUS or CHAMPVA. Even though |
am pald a substantial monthly amount now, after paying the medical bilis of my 20n and wife (whom the
VA knows are W) my monthly pay is drastically reduced.

EXISTING PROSLEMS:

tn January 195, | was rushad to the amergency room with bregthing problems and severe abdomen
pain. My wife contacted Dr. Murphy, asking for her advise on what to do. Dr. Murphy toid the doctor to
releass me to VA care in Battio Creek, then she would call ahead 10 the admission director to have me
admitted for the five day week and what tests should be ran. She calied Batife Creek four imes that
mowming befors | arrived to make sure overything wss organized for my arivel. When i got there, with
my father and wife, no one knew me, why | was there, or would even locate my fiies. | axpiained that Dr.
Murphy had calied ahoad to have ma admiltad, only to the responss of “who's Dr. Murphy?”. 1
demanded to see Gary Orr. Diractor of Madical Servicas, and my altending doctor, Dr. Ketan Shah, |
was told, mwmmm(lwmmmmm)or Shah had also left due to an
amaergency. | refused to lesve untll someone fookad st me. The problem was that no one could find my
records. | finally convincad tham that 1 was supposs to be admitted, so the doctor took me into a day
room, slammed the door In my wife's face and proceeded 10 ask me about my symploms. | asked him to
open up My records to see what | was sffering fram, but he refused. | toid hm of my diagnosis only to
be questioned about “who diagnosed me with Relter's Syndrome?” and "what makes you think you have
K7". Three-and-a-half hours iater, niy records wars found in Mr. On's office. Why? | have nv idea?
Seven hours later they gave me pajamas, but no plliow bocause they were out of them. | saw the doctor
(o]
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for about 20 minutes, where | spent most of that time Hetening 1o the difference of 400 inches of rainfet
in his native land versus 40 inches in Saudi Arshia. My father was asked more medical questions than |
was. Two more hours iater | was told " Your not sick. you don't need to be laying around stagnant with alt
the really sick people” He gave me some medicine, (which Dr. Murphy Ister said, would not be the
madicine of her choice). | flled an official complaint on the doctor and the VAMC in Battie Cresk with the
Centrai Office of the VA. (stiachiment C) Nothing much came out of that complaint. 1 have included that
whole complaint ordeal inlo my testimornry.
When | recsived my copy of that days consuit sheat, | was outraged. It stated that | "cisimed to be
doing much better compared to my emengancy room vislh and If he could not undergo the above
maentionad tests immedistoly with  day, there was no point of him to stay in the hospital® “which he
discharge immediataly following my examination.” This is 8 untrue and wrong statement. |
have since demanded that they amend my records and rewrite the truth.  What they offered me for en
cormecied consull sheet was just as far from the inzh as the first statement was. (sttachmont C.) in five
yoars | have waiched seven Persian Gulf Coondinaiors be replaced for poor parformance in that
poskion. | have had to fight and scratch my way to respact. lmpnhblymoluoﬂplhlnﬁum
for the VAMC in Michigan. | pull no punchas reminding them the law that allows Persian Gulf vetorans
frea top priority medical care. | em drop dead honesi with them and expect tho same. Many times they
give a veteran an appointment two or three months away. If thet vetsran calls me to tel me this, | call
Dr. Shah, bringing this to his sttention, which he usuatly will move up to within two or three weeks. Thers
are VAMC's in Michigan that still charge Gulf veterans for their seivices, Dr. B, Miiner, from the VAMC In
Allen Park, Michigan offered during Senator Riegie's heasings in Detrolt, Michigan (June 8, 1004) to
mmmm»ummmmmmMMm | immediataly told this to Dr.
Mmphy Instructad me NOT to let that happen and to contact ke if he tries. | could talt you about
incidents such as one examination where | aimost fell over in fromt of the doctor, then he tumed fo my
wife and exciaimad “there's nothing wrong with his faet or balance”. i've had the director of the Perslan
Guif Famity Support Program in Battis Creek say on Hive ielevision, that "Brian does not have any
medical proof of his claims to sasvics connection”, | have been ridiculed, lsughed at, tatked abcut in @
negative manner, WIwu'openhgaundm.Mldn\mto' and 've been called *Hollywood"
by some of the siaf in Battle Creek.
| suppiled the VAMC with copies of video conferences that VA's headquarters would produce used to
educate the doctors on a local level about new programs and issues for Persian Guif veterans. ['ve had
to call them to remind them of times that vidso confsrences would be aired, it has been harder fighting
the VA then it was fighting iraql's in the Nilddie East. | have attempted for three ysars 10 organize a
meeting of sl VAMC direciors in Michigan siong with all doctors iInvolved with Gulf vetsrans, to meet
with us veterans and press 10 air everyone's concems. | have not been grantad that requeat. ; ladles
and gentieman could go on and on about many mose Incidents but I'm only aliowsd five minute and your
only having three hearings on this lssue. Mine is just one of hundreds of horror stories you could hear
from the gulf veterans | know personally. | wish | coukd tell all their stories trying to bring relief to them,

WHAT HAS WORKED IN THE VA:

Like | said sariter, | am truly a lucky veteran. | have the support of my community, local press, and the
businesses in my home town are more than generous, having benefits in my and my wife's beha¥f, |
have strong congresslonal backing and & good working relationship with Dr. Murphy. She is 100% for
helping me work every case | have ever brought to her sttention. You see, if there's a ongoing problem
that | know about, { call Dr. Murphy, bring the incident to her attention, then she takes oare of . One
example is, | got a phone call from Vic Slivesier, President of Operation Desert S8hield / Desert Storm
Assnclation in Odessa, Texnsexpunlnoﬂunvmmholmmsnﬂaﬂmodtobemnnmcm
Spiings, VAMC, bacause his discharge from active duty was moessed up. | immedistely calied
Mutphy mmmmusm he was then admitted. sh-pommuymmmmmmmhmm
the DoD registry to the VA registry. Two weeks later, | recelved another call from Mr. envoﬂertoﬂhgma
that {his veteran was admitted Into the psyche ward and had no tests run on him for his complaints. |
called Dr. Murphy, she called Big Springs agsin, within Gree hours he was taken out of the psyche wand,
had his thyroid drained, given new medication and received follow-up appointments. Severa! times |
(O]
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have called Dr. Murphy to hefp veterans get the proper sttention they've needed to get a referral to the
Washington Referrai Conter. She again is 100% for the calls I've made to her for these veterans. | have
even made an agreement with Dr. Murphy thet If the VA In Battie Creek would show some
professionalism, | would leave tham gione in the press. They have not kept their end of the deal forcing
me 10 go back 1o the press with these problems. Dr. Murphy has been a wonderful resource for me in my
fight for Guit War voterans health issues, but unfortunstely this ia what If's taken. Not evary veteran of
tha war can call Dr. Murphy to get this kind of help. | am thankful for sl she has done. | hope this
festimony today has not sirained that working relationship. We have needed Dr. Murphy as a resource.
R is the only REAL way we can get the propar attention Guif War veterans are needing. The laws that
the Presidant signed into effect are not being followed by the local VA's. Coentral Headquartars for the
VA is e the four star Genaral of the Army. He gives the orders, but by time that order gets to the
private it is changod and not followed. All the while the Genersl Is being toid that I's working. This is a
perfoct example of the VA sysiest. | don't cars how many Wod book testimonies that the VA cen give
sbout what Is working thair out of touch with what Is realty going on in locat VAMC'S across this country. |
have been toid that soif assessmant questionnaires are malied 1o the local VAMC's 20 they can rate their
performances and duties. | ask you what doclor is going to filt this out with “T've done a rotten job
looking into this veterans problems®,

of 1 t0i¢ another vetersn today that it's ol in his head®. | don't think 0. No one will biow the whistie on
themselves or fellow dooiors.

RECOMMENDATIONS:

The VA hes spread themseoivos far and wide In research, unfortunaiely, not as deep. k was Sec. Jesse
Brown, That said “this was the dirliest war aver Fought™? If the VA knows this, the veterans knows this,
and the rest of the workl knows this. What is the problem? There should not be a need for
recornmendations when the obvious is upon us. One simple question s, How can 097,000 mostly
hoalthy, well irasined fighting men and women be haalihy enough to figiht & war, but sfter returning home,
most can't Tight & cold? What is 80 hard about that question? If the problems with the VA begins with
money, than maybe they should ba given more. { ask for what though? How much has besn spent on
trying to prove we're not sick inslead of wiry we are sick? How much money has been spent on
doawnplaying our concams than tresting them?  If Shat money Is given, what's 10 prove they won't use it
on bogus research ks in the past? For an example- 1 know of hundreds ¥ not into the housands of
Persian Guif veterans, not one of them that | know was picked 10 be studied in the new “National Health
Swurvey of Pecrsian Gulf Veterans and their Family Members®. Not one wife that my wife or | know of has
been chosen to be studied for health concems. | don't understand this, Top VA officlals ke Dr. Murphy
and Or. Mather's know persanally of cases such 86 My wife and o few others that have compiained about
heaith problems for three or more yaars, but yet thelr not even considered candiistes for that research.
Why have & computar spRt out names on & random basis, when thoy know of cedtain 0ases already? s
obvious that the names the computer picks are of vetarans and wives that no one has heand of or know
of, felling Me something's wrong with this picture. Out of 30.000 veterans and family members, ( find it
hard to baliave that | have not heard of one of these peopie picked. The Veterans Affalrs have offered
false hope theough some of their programs.  Such is the case with the *Veterans’ Benefils

At of 1904" (Public Law 103-443) The taw states that & “vetersn intorested in having his family
members cxamined (but not treated) should contact their local VAMC If that veleran Is on the regisiry”.
My wife calied Battie Creek for queations ahout this exam, only to be toks by Gary Orr *It's to bad your
not even considered” “there’s nothing the VA can do for you or your son”. Why would there be a law that
foits veterans 1o 0o this? | would also iike to see more outreach programs for the vetarans, programs
should nat be burfed to save money. Did you know that by time the registry was welt known about, two
yoirs had siready axpired? Leaving most velerans lost in time frames. Within that two years many

actually sppear
VAMC's as a surprise inspaction. Maybe & regions] conferonce could be heid Quarterly in all 171 VA
m.mnpwmmmm«rm(gduwmh-mmmm.
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Since no positive results are being made, then negative remarks should be left alone by cartain VA
doctors. Dr. Edwand Young, chief of staff of the Houston, Texas VAMC and head of the Houston
Referral Conter for Gulf veterans, asid himself, after expressing skepticism about some of the linesses
"some of the veterans wers making heaith complainis to get governmental compensation™ He was aiso
quoted saying "You know we may have hurt you while on active duty, we Solicited it. If that isnt one way
o create a disease, 1 don't know what is, aspecially If the pot &t the end of the rainbow s compensation.
We're living In very difficult sconomic times right now, and psopke are desperate.” What kind of
mantalty is that for us 1o deal with? We can really be confident of top priority health care with
mmm These comments provoked his suspension and lead Into an investigation.

nfortunately Dr. Y bill ployed by the VA. Maybs have to start with personaiities
mmmmo Maybe ng Malbwlmlnddul tholw:l:manfmmoullyof
vnmﬂ-?

1 don't want 10 see the VA replaced or done away wikh. The VA Is the onty medical beneftt that the
vetoran has. What | would ke to see done sway with is incompetence, closs mindedness, and denlal
within tha VA systsm. It amazas me how a clvilian docior can look at 8 Persian Gulf vateran and
diagnase them with certsin Binessas, the sama veterans can have tho same tests done at the VA, to
recelve a different set of diagnoais, If they raceive one at all. Those diagnosis's alweys seem to downplay
the civillan doctor's work ups. | would [ike to see that the veterans compensation is done right, judicated
the way the iaws say- remamber the burden of proof Is on the VA, n most cases that is not the way it is.
If i's a pot of compensation the veteran is looking for, true medical documentation shouid provide the
answers if they are daserving or not, not the personal opinion of some of the VA doctors.

| parsonally dont know of ONE veteran that wants to go through two or three years or more broke,
unemploysd, or homeless like the other 233,334 veterans, (VA's P.A.O. Jan.1692) | don't know of ONE
veteran that thought that fighting in the sands of iraq was for a pot of compensation, the only pot at the
and of most vetarans rainbows are denial, ridicule and frustration. | would like to see some real efforis
put on the veterans and their familty members. The7e is nothing that the govemment should not be
willing to yield to her vetorans. This has boen basically a hraech of conract to the veterans of the United
States of Amerios. Not just for thia war, but to the vetaran's throughout history. When George Bush
was President, he signed inio law February 14th, 1991, Executive Order #12751 (attachment D.) “That
the Sec. ofhvm“mkndnmymmmhmm enter into contracts with private facilitles for
the provisions of hoeplal care and medical services for veterans 1o the fullest extent authorized by
saction 8111A(DX1)-(2) of tile 38°. iF there is no possibility that any Minesses came from the Guif War,
why was this law signed as early as 19917 as we were retuming home? He aiso stated "We have
shaken the Vietnam 8yndrome® Well, guoss again America, history does repeat iself- with the VA it's
over and over and over again. Boiom Line is, that if a veteran has @ problem with their local VAMC,
there should be claarly defined phone numbers for help and answers to thess vetarans concems. | and
the veterans she has helped have no problems or complaints aboul Dr. Murphy. | have no complaints
with Or. Kelan Shah from Battie Cresk. When @ problem is brought to their sttention, they act quickty
and decisively. [f that's all it wiil take, then let the VA slert the veteran on how 10 contact central
headquarters or dmmmmtﬂt\hfdmﬂm

1 would like t0 end my testimony with an old cliché. youlppneldeywrmdovmaunAmm
thank a velecan.

Thank you for your time.

Brian 7. Martin
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Mr. SHAYS. We will now go to Bill Gleason, also a Persian Gulf
war veteran.

Mr. GLEASON. Well, let me explain something to you, first of all.
I am not a real good spokesman. All T did was to go and do a study.
I'd like to——

Mr. SHAYS. Mr. Gleason, could I ask you to put your mic closer
to you? I know you have your papers there, but we want to pickup
your voice.

Mr. GLEASON. OK. I'd like to thank Congressman Shays for invit-
ing me down to this committee. I'd like to thank the members, and
I'd like to tell you a little story. I have nothing written down.

I'm a master gunnery sergeant. I've got 26 years in the military.
I went through Vietnam 1965-66. I'm 53 years old.

One thing they teach you in the Marine Corps is to take care of
your own; and when I was retired back 2 years ago, I started get-
ting these calls; and I got calls from people that were sick, very
sick. When this happened, I investigated it myself. I got well over
1,000——

Mr. SHAYS. Just to clarify, you got calls from veterans who
served? In the Persian Gulf?

Mr. GLEASON. Veterans themselves. Their mothers, their—

Mr. SHAYS. These are people you served with?

Mr. GLEASON. Right. And what happened after that is I started
a survey, and I worked with a doctor, and we came up with a sur-
vey to ask people different questions and make sure the questions
were all the same for all the people.

When we got involved in this, we began to realize that the health
problems were quite severe. I have Jeff Rawls that is actually
dying of shrinkage of the brain. I have got people that have got
parasites still 5 years later in their systems that they are trying
to trace and destroy. I've got cancers.

What is unique with my group, ladies and gentlemen, is that we
have a group that went over there that was 76 Marines. We've got
75 of those Marines in our survey right now, and I don’t think that
too many groups can talk about that.

I've got the detailed problems that they are in. I've got that there
is 9 people out of that 76 people that I've dealt with that don’t have
any symptoms at all.

What we have done is worked with the VA hospital in Syracuse.
Mr. Orfalano has indicated to me that he will support us any way
that he can. That system has done a 180 degree turn as of June
1994. We are working closely with them. We are getting support
from them.

Mr. SHAYS. When you say 180 degree turn—turn from where to
where? I want you to be little more specific.

Mr. GLEASON. A turn from when we first went down there they
would give us a 3 by 5 card with four questions on it, and we would
answer those questions. It wasn’t a physical. But then they kind
of confused us by saying this is your registry. Youre now on the
registry. In fact, we didn’t take any physicals at all.

Mr. SHAYS. I want to clarify this. They changed in attitude from
being unsympathetic to sympathetic?

Mr. GLEASON. Right. In Syracuse, they did. They went from that
3 by 5 card that was a four-question type of thing to now a protocol
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clinical physical, and we go down there now and we get a complete
physical. They've told us now that we don’t have to pay for some
of the physicals that we have been getting.

Before that, Buckbee in my unit definitely paid $2,000 for a
stomach operation that he had for growths removed from his stom-
ach. To this day, he’s paid all but $100, and he got back a tax re-
turn type of thing where they’ve taken that $100 out of his tax re-
turns, which is not really that acceptable with us.

But I'd like to mention some of the sicknesses here: shortness of
breath, diarrhea, blurred vision, fatigue, skin rash, muscle joint
pain, loss of memory, forgetfulness, bleeding, respiratory problems,
sleep disturbances. There are—30 to 40 percent of our unit has
these problems.

The severity of the problems is not like Vietnam when we come
back from Vietnam where you had a gut-shot wound or you are
missing an arm or a leg. These are problems—it is almost like a
flu symptom, but they continue to go day in and day out for 4 or
5 years. And that—you know, it is just not right that things like
that happen.

The thing that came out of this book here that the Government
put out that really got me concerned when I first started going—
getting involved in this was the reservists, and I was a reservist.
In Vietnam, I was 4 years in with the Marines, and I was a reserv-
ist when we went over to Desert Storm. I’d like to read this here:

“Reservists tended to be older and possibly less physically resil-
ient compared to the active duty troops, and reserve personnel may
have suffered increased stress because they had to leave their jobs
and experience greater disruption of their personal lives.”

When I read something like that—knowing that I had been in
charge of a group of men in Vietnam, I knew what they were capa-
ble of doing; and I knew what reservists were capable of doing.
That just got me going—involved in this thing, and I have been on
it for 2¥2 years now. '

The thing I have come here to talk to you about is that we've got
an ideal situation here that we really need to look at. We've got a
group of Marines that went over, fought, came back that are being
sick. They are not regulars. They are reservists, and they are sick,
and they need to be taken care of.

Thank you.

Mr. SHAYS. Thank you, Mr. Gleason.

{The prepared statement of Mr. Gleason follows:]

PREPARED STATEMENT OF BILL GLEASON, PERSIAN GULF WAR VETERAN

Introduction: Following the return of Marines, of Bravo Company, from the com-
plex environment in the Persian Gulf region during Operation Desert Shield and
Desert Storm and the operational conditions of a military deployment, a variety of
health effects have been reported throughout the coalition forces.

Many Marines from Bravo Company were exposed to potentially adverse sub-
stances and experiences presented in wartime environment. Fumes and smoke dur-
ing military operations, oil well fires, diesel exhaust, toxic paints, pesticides, sand,
depleted uranium, infectious agents, multiple immunizations during a short period
of time. Some troops are convinced they were exposed to chemical and/or biological
weapons.

Substantial transient gastrointestinal and respiratory symptoms were seen during
the troops build up and immediately after the short conflict.
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Since then there have been increasing reports of illnesses from the Marines of
Bravo Company that were participants in these operations. Many now attribute
their health problems to these experiences.

Many cases include a combination of non-specific symptoms of fatigue, skin rash-
es, muscle and joint pain, headaches, loss of memory, shortness of breath, diarrhea,
and sleep disturbances, and respiratory symptoms, which may or may not fit readily
into the common diagnosis.

Some veterans have reported illnesses in spouses as well as birth defects in chil-
dren conceived after the conflict. They are concerned about the spread of disease as
a general public health issue.

PRELIMINARY FINDINGS OF ILLNESSES ATTRIBUTABLE TO SERVICE IN THE PERSIAN GULF
WAR 1990—-1991

Mission: To make contact with the 76 members of Bravo Company who were de-
ployed to the Persian Gulf Region for Operations Desert Storm and Desert Shield.
(Only Bravo Company Marines were interviewed for this survey.)

Purpose: To determine whether there group of Marines (“B” Co.) have more health
related problems than would be expected. To determine any unusual patterns of
health problems. To determine the role presently played by the Veterans Adminis-
tration, and the optimal role that should be played by the V.A. as a “protocol” for
interested Persian Gulf War vets, that are concerned with symptoms they have ex-
perienced since their return home in May of 1991. To insure that both the govern-
ment and the people of the United States are aware that these symptoms, illnesses,
and conditions are present, and that large masses of troops, to include the Bravo
Company have attempted to seek assistance from this local V.A. and have either
been turned away completely, or have generally not been satisfied with how they
have been received regarding persistent health issues.

This information has been requested by:

1. MgySgt William B. Gleason—tank leader (ret.)

a. CW03 Roy Johnson (ret.)

b. CW03 Lee Reney (ret.)

c. SSgt. David A. Buckbee (ret.)

d. Cpl. James M. Renna (ret.)

e. Mary Ann Gleason-Kuznia (civilian)

Results: Shown in the attached bar graphs. This data is preliminary, some of the
records being collected and reviewed are still incomplete.

MRI?sj:er of 76 Marines/contacted—73 Marines—97% JJ Grant, D Reynolds, G
cLain

Shortness of breath—26 Marines = 36%

Dizziness—18 Marines = 256%

Constipation—7 Marines = 10%

Diarrhea—24 Marines = 33%

Blurred vision—22 Marines = 30%

Tremors—5 Marines = .07%

Slurred speech—11 Marines = 15%

Fatigue—40 Marines = 56%

Skin rash—33 Marines = 45%

Muscle joint pain—42 Marines = 57%

Loss of memory—32 Marines = 44%

Forgetfulness—32 Marines = 44%

Bleeding—29 Marines = 40%

Heart problems—4 Marines = .05%

Respiratory problems—23 Marines = 32%

Motor problems—5 Marines = .07%

Sleep disturbances—41 Marines = 56%

Coughing—20 Marines = 27%

Choking/sneezing—17 Marines = 23%

Numbness/extremities—7 Marines = 10%

Headaches—19 Marines = 26%

Bumps/growths—2 Marines = .03%

Stomach surgeries—7 Marines = 10%

Nothing wrong since war—9 Marines = 12%

V.A. registry signed up—31 = 42%

Not signed up—42 = 58%

Nerve pills taken:

All of them—32 Marines = 45%

3—4 days—8 Marines = 11%
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2 days—16 Marines = 22%

1 day—3 Marines = 05%

None taken—14 Marines = 19%

32 Marines took all of the pills, sick or not. 41 Marines quit taking the pills be-
cause they were making them sick—bleeding from mouth and nose, headaches, diz-
ziness, high fever, and lightheadedness.

Mr. SHAYS. Next is Randy Wheeler, also a Persian Gulf war vet-
eran. Mr. Wheeler you are going to need to bring that mic nice and
close to you.

Mr. WHEELER. Hello, my name is Randy Wheeler; and first 1
would like to thank you for letting me give this testimony.

I served in the Gulf war with the U.S. Marine Corps from August
1990 to March 1991. I have achy joints, chest pains, shortness of
breath, headaches, severe blepharitis in both eyes, rashes and diar-
rhea since I have returned. My son is 2 years old and experiences
skin rashes all over his body. My wife also has rashes and other
problems that we are not sure of.

The best way for me to explain how I feel is to give you an exam-
ple of a typical day for myself. I wake up in the morning, and my
hands are inflamed, and they hurt so bad I cannot make a fist. I
have to give myself at least an hour—I am sorry—I wake up in the
morning. My hands are inflamed. I cannot make a fist. I have such
a hard time walking on my feet that I have to get in the shower
and allow myself at least an hour before I leave my home. I go to
work in the afternoon, and within a couple of hours I begin to limp.
My hands become inflamed and sore again. I have chest and stom-
ach pains and alsoc have five to six bowel movements a day.

If you would please take a look at Enclosure 1 that I have put
in with my testimony. I wanted Mike Lann to show someone that
the Marine Corps had detected chemicals during the ground war.

Though Mr. Lann was in the Army and I was in the Marine
Corps, I do not recall how we met. I spoke with him and invited
him to my home. There we spoke of many instances that we be-
lieved that we were exposed to chemical agents. This document is
enclosed in my investigation and shows how I presented a problem
that I could not resolve without Lt. General Christmas’ guidance.

Lt. General Christmas then assigned a JAG officer to gather in-
formation, and the subject of the investigation was to inquire into
the circumstances surrounding possible exposure of Sgt. Randy G.
Wheeler to chemical agents during Operation Desert Storm. The
General concluded that because of the complexity and the ongoing
testing by DOD, I should finish testing and get further guidance
from the VA.

In March 1994, still on active duty, I left Camp Pendleton, CA,
and returned home to Cape Coral, FL. I began to travel back and
forth to McDill Air Force Base in Tampa to see doctors for my ail-
ments. After spending a lot of my own money and making phone
calls to California and Washington, DC, I found out about the
CCEP and what it might be able to do for my wife, my son and
myself. So, my family and I traveled to McDill Air Force Base and
completed phase 1.

While there, someone mentioned why had I not been to VA.
Someone else told me while I was on active duty I could not go to
VA. In November 1994, and phase I completed, I was told not to
expect phase II for a few months, so I moved my family and myself
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to Birmingham, AL, because of the reputation I was hearing about
private doctors and also the VA there.

In January 1995, my command had authorized advance travel
pay for my family and had set up phase II at Eisenhower Army
Medical Center in Ft. Gordon, GA. See Enclosure 2—excuse me, I
am sorry about that. This copy I faxed to Senator Shelby will ex-
plain my visit to Ft. Gordon, GA. This is just one of the two faxes.
I found the other fax a couple of nights ago after I had finished the
testimony.

In June 1995, I had to go to the emergency room for a partial
dislocation of my right shoulder. Again during this month I re-
turned to the emergency room for burning redness and pain in both
of my eyes. After these two occasions I started seeing private physi-
cians, because I was losing hope with the military and still not
being able to go to the VA. My ophthalmologist, Dr. Parker, has di-
agnosed me with chronic blepharitis in both of my eyes; and I also
have a cataract in my left eye. The doctor at Eisenhower told me
that my eyes were fine.

I also have seen—I have also seen a private rheumatologist for
my joints, because I have been waiting for over 3 months to be seen
by the VA in this clinic.

If I may note, I've seen a rheumatologist just this past Friday at
the VA. Dr. Kennedy, my private rheumatologist, has seen me for
my condition and believes I may have Reiters Syndrome. I do have
a positive ANA for lupus, but she is not comfortable with giving me
this diagnosis.

On July 7, 1995, I was released from active duty and was given
a 30-percent disability and put on TDRL. I now could pursue the
Persian Gulf War Clinic at the VA there in Birmingham, hoping
that this program would be a cure for my problems. But this clinic
was no different from the CCEP at Ft. Gordon. Everything was
notated, but all I was getting was, “Let’s do a breathing test if you
have a chest problem,” or “Let’s check your lymph nodes and do
some blood tests if you have a cold.” The VA is not doing any spe-
cific kinds of testing. You have to ask for tests and wait for months
to see specific doctors, only to be left in the dark about your health
problems.

In July 1995, I began a job at the Post Office. See Enclosure 3,
please. I have missed many days of work; and I have sent this let-
ter to Montgomery, AL, to be included in my claim. If my condition
worsens, I will eventually have to stop working. How long would
it take to be compensated then?

The DOD needs to take the blame for our exposures and allow
the VA to properly diagnose and compensate me in a timely man-
ner. What I have tried to present to you today is that the VA and
the DOD has not helped my family nor I in any way. I continue
to followup with the VA, and I have completed the CCEP but still
haven’t been tested for anything that might have caused my health
problems or I have not been properly diagnosed.

I want to give special thanks to my wife, Lt. General Christmas
and the private doctors of Birmingham, AL. These are the only peo-
ple that helped me in any way.

Mr. SHAYS. Thank you Mr. Wheeler.

[The attachments to Mr. Wheeler’s prepared statement follow:]
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Mr. SHAYS. We now with go to Kimo Hollingsworth. Mr. Hol-
lingsworth is also a Persian Gulf war veteran. Would you lower
that mic a little bit?

Mr. HOLLINGSWORTH. Mr. Chairman, I have submitted written
testimony to the subcommittee, and I ask that it be made part of
the written record.

Mr. SHAYS. It will be submitted.

Mr. HOLLINGSWORTH. Mr. Chairman and members of the sub-
committee, I would like to thank you for holding this hearing re-
garding illnesses and diseases reported by veterans who served in
the Persian Gulf war. I am honored and grateful to present my per-
sonal views regarding this issue.

I realize that today’s hearing will focus on VA. However, I would
like to recommend that Congress address the inadequacy of the
U.S. military’s chemical and biological warfare agent detection and
protection capabilities. This national security issue is extremely im-
portant to veteran’s health issues, especially since the Department
of Defense has been reluctant to address the gaping hole in the Na-
tion’s chemical and biological warfare defensive capabilities.

Mr. Chairman, I deployed to the Persian Gulf as part of Oper-
ation Desert Shield and Desert Storm. During the war, I served an
artillery platoon commander and participated in the liberation of
Kuwait.

In September 1991, I redeployed to the Persian Gulf via ship as
part of the Central Command Landing Force where we conducted
numerous amphibious exercises. Upon my return to the United
States I felt physically fit, with the exception of postnasal drip and
coughing of dark green chunks of sputum, which I dismissed as bad
sinuses.

In late November 1992, I came down with what I thought was
a severe case of the flu. In January 1993, the symptoms persisted;
and in February and March, my condition worsened.

In April, T contacted the VA’s Persian Gulf registry and sched-
uled an exam. The VA doctor informed me that the sputum and
pain in my center chest were normal in some people and that I
was, overall, in excellent physical condition. I was then directed to
a zocial worker who discussed the issue of posttraumatic stress dis-
order.

Like other veterans, my concern about future health problems
led me to also file a claim with the VA for disability compensation.
In February 1994, VA denied my claim because I was provided
with several diagnoses; and these conditions were not present in
my active duty medical records.

In regards to claims, it is my own personal opinion that VA doc-
tors are providing veterans with diagnoses on the compensation
and pension exams so Public Law 103-466 will not apply. Like my-
self, veterans want their health restored, not disability compensa-
tion.

Mr. Chairman, when veterans first began to complain of health
problems, VA and DOD refused to acknowledge that those prob-
lems existed until organizations like the American Legion and sick
veterans raised these concerns with the Congress. Although Con-
gress has mandated VA to address health problems of sick veter-
ans, medical care and access to that care remains inadequate. Vet-
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erans continue to be treated symptomatically; and when physicians
are unable to determine the causes of symptoms, the immediate
presumption is that the veterans’ illnesses are stress related or
imaginary.

In May 1994, after yielding to immense congressional pressure,
DOD reluctantly initiated steps to examine sick Persian Gulf veter-
ans and provide health care. Like the VA, DOD physicians con-
tinue to treat sick Persian Guif veterans symptomatically. Unlike
the VA, military physicians have predetermined that veterans’ ill-
nesses are psychosomatic, regardless of medical conditions which
prove otherwise.

Sadly, some veterans have died because of these alleged psycho-
somatic conditions. Personally, I do not have a problem with a
stress diagnosis. However, for claims purposes, VA doctors in the
field generally do not provide veterans with a clinical diagnosis of
stress; and, in most cases, veterans who have been diagnosed and
treated for stress are not better but worse.

Equally disturbing is the fact that VA and DOD administrators
in Washington promote a blanket diagnosis of stress-related ill-
nesses. Ironically, these administrators are not practicing physi-
cians but rather professional bureaucrats. Many veterans get the
impression that the professional bureaucrats in VA and DOD exist
simply to limit the Government’s financial liability.

It is also disturbing that when veterans seek treatment from out-
side sources sensible medical diagnoses are found, a treatment is
provided, and although veterans are not cured there is a positive
response to these treatments.

It has been 5 years since the Persian Gulf war, and Government
researchers are no closer to finding medical solutions to veterans’
health problems than when these problems first appeared. Many
believe that the cause of these illnesses has not been determined
{)ecause VA and DOD would rather endlessly research these prob-
ems.

In regards to specific causes, serious research and treatment for
low-level chemical warfare exposure has not been initiated because
DOD maintains that such exposures didn’t occur. The inadequacy
of the military’s detection and protection equipment, coupled with
the recent findings provided by the United Nations inspection
teams surrounding Iraq’s chemical and biological capabilities,
should make research and treatment for these types of exposures
a national priority. This is especially true since United States
forces are currently deployed to Bosnia with the exact same equip-
ment used in the Persian Gulf, and where large stockpiles of chem-
ical weapons exist.

VA and DOD should also reconsider research and initiate treat-
ment for veterans exposed to smoke from the oil well fires. Smoke
from the oil well fires surrounded the theater of operations for
days, weeks and months. Veterans were surrounded by and inhaled
oil well smoke daily with no protective equipment.

I am concerned because the Federal Government is fighting to
regulate cigarettes, which is known to cause numerous types of ill-
nesses. Personally, I breathed smoke from Kuwaiti sweet crude and
accompanying oil field chemicals for 5 months straight.
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Mr. Chairman, research on the parasite Leishmaniasis should
also be reconsidered. Presently, there is no gold standard test for
the parasite; and persons who test positive for the disease can test
negative on numerous future tests. I am concerned for the general
public because the parasite can survive blood bank storage, and
current medical tests cannot determine if persons definitively have
the disease or do not have the disease. If there is no gold standard
test for the disease, how can VA and DOD be sure that veterans
do not have the parasite?

Mr. Chairman, in closing, I would like to say that if the Govern-
ment cannot make sick Persian Gulf veterans well, then veterans
need to be informed of this fact. Personally, I believe that many
veterans are suffering from low-level chemical warfare agent expo-
sures. I also believe that there may be no easy medical solutions
except healthy living and time.

As an American who volunteered to serve my country, I can ac-
cept bad medical news. What I cannot except and will not tolerate
are professional bureaucrats that first deny a problem exists, then
minimize problems once they surface and, last, make the problems
seem more complex so endless studies can be conducted. The Fed-
eral Government, especially the Department of Defense, must learn
that young men and women of this country are valuable resources.
Mr. Chairman, I am a combat veteran, not an expendable item.

This concludes my testimony.

[The prepared statement of Mr. Hollingsworth follows:]

PREPARED STATEMENT OF KIMO S. HOLLINGSWORTH, PERSIAN GULF WAR VETERAN

Mr. Chairman and members of the subcommittee, I would like to thank you for
holding this hearing regarding illnesses and diseases reported by veterans who
served in the Persian Gulf War. I am honored and gratefui) to express my personal
views concerning this important, complex and emotional veterans’ health and na-
tional security issue.

I realize that today’s hearing will focus on the current status of medical research
on veterans’' illnesses, and the Department of Veterans’ Affairs (VA) efforts to re-
spond to veterans’ health complaints. However; before I begin my actual statement,
I would like to recommend that Congress address the inadequacy of the United
States military’s chemical and biological warfare agent detection and protection ca-
pabilities. This national security issue is extremely important to veterans’ health is-
sues, especially since the Department of Defense has been reluctant to address the
“gaping hole” in the nation’s chemical and biological warfare defensive capabilities.

Mr. Chairman, on January 1, 1991, I was deployed to the Persian Gulf as part
of Operation Desert Shield/Storm. During the war, I served as an artillery platoon
commander for an H Battery, 3D Battalion, 10TH Marines, 2ND Marine Division.
In that capacity, I participated in the liberation of Kuwait and was responsible for
seventy-two Marines, four M198-155mm howitzers, numerous vehicles, crew-served
weapons systems and communications assets. Prior to and during the deployment
to the Persian Gulf, I was in excellent physical condition.

In mid May 1991, I returned to the United States and was assigned as the Execu-
tive Officer for another firing battery. In June, the unit prepared for a six month
deployment back to the Persian Gulf with Battalion Landing Team 1/8, 22ND Ma-
rine Expeditionary Unit (22 MEU). In September, 22 MEU returned to the Persian
Gulf via ship to become the Central Command Landing Force. Once again, I was
in excellent physical condition. Upon my return to the United States, I prepared for
my release from active service which occurred in May 1992. During this time period
I felt physically fit, with the exception of post nasal drip and the coughing up of
dark sputum which I dismissed as gad sinus problems.

In July 1992, I accepted a position with a major Wall Street brokerage firm as
a Financial Consultant. In late November 1992, I came down with what I thought
was, a severe case of the flu. Two weeks later, my health became progressively
worse. Major symptoms consisted of:

—severe constant headaches
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—severe muscle and joint pain

—severe chronic fatigue

—sharp pain in my center chest

—increased coughing of dark n sputum which was now in hardened chunks

—severe increase in urination (I would wake 3-4 times a night to urinate)

—periodic blurred vision

—memory loss

—low grade fever

By the beginning of January 1993, the symptoms persisted and in February and
March my condition worsened. In April 1993, Y contacted the Persian Gulf registry.
I was told of the registry through a contact at The American Legion. I also learned
of Doctor Edward Hyman who was treating sick Persian Gulf veterans in New Orle-
ans. Despite my symptoms, the VA hospital in Washington, DC performed a com-
plete physical and concluded that I was in excellent health. The VA doctor informed
me that the dark green chunks of sputum and pain in the center chest were normal
in some people. I was then directed to a social worker who discussed the issue of
Post Traumatic Stress Disorder. The VA also provided me a brochure outlining psy-
chological counseling services available to Persian Gulf veterans.

After my encounter with the VA, I decided to pursue the medical treatment pre-
scribed by Doctor Hyman in New Orleans. Doctor Hyman informed me that he had
refined an old medical technique to stain urine and evaluate the sample under a
microscope. According to Doctor Hyman, my urine sample contained abnormal
amounts of Streptococci bacteria. In mid May of 1993, I received treatment from
Doctor Hyman, which consisted of massive doses of antibiotics, and immediately my
health improved. As a result of Doctor Hyman’s treatment, I have regained about
eighty to ninety percent of my health.

Like other veterans, my concern about future health problems related to this issue
led me to also file a claim with VA for disability compensation. In the fall of 1994,
I received a VA compensation and disability exam at the VA hospital in Martins-
burg(,i West Virginia. Upon conclusion of the exam, the following diagnoses were
noted:

—mild Prostatitis

—irritable bowel syndrome

—possible restrictive pulmonary disease :

—mild right hemisphere dysfunction which fits within the DSM III-R framework

termed organic brain syndrome

—anxiety disorder

In February 1994, the VA Regional office in Philadelphia, Pennsylvania denied
my claim. VA administered my claim in accordance with Public Law 103—466, which
authorizes the Secretary of Veterans Affairs to award disability and compensation
for Persian Gulf veterans with unknown illnesses. According to the denial notice,
my claim was rejected with regards to the new law because 1 was provided with
several diagnoses, and these conditions were not present in my active duty medical
records. In regards to claims, it is my personal opinion that VA doctors are provid-
ing veterans with diagnosis on compensation and pension exams so the new law will
not apply. Currently, I participate in the United States Marine Corps Reserves. For
me the issue of disability compensation is irrelevant. Any disability payment I re-
ceive, would be offset in my reserve pay. Like myself, Persian Gulf veterans just
want to be sure that injuries which resulted from service in the Persian Gulf will
be given appropriate medical care. Simply put, veterans want their health restored,
not disability compensation.

In regards to the overall issue of Persian Gulf illnesses, I would like to share sev-
eral observations with the subcommittee. When veterans first began to complain of
health problems, VA and DoD refused to acknowledge that these problems existed.
When organizations like The American Legion and sick veterans raised these con-
cerns with congressional members, Congress took action. As a result, VA initiated
the Persian Gulf Registry and requested legislation which would authorize the
treatment of sick Persian Gulf veterans in VA facilities. However, DoD consistently
and repeatedly refused to acknowledge the health problems of veterans and active
duty service personnel.

Although Congress has mandated VA to address the health problems of sick Per-
sian Gulf veterans, medical care and access to that care remains inadequate. Veter-
ans continue to be treated symptomatically, and when physicians are unable to de-
termine the cause of the symptoms, the immediate presumption is that the veterans
illnesses are stress related or imaginary. In May 1994, after yielding to immense
congressional pressure, DoD reluctantly initiated steps to examine sick Persian Gulf
veterans and provide health care. Like the VA, DoD physicians continue to treat
sick Persian (Exulf veterans symptomatically. Unlike the VA, military physicians
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have predetermined that veterans’ illnesses are psychosomatic, regardless of medi-
cal conditions which prove otherwise. Sadly, some veterans have died as a result
of these alleged psychosomatic conditions.

Personally, I do not have a problem with a stress diagnosis. However, for claims
purposes, doctors in the field generally do not %rovide veterans with a clinical diag-
nosis of stress, and in most cases, veterans who have been diagnosed and treated
for stress related problems are not better, but worse. I am not a medical doctor but
I would think that if veterans have stress related problems and they are treated
for these problems, they would get better and not worse.

Equally disturbing is the fact that VA and DoD administrators in Washington, DC
also promote a blanket diagnosis of stress related illnesses. Ironically, the adminis-
trators which subscribe to the stress related diagnosis are not practicing physicians,
but rather professional bureaucrats. Many veterans get the impression that the pro-
{'esgﬁmal bureaucrats in VA and DoD exist simply to limit the governments financial
iability.

It is also disturbing that when veterans seek treatment from outside sources, sen-
sible medical diagnosis are found, a treatment is provided, and although veterans
are not cured, there is a positive response to these treatments. It has been five
years since the Persian Guﬁ' War and government researchers are no closer to find-
ing medical solutions to veterans’ health problems than when these problems first
appeared. Many believe that the causes for veterans’ illnesses have not been deter-
mined because VA and DoD would rather endlessly research the problem. The fact
is, there is an abundance of medical research available which supports many of the
suspected causes. Like veterans exposed to mustard Eas, ionizing radiation and
Agent Orange, many Persian Gulf veterans believe VA and DoD will still be re-
searching this issue fifteen years from now with no concrete medical solutions.

In regards to specific causes, serious research and treatment for low level chemi-
cal warfare ?ent exposure has not been initiated, because DoD maintains that such
exposures did not occur. I am concerned because the chemical warfare agent detec-
tion equipment used in the Persian Gulf was inadequate to detect unhealthy low
levels of these {ypes of agents. The inadequacy of the military’s detection and pro-
tective equipment, coupled with the recent findings by the United Nations inspec-
tions teams surrounding Iraq’s chemical and biological capabilities should make re-
search and treatment for these types of exposures a national priority. Especially
since U.S. forces are currently deployed to Bosnia, where large stockpi{es of chemi-
cal weapons exists.

VA and DoD should also reconsider research and initiate treatment for veterans
exposed to smoke from the oil well fires. Smoke from the oil well fires surrounded
the theatre of operations for days, weeks and months. Veterans were surrounded by
and inhaled oil well smoke daily, with no protective equipment. I am concerned be-
cause the federal government is fighting to regulate cigarettes, which is known to
cause numerous types of illnesses. Personally, I breathed smoke from “Kuwaiti
sweet crude” and accompanying oil field chemicals for 5 months straight. Knowing
the types of illnesses caused by cigarette smoke, I am scared to think about the
types of illnesses caused by the residue and smoke of crude oil.

esearch on the parasite Leishmanisis should also be reconsidered. Presently,
there is no gold standard test for the parasite and persons who test positive for the
disease can test negative on numerous future tests. I am concerned for the general
public, because the parasite can survive blood bank storage, and current medical
tests cannot determine if ‘rexsons definitively have the disease or do not have the
disease. If there is no gold standard test for the disease, how can VA and DoD be
sure that veterans do not have the parasite.

Mr. Chairman, in closing I woul(f like to say that if the government cannot make
sick Persian Gulf veterans well, then veterans need to be informed of this fact. Per-
sonally, I believe that many veterans are suffering from low level chemical warfare
agent exposures. I also believe that there may be no easy medical solutions except
healthy living and time. As an American who volunteered to serve my country, I
can accept bad medical news. What I cannot accept and will not tolerate are profes-
sional bureaucrats that first deny a problem exists, then minimize problems once
they surface, and lastly make the problems seem more complex so endless studies
can be conducted. The federal government, especially the Department of Defense,
must learn that young men and women of this country are a valuable resource. 1
zta.m a combat veteran, not an expendable item. Mr. Chairman, this concludes my tes-
imony.

Mr. SHAYS. I thank all of our witnesses today, and I am going
to ask a few questions, and then I yield to my colleague, Mr. Upton
from Michigan.
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First, were all of you given very comprehensive medical evalua-
tions before you went to the Persian Gulf? I'd like to ask each of
you.

Mr. GLEASON. As a reservist, I think that we were given exten-
sive——

Mr. SHAYS. I want to know what you were given. Were you given
?}n 1?r)xtensive medical evaluation before you went to the Persian

ulf?

Mr. GLEASON. Yes, we were.

Mr. SHAYS. Mr. Martin.

Mr. MARTIN. No, sir, I was not. We were told, you are going to
the Middle East. That was basically it. I was active duty. I was a
U.S. paratrooper out of Ft. Bragg.

Mr. SHAYS. Mr. Wheeler.

Mr. WHEELER. I had a basic physical because I just attended—
at the time, I was in NCO school in Twentynine Palms, CA, in the
Marine Corps; and I just had a basic physical exam to start school.

Mr. SHAYS. Mr. Hollingsworth.

Mr. HOLLINGSWORTH. Mr. Chairman, I was given a standard Ma-
rine Corps predeployment physical.

Mr. SHAYS. I would like to ask each of you, when you got back
fr}'lom?the Persian Gulf were you given a serious medical evaluation
then?

Mr. GLEASON. No, we weren’t. We went to Camp Lejeune; and we
were given some blood tests, gave stool samples; and that was it.

Mr. SHAYS. Mr. Martin.

Mr. MARTIN. No, sir, I wasn’t. When I came home, I was terribly
sick. I was vomiting fluorescent-looking juice. I was having terrible
pr(&blems, and I constantly was being rushed to the hospital
and——

Mr. SHAYS. But you were not given any——

Mr. MARTIN. I was not—all they did was tell me I had a stomach
viral infection and sent me on my way.

Mr. SHAYS. Mr. Wheeler.

Mr. WHEELER. No, sir.

Mr. HOLLINGSWORTH. Immediately following my deployments, I
was not given a physical. However, shortly thereafter I did sepa-
rate from the active service, and that is required.

Mr. SHAYS. When you separated, but not when you came back?

Mr. HOLLINGSWORTH. Yes, sir. That is correct.

Mr. SHAYS. All of you are no longer in the service, is that correct?

Mr. HOLLINGSWORTH. Sir, I currently participate in the U.S. Ma-
rine Corps Reserves.

Mr. SHAYS. So you are a reservist.

First off, this committee has oversight of the Department of Vet-
erans Administration for programs—waste, fraud and abuse, how
they conduct themselves, what they do. Our job is to do the over-
sight, and that is what we are doing.

I want to just reaffirm what I said in my opening statement.
This is not a 1-day hearing. We are allowing you to open up this
hearing. We are going to get into this extensively, and we’re going
to focus on the concept of focus. We want to be certain that the De-
partment is truly focusing on the complaints that our veterans are
making.
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We then also want to move them to a sense of urgency. We want
to resolve this very quickly—as quickly as we can.

Now none of you had to testify, and we appreciate your coming
to testify. First, Mr. Gleason, I need to be clear on this. You talked
about your unit. You didn’t really focus in on yourself in your state-
ment. Are you coming before this committee as someone who be-
lieves that have you contacted illnesses and are not getting a re-
sponse?

Mr. GLEASON. That’s true. I don’t like to talk about my illnesses.
I went down twice at Carrier Corporation where they have had to
take me—rush me to the hospital.

Mr. SHAYS. The bottom line is, all four of you are here for your
own personal experience; and then you have kept in touch with
others—you more than some other individuals.

Mr. GLEASON. That is correct.

Mr. SHAYS. And I want to just affirm this, if it is true; and if it
is not, I want you to say it isn’t. What I get a sense from—and di-
rect statements from a few of you—is that when you have gone to
complain, basically they have told you, in a sense, that it is stress
related or that it is in your mind and not really happening? Is this
accurate?

Mr. GLEASON. It’s accurate, but it’s changed on our behalf be-
cause we have showed that we are dealing with a company of 76
Marines. We have held a conference at a hotel in Syracuse——

Mr. SHAYS. The first contact—but you are now saying for you,
Mr. Gleason, it has changed.

Mr. Martin.

Mr. MARTIN. Sir, actually the reason I came here to testify is the
VA has handed me everything I've demanded on a silver platter.
But it’s taken Congressman Upton, Senator Riegle, national press,
the Phil Donahue Show, these kinds of thing I have been on to get
everything that I could get.

I have been afforded the chances to be seen at Georgetown Uni-
versity, George Washington Ambulatory Care. They paid for me to
go to civilian doctors. They will not wrinkle me at all. But, unfortu-
nately, people like these veterans or the veterans that are behind
me, they are not given that; and this is what is wrong.

Mr. SHAYS. I hear why you are here.

Mr. Wheeler.

Mr. WHEELER. Could you redirect the question again?

Mr. SHAYS. The question basically is that—the sense that this
committee is getting, that I am getting, is that your initial contact
with DOD and the Department of Veterans Affairs was that this
was something more in your mind than in your body?

l\ilir. WHEELER. Yes, sir. They just were not doing studies. Just no
studies.

Mr. SHAYS. Mr. Hollingsworth.

Mr. HOLLINGSWORTH. Mr. Chairman they did not inform me di-
rectly that I have stress-related illnesses. However, it sure was in-
sinuated.

Mr. SHAYS. I need to be clear as well in terms of the Department
of Defense versus the Department of Veterans Affairs. Is your con-
tact—I want each of you to tell me where you have had your most
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contact, with the Defense Department hospitals or the Department
of Veterans Affairs hospitals and doctors and so on?

Mr. GLEASON. The VA, sir.

Mr. MARTIN. The VA.

Mr. WHEELER. Both, sir.

Mr. HOLLINGSWORTH. Both, sir.

Mr. SHAYS. Thank you.

Mr. Upton.

Mr. UproN. Thank you, Mr. Chairman, and I again appreciate
the opportunity not only to offer up a witness from my district
who’s been very involved in this, but also to sit in on the panel to
listen to all the folks who are testifying.

I guess I would like to ask Brian Martin, my witness, as I have
spent many hours with him, and my staff as well, in the course of
the last couple of years; and we have met, obviously, a number of
times, both here and back in Michigan. One of the things that
didn’t come out in your oral testimony, part of it is in your written
statement that is quite lengthy—and I appreciate the time that you
have spent on it—is sort of along the lines that Mr. Wheeler was
talking about and that is that it impacts also your family—your
wife who sits beside you this morning as well as your kids.

And what I would like you to explain before the chairman is
some of the symptoms that have impacted your family and the re-
sponse that you have had from veterans and also your work in es-
sence trying to set up some type of informal adjunct registry or
contact—network maybe would be a better word to describe it—of
the folks around the country that have also experienced the same
type of things that you and Mr. Wheeler had experienced and the
advance back from the VA.

Mr. MARTIN. That’s a lot.

Basically, right after—right after I came home, my wife became
pregnant—this is after I came home from the Gulf war—and imme-
diately she started having health problems. She was bedridden
through the whole pregnancy. I mean, just everything was wrong.

And then, when our child was born, there was complications. He
almost died at birth. He still suffers from respiratory illnesses and
rashes that he has.

She has lumps in her breast. She has the female infections that
all females that are married to Persian Gulf veterans are getting.
So many problems, and they parallel what is going on with me.

Actually, what I said, through your help and through Senator
Riegle’s and national press, she was also awarded 1 year’s free
medical care at Walter Reed through the Secretary of Army; and
that was as big a joke as what I have dealt with with the VA, very
disappointing. When a veteran has nowhere else to turn, and they
think that the VA and the Department of Defense—the only people
that you think you can trust, when they turn their back on you and
they lie to you and they make you think that you are stupid or
crazy or nothing is wrong with you, this is terrible.

What T've actually done in the past 5 years is just basically
talked to any veteran that will call me or I will call him and I have
asked questions. I have questionnaires myself.

And one thing that I've done, I haven’t even shown you yet, I just
finished it, is I have a med-analysis of all the surveys that’s been
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done on Persian Gulf syndrome from the CCEP to the National
Gulf War Resource Center here in Washington. What I've done is
I've combined all those surveys by comparable questions and the
figures and put it together, and it’s unbelievable how the CCEP
and the Department of Defense and the VA and all of that is so
much different than what is really happening in the world.

You know, it’s hard for me to continue on what to say, because—
I mean, I was a paratrooper for the United States. I had 7 years
karate. I joined the military at 26. I was in top physical condition.
Six months later, my whole body just fell apart. I am still falling
apart. Now they think I have lupus and early symptom stages of
Alzheimer’s, and I am only 33 years old.

My conditions are not going to get better. They only seem to be
getting worse. My wife is getting worse. My son is the only one who
seems to be getting better out of the three of us, and my 5-year-
old daughter is the only healthy one that lives in our family.

And when we are hearing that this is stress related or—I mean,
I have been told that it’s stress. I have been told that the reason
I am sick is because I opened up a can of worms that I didn’t want
to in the VA.

This is totally ludicrous and crazy, and I don’t know where else
to turn from here than to do something like this and say this has
got to change. Congress or somebody has to wake up the VA and
say enough is enough. We do not believe anymore. These people are
sick, and we believe them, and we are going to help them.

Mr. UproN. Do you feel that the VA has taken, made an ade-
quate effort to contact family members of those with the syndrome
such as Mr. Wheeler described?

Mr. MARTIN. No, sir, not at all. Like I said in my testimony about
the—there is a Veterans Improvement Act that the VA has. As a
matter of fact, it is right—the National Health Survey of Persian
Gulf Veterans and Family Members. The law states actually that—
I had it quoted—anyway, the law basically states that if you are
on the registry, and you think that you have an ill family member,
you can contact the VA. They will test your family member, not
treat; it says that very clearly. They will bring your family member
out to the VA, they will test them, not treat them, and put that
information in the registry along with your information.

What it does not state is that they are randomly picking those
names. They picked like 30,000 names. They put names in a com-
puter and the computer spits out the names, and that is what I
don’t understand. Dr. Frances Murphy, Dr. Susan Mathers and ev-
erybody else that we have talked to in the VA knows that my wife
is sick, wives like Kelly Albuck. There are so many wives across
this country that the VA knows are sick and yet they do nothing
about that. They say, we don’t even consider them for candidates
because this computer spits out names on a random basis.

But out of all the veterans that we know, I do not know one per-
son or one wife that has been picked to be put on that survey. I
do not know one wife that the VA has tested. The only reason my
wife received testing was because the Secretary of the Army did it
because of Senator Riegle’s pressure because of the press pressure
and because I bugged the hell out of General Blanck.
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Mr. UPTON. I appreciate you coming to Washington. I appreciate
very much the outlook of this subcommittee, and I would hope that
in the weeks and months ahead we can get the VA to address those
legitimate questions that you raised. Thank you, Mr. Chairman.

Mr. SHAYS. Mr. Gleason, I am going to talk a little about your
survey, but I want to have all witnesses respond to this question.
Were you well before you went to the Persian Gulf, and did you
come back not well or eventually not well? Mr. Gleason.

Mr. GLEASON. 1 was well when I went over there and when I
came back I have got some sicknesses that need to be taken care
of.

Mr. SHAYS. Do you feel that these are sicknesses that will ulti-
mately be healed, or do you feel that you are going to be carrying
these sicknesses around for a while? What is your own attitude
about it?

Mr. GLEASON. Hopefully, my attitude is that they find some solu-
tion within the next couple of years and that can be taken care of.
My concern is my men that were 20, 21 years old that went over
there. They are 25, 26, 27 years old now——

Mr. SHAYS. I just want to know your situation. Mr. Martin, you
basically testified that you were well when you went in and not
well when you came back.

Mr. MARTIN. Yes, sir.

Mr. SHAvYS. And that it has affected your family as well. Mr.
Wheeler.

Mr. WHEELER. I was in very good condition before I left, running,
lifting weights since high school, very good condition. When I came
back I had some skin problems and mild aching and pains, but fig-
ured it was from trying to get back in shape again from sitting over
there.

Mr. HOLLINGSWORTH. I was in excellent condition before I was
deployed and when I returned my health deteriorated rapidly.

Mr. SHAYS. There are three or four basic theories or more that
are going to probably come along, but one is long-term exposure to
the burning oil wells.

Mr. Gleason, were you exposed to the burning oil wells?

Mr. GLEASON. Yes, and the whole unit was and extended because
we stayed in the blackened forest while everybody was pulling back
and out of our battalion. We stayed there an extra 2% months.

Mr. MARTIN. No, sir, I was not exposed to it.

Mr. WHEELER. Yes, sir.

Mr. HOLLINGSWORTH. Yes, sir.

Mr. SHAYS. The second one is exposure to chemical or biological
weapons.

Mr. Gleason, your sense?

Mr. GLEASON. My sense on that is what Senator Riegle said, that
they got proof that they blew up the plants and the ammo dumps
and went into a plume and then dropped radiation and stuff on us.

Mr. MARTIN. Yes, sir. I know for a fact I was exposed to minute
amounts of chemicals.

Mr. WHEELER. Yes, sir, low levels of nerve agent at the first
breach site for Task Force Ripper, again MOP level 4 for over 20
to 30 minutes at the El Jabor Airfield, that was sulphuric mustard,
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and full readings for over 3 minutes at the southwest side of the
international airport.

Mr. HOLLINGSWORTH. I can’t definitively say, yes, but there is no
doubt in my mind I was exposed.

Mr. SHAYS. Were any of the four of you in a situation where you
had to use masks, where you were told you needed to use masks?

Mr. GLEASON. Yes.

Mr. SHAYS. I want each of you to answer.

Mr. Gleason.

Mr. GLEASON. Yes, there was. Going through Red Lane 1 there
were chemical mines that we went to MOP 4 then. We were MOP
3 (g)oing in with the tanks. And then with that alert we went to
MOP 4.

Mr. SHAYS. One of the disadvantages of coming before a Member
who is not on the Armed Services Committee is that you might
have to define terms.

Mr. GLEASON. MOP 3 is all chemical suiting but the gas mask.
MOP 4 is the gas mask, and that is the highest stage.

Mr. SHAYS. So you went to the highest stage, you had the
clothes, but you had to put on the mask?

Mr. GLEASON. Yes. It later came out in the Reigle report that
Ripper Lane and Red Lane 1 was chemical attack.

Mr. MARTIN. Yes, sir. I would have to be in MOP 4, 4 to 5 times
a day for 40 days. Our alarms would go off that many times.

Mr. SHAYS. And you would put on the mask.

Mr. MARTIN. The mask, the uniform, the boots and the gloves.

Mr. SHAYS. So if the mask were not working that would raise
some real doubts in your mind?

Mr. MARTIN. Actually, I took an Iraqi gas mask because I didn’t
have confidence in my mask, but I knew theirs would work.

Mr. SHAYS. In a private conversation, I would like to talk to you
more about that, Mr. Wheeler?

Mr. WHEELER. Yes, sir. Five different occasions we went to MOP
level 3 and 4. I would like to emphasize that level 3 is with the
gas mask without gloves. MOP level 4 is with gloves and hood.

Mr. HOLLINGSWORTH. Sir, because I was in the artillery, which
is a high priority target, we were in MOP level 3 during the dura-
tion.

Mr. SHAYS. So you were wearing the uniform—-—

Mr. HOLLINGSWORTH. With the exception of the mask, yes, sir.
We did go to MOP level 4 with the mask as well.

Mr. SHAYS. The last question on this issue is how many of you
were potentially exposed to depleted uranium? That would be dif-
ficult to determine.

Mr. GLEASON. With the tankers, that is not too hard to ask. We
had 30 rounds of those black tips they call them, which was ura-
nium rounds, and we carried them from January to April. We shot
a few tanks up. We went into those tanks. At one point it was even
told that we could take a tank back to Syracuse, believe it or not
as a war trophy. I went into dozens of tanks trying to get parts in
these tanks to make a war trophy.

Mr. SHAYS. Enemy tanks?

Mr. GLEASON. Enemy tanks that we shot up.
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Mr. MARTIN. No, sir. I have no idea if I was exposed to depleted
uranium.

Mr. WHEELER. I have no idea, but I did check tanks and a
ZSU23-4 after it had been hit with artillery.

Mr. HOLLINGSWORTH. Like Mr. Wheeler, I have no idea. How-
ever, I did investigate several tanks.

Mr. SHAYS. When you say you did, you went inside them?

Mr. HOLLINGSWORTH. Yes, sir.

Mr. SHAYS. I would imagine if I have a serious illness and no-
body seems to be finding the reason why and the solutions for how
you could be cured that you begin to do your own research. Is that
accurate on the part of all of you?

Mr. WHEELER. Yes, sir.

Mr. SHAYS. Mr. Gleason, what was the most surprising thing
about your survey of 75 to 76 members?

Mr. GLEASON. That there were only nine that didn’t have symp-
toms. We went by the symptoms that the VA told us; that if you
had 5 or more of these 25 symptoms and had it for 6 months or
longer, you were declared as a Desert Storm Syndrome.

Mr. SHAYS. So when you had symptoms, you made it fairly clear
to them what you wanted. If 20 percent responded a particular
way, say, for fatigue, they would have had to say that this hap-
pened not once or twice; that there was a duration before you ac-
cepted that as truth?

Mr. GLEASON. Right; 6 months.

Mr. SHAYS. You wanted some history, whether shortness of
breath, constipation, diarrhea, blurred vision, tremors, you wanted
to s;ee 6 months of that before they could answer in the affirma-
tive?

Mr. GLEASON. Yes, sir.

Mr. SHAYS. We have other panels and you have kicked off this
hearing. There is lots more we could ask. Is there any question you
wish I had asked you?

Mr. MARTIN. Sir, I would like to say that when my wife was in
Walter Reed only two people there knew that she was not in the
war. That was General Blanck and one of his aides. When she left
after the month of June; she was there the whole month of June,
when she was discharged she was diagnosed with somatization dis-
order, which is a very common diagnose that the VA and the DOD
gives veterans.

She also had diagnosis of PTSD. My wife was not in the war, was
never in the service. This is how ridiculous this program is. They
thought she was there. They give her the diagnosis. That tells you
how deep their medical evaluations went.

Mr. SHAYS. You do trigger two more questions. I would like to
know whether you have had trouble having your records trans-
ferred from DOD to the VA? Have any of you had a problem? If
you do not answer in the affirmative, then I will assume that none
of you have had a problem.

Mr. GLEASON. We had got problems with reservists. When we got
back, like Jeff Rawls became sick right away. To this day, nobody
knows where his health records are. When we continue to ask
where these records are, they don’t know where they are at. They
have been destroyed, a lot of excuses that are not acceptable.
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Mr. SHAYS. Mr. Martin, everything else started to go well for you
in terms of response. Did you have problems

Mr. MARTIN. Sir, the DOD still says I was never in the Army.
There is no 201 file on me. There are certified copies that keep ap-
pearing in Dr. Murphy’s office, but nobody seems to know where
they come from. To this day, though, the Army says [ was never
in the Army.

Mr. SHAYS. You are under oath and it sounds great, but could
you be a little more specific?

Mr. MARTIN. I have no 201 file in St. Louis on me.

Mr. SHAYS. That is quite significant Mr. Wheeler.

Mr. WHEELER. | gave a personal copy to the Veterans Affairs Of-
fice of my medical record.

Mr. SHAYS. So you had your entire record that you gave them in-
stead of DOD——

Mr. WHEELER. I do not know if they gave it to them or not be-
caus(e1 I had a photocopy of everything I had before I left my com-
mand.

Mr. HOLLINGSWORTH. Because I left active duty and shortly
’cheregfter joined the Reserves, there were no problems locating my
records.

Mr. SHAYS. Basically, you could register with DOD or the VA. I
want to know if anyone from the Department of Veterans Affairs
said you served in the Persian Gulf; we want to know your condi-
tion, without you proactively making that effort.

Mr. GLEASON. It never has happened to any of my 76 Marines.

Mr. SHAYS. My simple mind just wants to know why we haven’t
done an all-out effort to contact every veteran and to have them
have a physical. Have you had responses as to why that hasnt
happened?

Mr. GLEASON. No, sir. That is why I took it upon myself in the
last 2%2 years and a lot of money to do this for my 76 Marines that
were under my command. I can tell you one thing; that my battal-
ion commander and my battalion XO have not helped on this, and
they are still in the Active Reserves.

Mr. SHAYS. Do you think that is probably the reason?

Mr. GLEASON. I know it is the reason. They have a mission to
do, they are there to do it, and they are not going to fool around
with sick Marines that are out.

Mr. SHAYS. They don’t want to fool around with sick Marines, or
is it a concern that they are in a vulnerable situation in still being
under the DOD?

Mr. GLEASON. I think that would be the reason.

Mr. SHAYS. Mr. Martin, you got to them so quickly they weren’t
going to seek you out?

Mr. MARTIN. Yes, sir. That was pretty much it.

Mr. WHEELER. I started the beginning of last year with the VA.
It hasubeen real slow with me and I have done a lot on my own
as well.

Mr. HOLLINGSWORTH. Essentially I have initiated all the action
on my own.

Mr. SHAYS. It seems to me that when both DOD and VA develop
a registry that they will need more information than just knowing
who is in the service and who is not.
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I hope they determine you are in the service some time.

Mr. MARTIN. Sir, can I make one more comment?

Mr. SHAYS. Sure.

Mr. MARTIN. There was a case in Texas, Philip Widell, a Persian
Gulf veteran, he got out of active duty, his discharge was com-
pletely messed up. It was unclear exactly how or what status of
discharge he had. He went to the Big Springs VA in Texas. They
refused him treatment. I got called on this.

I called Dr. Murphy, she called Big Springs and said admit him.
I will personally walk to central transitions and make the transi-
tion from DOD registry to VA registry for him.

Two weeks later 1 got another phone call. He was put in a psych
ward, not tested for any of his complaints. He had a thyroid that
was filling with fluid. I brought this to Dr. Murphy’s attention
again. She called down there. Within 3%z hours he was on the reg-
istry, had more appointments, had his thyroid drained and was
weaned off the DOD medicine and started a new regime of medi-
cine.

This is what I was saying that it takes. Not every veteran can
call Dr. Murphy and say this is what I know is going on. And I
don’t understand why it has to take that. Why do I have to call Dr.
Murphy and say this veteran needs a transition from DOD to the
VA registry? It should not exist that way.

Mr. SHAYS. I never went to Vietnam, I was in the Peace Corps
instead of Vietnam. I always said that if I ever voted to send men
and women into combat, what I would have to know is if it was
in our national interest. I would have to know what our mission
was, how we achieve our mission and most importantly, that we
would use all the force available to achieve as quick and as positive
a result as possible.

We wouldn’t hold back any power. This vote was made very real
to me because I was voting on it in general, but real faces. A young
man in my district who was a reservist, he wanted to go. His mom
and dad didn’t want him to go and pleaded with me that he not
go. So there was a debate between a parent and a son on this issue.

What we all as Americans did, though, is we rejoiced that so few
lost their lives and so many of you came back unharmed, we felt.
This young man went to see a doctor on his own and the doctor
asked him how many years he had smoked, and he said, I have
never smoked. He said, you have the condition of someone who has
smoked for 10 years. This is just someone—that was someone who
I put a real face to when I voted to send him to the Persian Gulf.

There are a lot of Members of this Congress who are going to
make sure we get to the bottom of this. I thank all of you.

Mr. GLEASON. If I may, you mentioned is there something you
haven’t brought up. There is a couple of things, nerve pills being
one, the other thing, massive inoculations in a short period of time.
I would like to take the nerve pills first.

The nerve pills that I was supposed to give my platoon sergeants
to give out actually got my people sick, so sick that over half of
them took the one pill the first day and never took them again.
They bled through the mouth, the nose, they had diarrhea, they
had dizziness, high fevers and light-headedness and going into the
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war figured it would be easier to fight a war without those condi-
tions than to take those pills. I think that needs to be looked at.

Another thing is the massive inoculations, one that was not
okayed by the Food and Drug Administration, it was masked from
what I heard under another name, we were supposed to at that
time be told about this and a signed document that we were sup-
posed to sign. That was never done. I am just wondering why.

Mr. SHAYS. I am happy you raised this. I said there were four
areas that I wanted to ask. I asked about the oil wells and chemi-
cal and biological weapons and then jumped to uranium. I wanted
to ask what I think is the one that has been viewed as a significant
potential factor, vaccines and the antinerve drug. So you have an-
swered it.

Mr. Martin, were you required to take all the vaccines in a very
short period of time?

Mr. MARTIN. Yes, sir, and the pills also.

Mr. SHAYS. Mr. Wheeler.

Mr. WHEELER. Yes, sir.

Mr. HOLLINGSWORTH. Sir, I received standard predeployment
shots as well as prigdistigmine bromine tablets.

Mr. SHAYS. Were they all done at once?

Mr. HOLLINGSWORTH. Predeployment shots consist of normal
things. I did not get the anthrax or the botulism.

Mr. MARTIN. Sir, they set up tables in the gym at Ft. Bragg.
They would file us through the middle of the tables and shot us
as we were walking through in each arm, and then they would take
you behind a curtain and that is where you would get them in your
buttocks or your hip.

Mr. SHAyS. This committee has investigated the harmless drugs
that when combined can result in not being harmless at all. Two
harmless chemicals can make a very harmful drug. That reaction
is something that I know the Department is looking at. The three
of you have testified that you had the works and you had some; is
that correct?

Thank you all very much. We appreciate your taking the time to
be here.

Mr. SHAYS. I am going to ask our next panel to come up and be
sworn in. That is Dr. John Bailar, chairman, Committee to Review
the Health Consequences of Service During the Persian Gulf War,
Institute of Medicine, accompanied by David Rall, foreign sec-
retary. Next is Dr. Robyn Nishimi, executive director, President’s
Advisory Committee on Personal Gulf Illness; and Charles
Sheehan-Miles, executive director, National Persian War Resource
Center.

[Witnesses sworn.]

Mr. SHAYS. For the record, all five witnesses have responded in
the affirmative and it is wonderful to have you here. It is wonder-
gul having you all here and I thank you for taking the time to be

ere,
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STATEMENTS OF JOHN BAILAR, M.D., CHAIRMAN, COMMITTEE
TO REVIEW THE HEALTH CONSEQUENCES OF SERVICE DUR-
ING THE PERSIAN GULF WAR, INSTITUTE OF MEDICINE, AC-
COMPANIED BY DAVID RALL, M.D., FOREIGN SECRETARY;
ROBYN Y. NISHIMI, EXECUTIVE DIRECTOR, PRESIDENT’S AD-
VISORY COMMITTEE ON PERSIAN GULF VETERANS’ ILL-
NESSES, ACCOMPANIED BY MAJ. THOMAS P. CROSS; AND
CHARLES SHEEHAN-MILES, EXECUTIVE DIRECTOR, NA-
TIONAL PERSIAN GULF WAR RESOURCE CENTER

Dr. BAILAR. I appreciate the chance to tell you some of the things
that we have been looking at. .

I am here today as chair of the Committee to Review the Health
Consequences of Service During the Persian Gulf War, of the Insti-
tute of Medicine. The committee has 18 members, all eminent in
their fields, with special strengths in a wide variety of disciplines
needed to understand and resolve the issues before us. However, 1
am testifying here in my private capacity and my testimony has
not been reviewed or approved by other committee members.

I have supplied a written statement and I will be giving some
sections of that because the rest will be on the record. Another
member of our committee, Dr. David Rall, is here with me in his
dual role as a committee member and as foreign secretary for the
Institute of Medicine.

I am also very pleased to acknowledge the great help in prepara-
tion of my testimony that was provided by Dr. Diane Mundt, who
is the staff officer for the committee.

The committee was appointed in December 1993 in response to
actions taken by the Department of Veterans Affairs and the DOD
under Public Law 102-585. That law specified that the charge to
the committee should be to assess the effectiveness of actions taken
by the Secretary of Veterans Affairs and the Secretary of Defense
in certain actions related to the Gulf war.

Specifically, we are to comment on three things: actions to collect
and maintain information that is potentially useful for assessing
the health consequences of military service in the Persian Gulf the-
ater, means to improve the collection and maintenance of such in-
formation, and whether there is sound scientific basis for an epi-
demiologic study or studies of the health consequences of such serv-
ice.

The charge to the committee was broadened and clarified in cor-
respondence from Sen. Jay Rockefeller and Rep. Sonny Montgom-
ery in 1994. Our final report is due in September of this year.

Shortly after the committee began its deliberations it became
clear that events were moving rapidly and that some of our find-
ings and recommendations should not be delayed until our final re-
port. We therefore issued a first report in January 1995. My writ-
ten and oral testimony here are focused on this first report and on
certain actions of VA and DOD since that time.

While the committee has continued to work vigorously on mat-
ters within its charge, we have not yet developed our second set of
findings and recommendations and no statement from the commit-
tee later than the report of 1995 has been endorsed.

Our first report included 14 findings and 27 distinct rec-
ommendations. Most of the recommendations were directed to the
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Department of Veterans Affairs, the Department of Defense, or
both. The report was well received by those agencies. I am pleased
to tell you that most of our recommendations have been adopted
and that these two agencies had even identified some of the needs
themselves and taken action before they knew what our rec-
ommendations would be.

The charge to our committee did not include followup of these or
other matters. However, in my personal view, the response to a few
recommendations has not been sufficient. There are other areas,
too, where our concerns seemed appropriate at the time we were
completing this report 18 months ago, but where the rapid progress
of understanding has shifted the focus of interest. I will summarize
my present view of responses to most of our recommendations.

Four of our recommendations refer to the VA Persian Gulf war
health registry. We were concerned that the registry not become
diffuse, but maintain its focus; that it not be promoted or described
as a research tool; that the VA encourage all concerned and eligible
veterans to be registered; that a standardized protocol be used; and
that the timeliness of the data be improved. Responses to our rec-
ommendations about these matters have been favorable.

While all Persian Gulf Veterans are eligible, many have not yet
volunteered to be registered, and I believe that publicity from the
VA could be expanded and improved with a view toward reducing
the number who have not been registered.

We recommended that the Secretaries of DOD and VA develop
a consolidated health record for each present active duty and
former service member, and that all health data entries be re-
corded in this single record. Because there are differences among
the services and the VA could not readily accommodate three
record systems of its own, this recommendation also implies that
the services and the VA together adopt a single medical record sys-
tem. I understand that the services are making progress among
themselves in relation to their development of a single computer
record format.

This is one of our critically important recommendations, but as
far as I know neither the VA nor DOD has taken any step that
might lead to a consolidated DOD-VA health record. I continue to
believe that such a record would be of great value to the men and
women of this country who enter military service and then become
eligible for care from the VA. It would be valuable to each of these
agencies and indeed to the public at large by improving the con-
tinuity of medical care, avoiding duplication of medical interven-
tions, and improving our understanding and management of health
conditions that may affect military people and veterans, many of
which also affect the general population.

I might say in passing that the DOD and VA records would be
ar invaluable resource for investigating problems of very broad
c.- rn to the whole population; not solely to service persons and
veterans.

Three of our recommendations dealt with the Persian Gulf Veter-
ans Coordinating Board, which is chaired by the Secretaries of VA,
DOD and HHS. We recommended that this board actively coordi-
nate research studies, that it have additional staff to deal with
emerging data, that it make periodic reports, and that each new
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initiative be evaluated in the context of what it might contribute
to overall understanding.

Our committee is in close touch with the Research Working
Group of the coordinating board, and as a result our committee will
have more complete and current views on what those agencies are
doing in support of Gulf war veterans.

Our committee recommended that the VA undertake a long-term
mortality study to permit the study of deaths from chronic dis-
eases, and I understand that the VA does plan periodic updates of
the mortality studies that have already been started. I believe
those should continue throughout the life span of all those veter-
ans. That is a long time into the future.

Our committee made four specific recommendations regarding
the study of pregnancies during and after service in the Gulf Thea-
ter and the outcomes of those pregnancies. The DOD has been
largely responsive to these recommendations and has made efforts
to design research studies to address a range of concerns. The VA
also has been responsive and is including relevant items in both its
registry examinations and its national health survey.

Overall, the VA, DOD and other agencies have largely acted in
accord with our recommendations. Recall that these were issued in
January, a little over a year ago. And I am personally pleased with
the progress that has been made to date. I have commented on
some failures to follow our recommendations, but I remain hopeful
that these recommendations will not be lost. It is possible, of
course, that our committee was misinformed about or misunder-
stood some matters, in which case a rebuttal would be welcome.
But I am not aware of any rebuttal of the recommendations not yet
followed.

Our committee may decide to review responses to our first report
for inclusion in our second and final report due in September of
this year. We will, of course, review the transcript of this and other
scheduled hearings of this subcommittee as one important source
that may show additional favorable responses.

I am grateful for this opportunity to tell you some of my views
about the first set of recommendations of our committee and about
the responses of VA and DOD as I understand them to those rec-
ommendations. I would be glad to answer questions.

[The prepared statement of Dr. Bailar follows:]

PREPARED STATEMENT OF JOHN BAILAR, M.D., CHAIRMAN, COMMITTEE TO REVIEW
THE HEALTH CONSEQUENCES OF SERVICE DURING THE PERSIAN GULF WAR, INSTI-
TUTE OF MEDICINE

My name is John Bailar. I am a physician (M.D., Yale, 1955) and a statistician
(Ph.D., The American University, 1973). I retired from the Commissioned Corps of
the U.S. Public Health Service after some 22 years at the National Cancer Institute
(NIH) and two years as Director of the VA’s national research program (1970-72).
Since then I have spent ten years on the faculty of Harvard University (as Visiting
Professor and Lecturer in Biostatistics) and seven years in the Department of Epide-
miology and Biostatistics at McGill University (where I was Chair for the last 2%z
years). On 1 November 1995 I moved to the University of Chicago, where I am
Chair of the Department of Health Studies. I am a member of the Institute of Medi-
cine, and during 1990-1995 I was a Fellow of the MacArthur Foundation. I have
served on more than 15 committees at the National Academy of Sciences and its
related organizations, sometimes as Chair, and I have published about 250 scientific
articles of various types. My work is focused mainly on epidemiology and biostatis-
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tics, with special interests in identifying and understanding chemical and other haz-
ards to human health.

I am here today as Chair of the Committee to Review the Health Consequences
of Service During the Persian Gulf War, Institute of Medicine. The Committee has
18 members, all eminent in their fields, with special strength in a wide variety of
disciplines needed to understand and resolve the issues before us. However, I am
bestig'in here in my private capacity, and my testimony has not been reviewed or
approved by other Committee members. Another member of our Committee, Dr.
David Rall, is here with me in his dual role as committee member and as Forei,
Secre of the Institute of Medicine. I am also very pleased to acknowledge the
great help in preparation of my testimony that was provided by Dr. Diane Mundt,
who is the S cer for the Committee.

The Committee was appointed in December 1993 in response to actions taken by
the De{aartment of Veterans Affairs (VA) and Deﬁartment of Defense (DoD) under
Public Law 102-585. That act specified that the charge to the Committee should be
to assess the effectiveness of actions taken by the Secretary of Veterans Affairs and
the Secretary of Defense in certain actions related to the Gulf War. Specifically, we
are to comment on actions to collect and maintain information that is potentiall
useful for assessing the health consequences of military service in the Persian Gulf
theater, make recommendations on means to improve the collection and mainte-
nance of such information, and make recommendations on whether there is sound
scientific basis for an epidemiological study or studies of the health consequences
of such service. The charge to the Committee was broadened and clarified in cor-
respondence from Senator Jay Rockefeller and Representative Sonny Montgomery
in early 1994. Our final report is due in September, 1996.

Shortly after the Committee began its cfeliberations, it became clear that events
were moving rapidly, and that some of our findings and recommendations should
not be delayed unh{ our final report. We therefore issued a first report, titled, “Ini-
tial Findings and Recommendations for Immediate Action,” in January, 1995. My
written and oral testimony here are focused on this first report, and on certain ac-
tions of VA and DoD since that time. While the Committee has continued to work
vigorously on matters within its charge, we have not yet developed our second set
of findings and recommendations, and no statement later than the report of early
1995 has been endorsed by the Committee.

Our first regort included 14 findings and 27 distinct recommendations. Most of
the recommendations were directed to the Department of Veterans Affairs, the De-
partment of Defense, or both. The report was well-received by those agencies. I am
pleased to tell you that most of our recommendations have been adopted, and that
these two agencies had even identified some of the needs themselves and taken ac-
tion before they knew what our recommendations would be. The charge to our com-
mittee did not include follow-up of these or other matters. However, in my personal
view, the response to a few recommendations has not been sufficient. There are
other areas, too, where our concerns seemed appropriate at the time we were com-
ﬁleting this report, 18 months ago, but where the rapid progress of understanding

as shifted the focus of interest. I will summarize my present view of responses to
most of our recommendations.

Four of our recommendations referred to the VA Persian Gulf Health Registry.
We were concerned that the Registry not become diffuse, but maintain its focus;
that it not be promoted or described as a research tool; that the VA encourage all
concerned and eligible Veterans to be registered; that a standardized protocol be
used; and that the timeliness of the data be improved. Responses to our rec-
ommendations about these matters have been favorable. While all Persian Gulf vet-
erans are eligible, many have not yet volunteered to be registered, and I believe that
publicity from the VA could be expanded and improved with a view toward reducing
this number.

The Department of Defense Registry of Troop Locations, then under active devel-
opment, seemed to us to be an important tooF in understanding where the troops
had been located in the Gulf Theater, and hence in understanding what environ-
mental exposures they might have undergone. I understand that this Registry of
Troop Locations has progressed quite nicely, and that it should be completed by the
end of April.

We recommended that the Secretaries of DoD and VA develop a consolidated
health record for each present active duty and former service member, and that all
health data entries be recorded in this single record. Because there are differences
among the services, and the VA could not readily accommodate three record systems
of its own, this recommendation also implies that the services adopt a single record
system. I understand that the services are making progress on this, in relation to
their development of a single computer record format. This is one of our critically
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important recommendations, but as far as I know, neither the VA or DoD has taken
any step that might lead to a consolidated DoD—VA health record. I continue to be-
lieve that such a record would be of great value to the men and women of this coun-
try who enter military service and then become eligible for care from the VA, to
each of these agencies, and to the public at large, by improving the continuity of
medical care, avoiding duplication olf) medical interventions, and improving our un-
derstanding and management of health conditions that may affect military people
and veterans (many of which also affect the general population).

hree of our recommendations dealt with the Persian Gulf Veterans Coordinatin;
Board, which is chaired by the Secretaries of VA, DoD, and HHS. We recommende
that this Board actively coordinate research studies, that it have additional staff to
deal with emerging data, that it make periodic reports, and that each new initiative
be evaluated in the context of what it might contribute to overall understanding.
Our committee is in close touch with the Research Working Group of the Coordinat-
ing Board, and as a result we will have a more complete and current view of what
those agencies are doing in support of Gulf War veterans.

Many of our recommendations dealt with specific research needs. We asked that
the VA and DoD determine the specific research questions that need to be an-
swered, and that epidemiologic studies of the health consequences of service during
the Persian Gulf War be dmls'ned with appropriate input from experts in epidemio-
logic research methods and data analysis, along with the input of exgerts in the
subject matter areas to be investi%a:taed. The Coordinating Board has begun to re-
spond to this recommendation as shown in their report titled: “A Working Plan for
Research on Persian Gulf Veterans’ Illnesses.”

Our Committee made a major recommendation that the two Departments collabo-
rate to conduct a population-based survey of persons who served in the Persian
Gulf, including comparisons with service personnel who served elsewhere. We rec-
ommended that the study be designed to allow for adequate comparisons of health
patterns by sex, service branch, and rank, with oversampling among certain froups
of 1persons to allow for more detailed analyses. The VA has undertaken a study that
will answer many of the critical questions, but this study may not be large enough
to study other important matters, and the scope of the data will be limited because
the survey is being conducted by mail rather than by personal interview and exam-
ination. The DoD has provided the VA with the names of veterans who served in
the Persian Gulf and eEsewhere (to provide control observations), and has had some
input to the research questions.

e made two recommendations regarding research study of smoke and unburned
contaminants from the oil well fires and other sources, including diesel heaters in
tents. While smoke and related contaminants are not as high on the list of concerns
as they were just after the war, I believe that the DoD has responded in full and
that the appropriate research studies are either underway or completed. We have
been promised copies of the final reports.

Our Committee recommended that the VA undertake a long-term mortality study
to permit the study of deaths from chronic diseases, and I understand that the VA
does plan periodic updates of the mortality studies that have already been started.

Our Committee made four specific recommendations regarding the study of preg-
nancies durin%and after service in the Gulf theater, and the outcomes of those preg-
nancies. The DoD has been largely responsive to these recommendations, and has
made efforts to design research studies to address a range of concerns. The VA has
also been responsive, and is including relevant items both in its registry examina-
tions and its national health survey.

Our Committee recommended studies to resolve uncertainties about the effects of
vaccines and the chemicals PB, DEET, and Permethrin because of concerns that
they might have chronic effects on the neurological system and other organs. I un-
derstand that the DoD has been responsive, that effects are being made to find and
collect the lists of persons who received the botulinum vaccine, and that other rel-
evant research is in progress.

Finally, the Committee made five recommendations regarding research on
leishmanial infections. Research in this area has continued, but present information
sug%;ests that it is unlikely that leishmaniasis has been a major problem, and inter-
est has waned somewhat. Thus, I am personally satisfied that the current level of
research activity is appropriate, based on present understanding. If new findings
emerge, it may be that a cﬁange in activity will be warranted.

Overall, the VA, DoD, and other agencies have largely acted in accord with our
recommendations, and I am personaify pleased with the progress that has been
made to date. I have commented on some failures to follow our recommendations,
but I remain hopeful that those recommendations will not be lost. It is possible, of
course, that our Committee was misinformed about or misunderstood some matters,
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in which case a rebuttal would be welcome, but I am not aware of any rebuttal of
the recommendations not yet followed. Our Committee may decide to review re-
sponses to our first report, for inclusion in our secord and final report, due in Sep-
tember of this year. We will, of course, review the transcript of this and other sched-
uled hearings of this subcommittee as one important source that may show addi-
tional favorable responses.

I am grateful for this opportunity to tell you some of my views about the first
set of recommendations of the Committee to Review the Health Consequences of
Service during the Persian Gulf War, and about the responses of VA and DoD, as
I understand them, to those recommendations. I would be glad to answer questions.

Mr. SHAYS. Thank you. I appreciate your comments about paying
attention to what this committee is doing. Thank you.

Dr. Nishimi, welcom:e, and it is nice to have your testimony.

Ms. NisHiMI. Good afternoon, Mr. Chairman. I am Robyn
Nishimi, executive director of the Presidential Advisory Committee
on Gulf War Veterans’ Illnesses. With me is Maj. Thomas P. Cross,
a distinguished and decorated Gulf war veteran, a member of the
U.S. Marine Corps Reserve, a member of our advisory committee
and a resident of Connecticut. He will review the major findings
and recommendations from the advisory committee’s interim report
and then both of us will be available to answer any questions you
may have.

Mr. SHAYS. Mr. Cross, you were sworn in. It is nice to have you
here. I am sorry I didn’t welcome you when you came.

Major CrROSS. Good afternoon, Chairman Shays. On behalf of Dr.
Joyce Lashof, chair of the advisory committee and my fellow com-
mittee members, it is a pleasure to testify before your subcommit-
tee on our interim report, which we delivered to President Clinton
last month. ‘

My oral testimony will briefly review the history of our work to
date and then highlight a few of the report’s recommendations. The
written testimony fu%ly details for the record all of our findings and
recommendatiens through February 15, 1996.

President Clinton established the Presidential Advisory Commit-
tee on Gulf War Veterans’ Illnesses on May 26, 1995. His charge
to us enables the Nation, for the first time ever, to give the critical
issue of Gulf war veterans’ illnesses the kind of comprehensive and
independent review it deserves.

Our charter requires us to review Government activities relatin
to Gulf war veterans’ illnesses, including research, coordinating ef-
forts, medical treatment, outreach, reviews by other governmental
and nongovernmental bodies, risk factors, and chemical and bio-
logical weapons.

Our interim report addresses these issues in part in four chap-
ters, outreach, medical and clinical issues, research and chemical
and biological weapons. For each of these areas we present the
findings of our investigations to date. We also make recommenda-
tions we believe can improve the Government’s initiatives for Gulf
war veterans.

I would like to highlight three of the recommendations that in-
clude the Department of Veterans Affairs, since you will hear from
them at later hearings.

First, in the area of outreach, the advisory committee notes that
VA and the DOD have used a number of progressive techniques to
educate veterans and other citizens concerned about Gulf war vet-
erans’ illnesses. Neither Department, however, has adopted per-
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formance measures sophisticated enough to evaluate the success of
these programs.

Our investigation revealed some relatively simple ways for the
Departments to improve the clarity of their message and to receive
feedback from veterans on their efforts. For example, the advisory
committee recommends that the VA make its public service an-
nouncements about the toll-free helpline more explicit. The PSA’s
should include brief explanations of the purpose and referral proc-
ess for the VA’s Persian Gulf War Health Registry.

Second, in the area of medical and clinical issues, the majority
of findings and recommendations were directed to DOD or the Food
and Drug Administration. We do recommend, however, that for the
critical issue of medical recordkeeping, DOD and the VA should
adopt standardized recordkeeping to ensure continuity.

Third, in the area of research, the advisory committee found
most of the major epidemiologic studies sponsored by the DOD, VA
and the Department of Health and Human Services are well de-
signed and appropriate to determine if Guif war veterans have
mortality, symptoms, or diseases that might be attributable to
their service.

We recommend improvements to all agencies, however, in sci-
entific peer review, use of public advisory committees and research
coordination so that the Government’s funding of Gulf war veterans
health research can be optimized.

In conclusion, over the next 10 months the advisory committee
will continue to address each of the elements of its charge. The in-
terim report represents our work and recommendations to date, but
is by no means complete. Many questions that the President asked
us to investigate will be addressed in our final report, due by De-
cember 31, 1996. Four issues include certain aspects related to pos-
sible low-level exposure to CBW agents, health risk and toxicology
research, health effects including reproductive effects, and medical
treatment of and access to health care for Gulf war veterans.

Mr. Chairman, securing a healthy future for Gulf war veterans
is of paramount importance to President Clinton. As a Gulf war
veteran myself and a member of the Presidential Advisory Commit-
tee on Gulf War Veterans’ Illnesses, we promise our full dedication
and commitment to fulfilling the President’s charge.

[The prepared statements of Ms. Nishimi and Major Cross fol-
low:]

PREPARED STATEMENT OF ROBYN Y. NIsHIMI, EXECUTIVE DIRECTOR, PRESIDENT'S
ADVISORY COMMITTEE ON PERSIAN GULF VETERANS' ILLNESSES

Good morning Mr. Chairman and members of the Subcommittee. I am Robyn
Nishimi, Executive Director of the Presidential Advisory Committee on Gulf War
Veterans’ Illnesses. With me is Major Thomas P. Cross, a distinguished and deco-
rated Gulf War veteran, member of the U.S. Marine Corps Reserve, member of the
Advisory Committee, and a resident of Connecticut. During Operations Desert
Shield/Desert Storm, Major Cross was an Assistant Operations Officer for the 6th
Marine Regiment in the theater of operations, where he participated in the initial
attack across the Kuwaiti border in February 1991. He is the recipient of the Navy
Commendation Medal with Combat ‘V’, as well as the Combat Action Ribbon and
the Kuwait Liberation Medal. Major Cross will review the major findings and rec-
ommendations from the Advisory Committee’s interim report, and then we will be
available to answer any questions.
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PREPARED STATEMENT OF MaJ. THOMAS P. CROSS

Good morning Chairman Shays and members of the Subcommittee. On behalf of
Dr. Joyce Lashof, Chair of the Advisory Committee, and my fellow Advisory Com-
mittee members (attachment A), it is a pleasure to testify before your Subcommittee
on the critical issues surrounding Gulf War veterans’ illnesses.

Benjamin Franklin once said, “There never was a good war or a bad peace.” As
a major in the Marine Corps, I wholeheartedly agree with Mr. Franklin’s profound
statement. In 1991 and 1992, approximately 697,000 men and women of the U.S.
military, Reserves, and National (guard answered the call to serve in the Gulf War.
Today, however, the hard won victory has brought no peace for some service mem-
bers. Five years after Operation Desert Shield/Desert Storm, they and their families
report chronic illnesses with a variety of symptoms—including fatigue, joint pain,
headache, rash/dermatitis, and memory loss—that they link to their military serv-
ice.

Since the end of the Gulf War, the Administration and Congress have undertaken
several initiatives to address the health of U.S. troops who served in the Kuwaiti
Theater of Operations. On May 26, 1995, President Clinton took the additional step
of issuing Executive Order 12961 to establish the Presidential Advisory Committee
on Gulf %’Var Veterans’ Illnesses (attachment B) to ensure, for the first time, an
independent, open, and comprehensive examination of health concerns related to
Gulf War service. We are a 12-member panel of citizens—veterans, scientists, health
care professionals, and policy experts—who are fully committed to reviewing wheth-
er the Government’s response to Gulf War veterans is compassionate and fair.

Our Advisory Committee is the first group broadly charged to analyze and re-
view—in an unbiased, interdisciplinary, cross-agency fashion—the full array of top-
ics associated with Gulf War veterans’ ilinesses. We are concerned that some veter-
ans suffer from real, debilitating ilinesses linked to service in Southwest Asia, and
our charter (attachment C) requires us to review government activities relating to
Gulf War veterans’ illnesses, including:

s research,
coordinating efforts,
medical treatment,
outreach,
reviews by other governmental and nongovernmental bodies,
risk factors, and
¢ chemical and biological weapons.

The Advisory Committee issues its findings and recommendations to the Presi-
dent through the Secretaries of Defense, Health and Human Services, and Veterans
Affairs. Our final report will be delivered no later than December 31, 1996. Our in-
terim report was delivered on February 15, 1996.

For the interim report, the Advisory Committee adopted the strategy of inves-
tigating and analyzing those key questions raised by the charter that we believed
could be answered in the near-term. Toward this end, we received testimony from
the public and government officials and reviewed scores of reports related to Guif
War veterans’ illnesses. Our interim report revealed the Advisory Committee’s eval-
uations to date, and we make findings and recommendations in each of the major
areas of our mandate. Our work, however, is by no means complete. Many impor-
tant questions remain for us to address and, hopefully, help to resolve.

My testimony summarizes the major findings and details our recommendations to
date on the government’s efforts in outreach; medical and clinical issues; research,
and chemical and biological weapons.? The Advisory Committee’s findings from the
interim report are detailed in attachment D.

RECOMMENDATIONS ON OUTREACH

The Advisory Committee found the Department of Defense (DOD) and the Depart-
ment of Veterans Affairs (VA) have used a number of progressive techniques—from
establishing telephone hotlines for the health care programs that serve veterans to
posting declassified documents on the Internet—to educate veterans and other citi-
zens concerned about Guif War veterans’ illnesses. Neither department, however,
has adopted performance measures sophisticated enough to evaiuate the success of
these programs. Our investigation revealed some relatively simple ways for the de-

1For the interim report, the Advisory Committee organized the seven elements of the charter
into four broad chapters: outreach, medical and clinical issues, research, and chemical and bio-
logical warfare. The mandate to review the government’s coordinating efforts and to assess the
implementation of recommendations from past reports was addressed within the context of the
subject matter of the chapters, as applicable.
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partments to receive feedback on the utility of various outreach programs and a crit-
ical need to present information to veterans more clearly. The interim report makes
seven recommendations that we believe can improve DOD’s and VA’s outreach to
Gulf War veterans:

¢ Operators at the DOD Medical Registry Hotline, DOD Incident Reporting Line,
and VA Helpline should be instructed to ask “How did you find out about this num-
ber?” as a method of qualitatively measuring the success of the different methods
for publicizing the numbers.

¢ In the next Comprehensive Clinical Evaluation Program end-of-evaluation ques-
tionnaire, which participants answer when the initial evaluation is completed, DOD
should include a question about satisfaction with the referral provided by the Per-
sian Gulf Medical Registry Hotline.

e DOD and VA should utilize more refined performance measures to determine
how well outreach services are reaching concerned parties. Caller volume data are
not adequate.

¢ To assist the general public in interpreting the declassified intelligence docu-
ments on GulfLI {a DOD site on the World Wide Web], DOD should prepare a
user’s guide. This guide should explain in general terms the various sources of intel-
ligence information, how they may differ in quality and reliability, and how intel-
ligence analysts compile and evaluate reports from a variety of sources in the field
to obtain corroboration before preparing a final assessment. This guide should be
featured prominently on the GulfL.INK home page.

¢ In its outreach campaign, VA should forego use of the term “priority care.” VA
should state clearly that Gulf War veterans are entitled to receive the Persian Gulf
Health Registry examination free of charge, including any diagnostic testing found
to be medically necessary and counseling regarding findings.

¢ VA should make its broadcast public service announcements (PSAs) about the
toll-free Helpline more explicit. The PSAs should include brief explanations of the
purpose of tﬁe Helpline and the referral process for the Persianxgulf Health Reg-
istry.

o Future conflicts are likely to generate controversial and unexplained health con-
cerns, and DOD and VA should anticipate the need and plan for outreach services
and implement them expeditiously.

RECOMMENDATIONS ON MEDICAL AND CLINICAL ISSUES

For the interim report, the Advisory Committee focused on medical treatment is-
sues that surfaced during the deployment and demobilization of troops. We found
DOD’s policies and procedures were nct adequate in all cases to prevent service
members with preexisting conditions from being deployed or to identify health prob-
lems extant at the time of demobilization; these conditions could have contributed
to some current health concerns.

The Advisory Committee believes DOD and the Food and Drug Administration
(FDA) deliberated carefully before enabling, through rulemaking, DOD to require
troops to take pyridostigmine bromide (PB) and botulinum toxoid (BT) vaccine as
antidotes to possible chemical and biological warfare (CBW) agents without FDA ap-
proval of the f)roducts for that purpose. Yet we find FDA has failed, in the five years
since the Gulf War, to devise better long-term methods governing military use of
drugs and vaccines for CBW defense. We also find DOD’s inability to produce the
records of who received PB or BT vaccine indicative of much need for wholesale im-
provement in the government'’s performance on medical recordkeeping during mili-
tary engagements: The issue of accurate medical and vaccination records is central
to the concerns of many ill veterans, and the absence of records has been suggested
by some as evidence that the government is engaging in a cover-up of its own
predeployment practices. The Advisory Committee oilers six recommendations relat-
ed to predeployment, demobilization, medical recordkeeping, and the use of inves-
tigational drugs and vaccines:

e DOD should regularly review and update the policies and procedures that gov-
ern the pre-, during, and postdeployment medical assessment of the Ready Reserve
to ensure they are current and adequate.

» DOD should establish a quality assurance program to ensure compliance with
pre-, during, and postdeployment medical assessment policies.

¢ Prior to any deployment, DOD should undertake a thorough health assessment
of a large sample of troops to enable better postdeployment medical epidemiology.
Medical surveillance should be standardized for a core set of tests across all serv-
ices, including timely postdeployment followup.

¢ Given that FDA’s interim rule [permitting waiver of informed consent for use
of unapproved products in a military exigency] is still in effect, DOD should develop
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enhanced orientation and training procedures to alert service Igersonnel they may
be required to take drugs or vaccines not fully approved by FDA if a conflict pre-
sents a serious threat of chemical and biological warfare.

o If FDA decides to reissue the interim final rule as final, it should first issue
a Notice of Proposed Rule Making. Among the areas that specifically should be re-
visited are: adequacy of disclosure to service personnel; adequacy of recordkeeping;
long term followup of individuals who receive investigational products; review by an
institutional review board outside of DOD; and additional procedures to enhance un-
derstanding, oversight, and accountability. The Advisory Committee, at this time,
withholds judgment on the adequacy of the current interim final rule.

e DOD should assign a high priority to dealing with the problem of lost or miss-
ing medical records. A computerized central database is important. Specialized
databases must be compatible with the central database. Attention should be di-
rected toward developing a mechanism for computerizing medical data (including
classified information, if and when it is needed) in the field. DOD and VA should
adopt standardized recordkeeping to ensure continuity.

RECOMMENDATIONS ON RESEARCH

The Advisory Committee found most of the major epidemiologic studies sponsored
by DOD, VA, and the Department of Health and Human Services (DHHS) are well
designed and appropriate to determine if Gulf War veterans have mortality, symp-
toms, or diseases that might be attributable to service in the Gulf War. However,
we believe inadequate response to scientific peer review, disregard for the impor-
tance of allocating scarce research dollars to the best designed studies, and inatten-
tion to the need to communicate effectively with veteran participants are undermin-
ing the effectiveness of the government’s research efforts. The lack of data about ex-
posure to various risk factors (e.g., oil fire smoke or infectious diseases) also ham-
pers research. Though DOD is attempting to recreate certain exposure scenarios
with the Persian Gulf Registry of Unit Locations, we recommend heightened efforts
to collect exposure data in future conflicts. With respect to the Advisory Committee’s
review of the government’s major epidemiologic studies and DOD’s Persian Gulf
Registry of Unit Locations, the interim report dg;tails six recommendations:

s All epidemiologic studies aimed at Gulf War veterans’ health issues should in-
corporate external scientific review and ongoing interaction with appropriate outside
experts throughout the study process, from study design through analysis of results.

o The Persian Gulf Veterans Coordinating Board should play an active role in al-
locating the limited resources available for research on Gulf War veterans’ illnesses.
The Research Working Group of the Coordinating Board should monitor the findings
and recommendations of scientific peer review committees. If scientific reviews draw
into question the usefulness of particular studies to the overall research strategy,
the Research Working Group should, via the Coordinating Board, recommend appro-
priate actions to the Secretaries of the three departments involved.

e DOD, DHHS, and VA should recommend their principal investigators use public
advisory committees in designing and executing epidemiologic studies of Gulf War
veterans’ illnesses.

o For those questions that are common to different [epidemiologic] surveys, co-
ordination between principal investigators and survey design experts should take
place to arrive at common wording. The Persian Gulf Veterans Coordinating Board’s
Research Working Group should take responsibility for this coordination.

o The Persian Gulf Registry of Unit Locations should be made available to quali-
fied government and private researchers as quickly as possible, within the con-
straints of confidentiality.

e DOD should make reasonable and practical efforts to collect and record better
troop exposure data during future conflicts and to make those data available as
quickly as puasible to health care researchers.

RECOMMENDATIONS ON CHEMICAL AND BIOLOGICAL WEAPONS

The work of the United Nations Special Commission on Iraq (UNSCOM) provides
a more definitive picture of Irag’s atf:/anced CBW capabilities than was available at
the time of the Gulf War and underscores the considerable uncertainty regarding
Iraq’s intentions to use CBW a§ents against American and coalition troops. The Ad-
visory Committee believes the decisions of DOD and the Central Intelligence Agency
(CIA) to reopen their investigations of CBW in the Gulf War are positive steps and
urges DOD and CIA to draw fully on their resources to answer some of the war’s
most controversial questions; we will monitor their progress carefully. In addition,
we find improved technology to detect the presence of CBW agents would improve
the health care surveillance of troops involved in future conflicts. In the interim re-
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port, the Advisory Committee makes three recommendations related to issues sur-
rounding chemical and biological warfare:

¢ CIA and DOD should coordinate their analyses to ensure a comprehensive re-
view of the complete record of the Gulf War. Each agency should make full and
prompt disclosure of all findings.

¢ DOD should devote more attention to monitoring low-level (subacute) exposures
to chemical warfare agents. One possible basis for such a system is the automated
air-sampling system developed by the U.S. Army Edgewood Research, Development
and Engineering Center for UNSCOM, which is using it to monitor emissions from
Iraqi chemical plants. Another aplproach might be to modify the detection system
the U.S. Army uses to monitor for leaks at chemical weapons storage depots.

¢ DOD should continue to invest in the development of a biological point detector/
alarm system that can detect and identify biological warfare agent aerosols rapidly
enough to enable troops to take protective measures before being exposed.

CONCLUSION

Over the next 10 months, the Advisory Committee will continue to address each
of the elements of its charge. Throughout the remainder of our work, we will mon-
itor the %overnment’s responsiveness to the recommendations of this and previous
advisory bodies. We also will scrutinize how effectively government programs are co-
ordinated amox:&fthe departments and agencies with an interest in the health and
well being of Gulf War veterans.

As I noted in the opening of my testimony, the interim report represents our rec-
ommendations to date, but does not encompass the full range of issues in our man-
date. Many questions the President asked us to investigate—e.g., certain aspects re-
lated to possible low-level exposure to CBW agents; health risks and toxicologic re-
search; health effects, including reproductive effects, of exposure to various risk fac-
tors in the Kuwaiti Theater of Operations; and medical treatment of and access to
health care for Gulf War veterans—require a longer analytic and deliberative period
so that the tuuest possible inquiry can be brought to bear on these pressing issues.
All of these aspects will be examined in our final report, due at the end of this year.

In conclusion Mr. Chairman and members of the Subcommittee, securing a
healthy future for Gulf War veterans is of paramount importance to President Clin-
ton. As a Gulf War veteran myself, and as a member of the Presidential Advisory
Committee on Gulf War Veterans, I promise our full dedication and commitment to
the President’s charge.
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ATTACHMENT B
THE WHITE HOUSE

Office of the Press Secretary

For Immediate Release May 26, 1995
EXECUTIVE ORDER

PRESIDENTIAL ADVISORY COMMITTEE ON GULF WAR VETERANS' ILLNESSES

By the authority vested in me as President by the Constitution and the laws of
the United States of America, it is hereby ordered as follows:

Section 1. Establishment. (a) There is hereby established the Presidential Advi-
sory Committee on Gulf War Veterans’ Illnesses (the “Committee”). The Committee
shall be composed of not more than 12 members to be appointed by the President.
The members of the Committee shall have expertise relevant to the functions of the
Committee and shall not be full-time officials or employees of the executive branch
of the Federal Government. The Committee shall be subject to the Federal Advisory
Committee Act, as amended, 5 U.S.C. App. 2.

(b) The President shall designate a C}iiairperson from among the members of the
Committee.

Sec. 2. Functions. (a) The Committee shall report to the President through the
Secretary of Defense, the Secretary of Veterans Affairs, and the Secretary of Health
and Human Services.

(b) The Committee shall provide advice and recommendations based on its review
of the following matters:

(1) Research: epidemiological, clinical, and other research concerning Gulf War
veterans’ illnesses.

2 Resigned October 27, 1995
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(2) Coordinating Efforts: the activities of the Persian Gulf Veterans Coordinating
Board, including the Research Coordinating Council, the Clinical Working Group,
and the Disability and Compensation Working Group.

(3) Medical Treatment: medical examinations and treatment in connection with
Gulf War veterans’ illnesses, including the Comprehensive Clinical Evaluation Pro-
gram and the Persian Gulf Registry Medical Examination Program.

(4) Outreach: government-sponsored outreach efforts such as hotlines and news-
letters related to Gulf War veterans’ illnesses. :

(5) External Reviews: the steps taken to implement recommendations in external
reviews by the Institute of Medicine’'s Committee to Review the Health Con-
sequences of Service During the Persian Gulf War, the Defense Science Board Task
Force on Persian Gulf War Health Effects, the National Institutes of Health Tech-
nology Assessment Workshop on the Persian Gulf Experience and Health, the Per-
sian Gulf Expert Scientific Committee, and other bodies.

(6) Risk Factors: the possible risks associated with service in the Persian Gulf
Conflict in general and, specifically, with prophylactic drugs and vaccines, infectious
diseases, environmental chemicals, radiation and toxic substances, smoke from oil
well fires, depleted uranium, physical and psychological stress, and other factors ap-
plicable to the Persian Gulf Conflict.

(7) Chemical and Biological Weapons: information related to reports of the pos-
sible detection of chemical or biological weapons during the Persian Gulf Conflict.

(c) It shall not be a function of the Committee to ¢onduct scientific research. The
Committee shall review information and provide advice and recommendations on
the activities undertaken related to the matters described in (b) above.

(d) It shall not be a function of the Committee to provide advice or recommenda-
tions on any legal liability of the Federal Government for any claims or potential
claims against the Federal Government.

(e) As used herein, “Gulf War Veterans’ Illnesses” means the symptoms and ill-
nesses reported by United States uniformed services personnel who served in the
Persian Gulf Conflict.

() The Committee shall submit an interim report within 6 months of the first
meeting of the Committee and a final report by December 31, 1996, unless other-
wise provided by the President.

Sec. 3. Administration. (a) The heads of executive departments and agencies shall,
to the extent permitted by law, provide the Committee with such information as it
may require for purposes of ing out its functions.

(b) Members of the Committee shall be compensated in accordance with Federal
law. Committee members may be allowed travel expenses, including per diem in lieu
of subsistence, to the extent permitted by law for persons serving intermittently in
the Government service (56 U.S.C. 5701-5707).

(c) To the extent permitted by law, and subject to the availability of appropria-
tions, the Department of Defense shall provide the Committee with such funds as
may be nece for the performance of its functions.

Sec. 4. General Provisions. (a) Notwithstanding the provisions of any other Execu-
tive order, the functions of the President under the Federal Advisory Committee Act
that are applicable to the Committee, except that of reporting annually to the Con-
gress, sha.ﬁ be performed by the Secretary of Defense, in accordance with the guide-
lines and procedures established by the Administrator of General Services.

(b) The Committee shall terminate 30 days after submitting its final report.

(c) This order is intended only to improve the internal management of the execu-
tive branch and it is not intended to create any right, benefit or trust responsibility,
substantive or procedural, enforceable at law or equity by a party against the Unit-
ed States, its agencies, its officers, or any person.

WILLIAM J. CLINTON,
The White House.
May 26, 1995.

ATTACHMENT C

CHARTER OF THE PRESIDENTIAL ADVISORY COMMITTEE ON GULF WAR VETERANS'
ILLNESSES

A. COMMITTEE'S OFFICIAL DESIGNATION: Presidential Advisory Committee
on Gulf War Veterans’ [llnesses (“Committee”).

B. AUTHORITY: Executive Order No. 12961.

C. OBJECTIVES, SCOPE OF ACTIVITIES, AND DESCRIPTION OF DUTIES
FOR WHICH THE COMMITTEE IS RESPONSIBLE: The duties of the Committee
are solely advisory. The Committee shall provide to the President, through the Sec-
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retary of Defense, the Secretary of Health and Human Services, and the Secretary
of Veterans Affairs, advice and recommendations based on its review of the follow-
ing matters:

1. Research: epidemiological, clinical, and other research concerning the Gulf War
veterans’ illnesses.

2. Coordinating efforts: the activities of the Persian Gulf Veterans Coordinating
Board, including the Research Coordinating Council, the Clinical Working Group,
and the Disability and Compensation Working Group.

3. Medical treatment: medical examinations and treatment in connection with
Gulf War veterans’ illnesses, including the Comprehensive Clinical Evaluation Pro-
gram and the Persian Gulf Registry Medical Examination Program.

4. Outreach: government-sponsored outreach efforts such as hotlines and news-
letters relating to Gulf War veterans’ illnesses.

5. External reviews: the steps taken to implement recommendations in external
reviews by the Institute of Medicine’s Committee to Review the Health Con-
sequences Service During the Persian Gulf War, the Defense Science Board Task
Force on Persian Gulf Health Effects, the National Institutes of Health Technology
Assessment Workshop on the Persian Gulf Experience and Health, the Persian Gulf
Expert Scientific Committee, and other bodies.

6. Risk factors: the possible risks associated with service in the Persian Gulf Con-
flict in general and, specifically, with prophylactic drugs and vaccines, infectious dis-
eases, environmental chemicals, radiation and toxic substances, smoke from oil well
fires, depleted uranium, physical and psychological stress, and other factors applica-
ble to the Persian Gulf Conflict.

7. Chemical and biological weapons: information related to reports of the possible
detection of chemical or biological weapons during the Persian Gulf Conflict.

It shall not be a function of the Committee to conduct independent scientific re-
search. The Committee shall review information and provide advice and rec-
ommendations on the activities undertaken related to the matters described above.
It shall not be a function of the Committee to provide advice or recommendations
on any legal liability of the Federal Government for any claims or potential claims
against the Federal Government. As used herein, “Gulf War Veterans’ Illnesses”
means the symptoms and illnesses reported by United States uniformed services
personnel who served in the Persian Gulf Conflict.

D. OFFICIAL TO WHOM THE COMMITTEE REPORTS: The Committee shall
report to the President through the Secretary of Defense, Secretary of Health and
Human Services, and Secretary of Veterans Affairs. The Committee shall submit an
interim report within six months of the first meeting of the Committee and a final
report by December 31, 1996, unless otherwise provided by the President.

E. DURATION AND TERMINATION DATE: The Committee shall terminate thir-
ty days after submitting its final report.

F. AGENCY RESPONSIBLE FOR PROVIDING NECESSARY SUPPORT: Finan-
cial and administrative support shall be provided by the Department of Defense.

G. MEMBERSHIP: The President shall appoint up to a maximum of twelve (12)
members. Committee members shall have expertise relevant to the functions of the
Committee and shall not be full-time officals or employees of the executive branch
of the Federal Government. Committee members shall be compensated in accord-
ance with federal law. Committee members may be allowed travel expenses, includ-
ing per diem in lieu of subsistence, to the extent permitted by law for persons serv-
ing intermittently in the government service (5 U.S.C. 5701-5707).

H. ESTIMATED ANNUAL OPERATING COSTS AND STAFF SUPPORT
YEARS: 1t is estimated that the total annual costs of operations will not exceed $3.5
million. Full time equivalent staff support years are expected to be approximately
30 years of effort.

I. NUMBER OF MEETINGS: The Committee shall meet as it deems necessary
to complete its functions.

J. SUBCOMMITTEE(S): To facilitate functioning of the Committee,
subcommitee(s) may be formed. The objectives of the subcommitee(s) are to provide
advice and recommendations to the Committee with respect to matters related to
the duties of the Committee. Subcommittees shall meet as the Committee deems ap-
propriate.

K. CHAIRPERSON: The President shall designate a Chairperson from among the
members of the Committee.

L. DATE CHARTER FILED: 03 July 1996.
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ATTACHMENT D

FINDINGS OF THE PRESIDENTIAL ADVISORY COMMITTEE ON GULF WAR VETERANS’
ILLNESSES: INTERIM REPORT

OUTREACH

¢ DOD’s Persian Gulf Medical Registry Hotline and VA’s Persian Gulf Helpline
effectively educate callers about the availability of the CCEP and the Persian Gulf
Health Registry, respectively. Both telephone systems adequately refer callers to
points of contact at medical treatment facilities.

¢ DOD’s GulifLINK offers a user friendly, accessible resource that deposits infor-
mation pertinent to Gulf War veterans’ illness in a central location.

e Since GulfLINK contains contradictory intelligence reports, the net effect of
posting these declassified documents on GulfLINK could be to confuse rather than
enlighten the interested public. Without a better system for organizing and present-
ing information, persons using the resource could gain false impressions or mis-
understand documents.

¢ Although mailings such as the memorandum from Secretary Perry and Chair-
man Shalikashvili can be expensive, they are a reasonable method of getting infor-
mation to the concerned population.

e VA’s On-line service and World Wide Web home page provide computer users
with a widely accessible Gulf War veterans’ illness education and referral resource.

» VA’s print PSA gives readers useful information on Gulf War veterans’ ill-
nesses. VA's broadcast PSAs, which publicize the Helpline number but do not men-
tion illness or potential illness as a reason to call, need improvement.

e VA’s use of the term “priority care” in reference Gulf War veterans’ eligibility
for health care creates false expectations among a significant portion of its clientele.

¢ Public and congressional concern for the health of Gulf War veterans has been
evident since the world witnessed the 1991 oil well fires on television. DOD did not
set up hotlines or sites at medical treatment facilities to provide information and
medical referral services to Gulf War veterans until 1994, a significant delay in re-
sponse time.

VA'’s Helpline started late in comparison with its other efforts to address the issue
of Gulf War veterans’ illnesses. It was established two years after the initiation of
the Persian Gulf Health Registry and one year following the passing of Public Law
103-210, which initiated “priority care” services. VA had conducted some outreach
in tandem with the establishment of the Health Registry, but its Persian Gulf Re-
view newsletter was sent only to those already participating in the Health Registry.

MEDICAL AND CLINICAL ISSUES

¢ No uniformity existed among the services in their predeployment or demobiliza-
tion policies and procedures at the time of Operation Desert Shield/Desert Storm.

o There is little evidence that quality control procedures were employed to ensure
that existing policies were actually carried out during deployment or demobilization.

¢ DOD’s policies and procedures were not adequate in all cases to prevent mem-
bers with preexisting conditions from deploying or to identify health problems ex-
tant at the time of demobilization, and these conditions could have contributed to
some current health concerns.

¢ FDA and DOD undertook an urgent and orderly course of action under the cir-
cumstances to devise a means to address the real threat of chemical and biological
warfare in the Gulf War,

* FDA has not been proactive in addressing public comments on the interim final
rule or in devising better long-term methods for governing military use of drugs,
f\‘raccines, devices, and antibiotics intended for chemical and biological warfare de-
ense.

e When a waiver of informed consent is granted, the government has a strong ob-
ligation to conduct long-term followup of military personnel who receive investiga-
tlonal groducts.

D did not keep adequate records on who received anthrax and BT vaccines
and PB in the Gulf War theater. There is little possibility now of developing reliable
data about which or how many persons received those products.

¢ DOD and VA admit to problems with missing or lost medical records, but nei-
ther system appears to place a priority on correcting these problems.

e DOD’s rationale for the requirement that records of vaccinations be kept secret
was not well understood. This requirement confused and complicated recordkeeping
procedures and hindered systematic followup of health issues.
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o The issue of accurate medical and vaccination records is central to the concerns
of many ill veterans, and the absence of records has been suggested by some as evi-
dence that the government is engaging in a cover-up of its own predeployment prac-
tices.

RESEARCH

o Despite the unique features of the Gulf War, it should be possible using epi-
demiologic approaches to determine whether Gulf War veterans have more or less
{nortality, symptoms, or diseases than an appropriately chosen comparison popu-
ation.

e Most of the studies examined by the Committee appear to be well-designed and
appropriate to answer questions about mortality, symptoms, or diseases.

* Some studies currently underway or planned at best will add little information
to other better designed studies and could provide misleading information, leading
to false conclusions.

¢ External scientific review of the major epidemiologic studies has ranged from
nonexistent, to one-time review of protocols, to standing scientific advisory panels
which have an ongoing role in the design and execution of the studies. Ongoing ex-
ternal review has proved beneficial to several of the studies.

¢ Public advisory committees might improve communications with the veterans
asked to participate in epidemiologic studies.

¢ A single coordinating body with an overarching perspective is needed to monitor
whether priorities are being established, whether outstanding research questions
are being adequately addressed, whether individual studies will contribute to the
overall effort, and the extent to which the studies are responsive to recommenda-
tions from external reviewers.

* Sharing a subset of basic &uestions on demographics, symptoms, and exposures
across large surveys of Gulf War veterans and controls coulcf provide information
useful for comparisons across the studies and better understanding of differences in
the study populations.

o There is little exposure data available for Gulf War veterans about many key
risk factors. As a consequence, it will be more difficult to link adverse health out-
comes detected by epidemiologic studies to some specific exposures or risk factors.

¢ The Persian Gulf Registry of Unit Locations data from DOD will be important
for investigatin§ questions about Gulf War veterans’ health issues, but it will not
be a substitute for missing exposure data for many risk factors.

CHEMICAL AND BIOLOGICAL WEAPONS

o Although much was known at the time of the Gulf War, UNSCOM’s work pro-
vides a more definitive picture of Irag’'s CBW capability and doctrine, revealing ad-
vanced capabilities and underscoring the considerable uncertainty regarding Iraq’s
intentions to use CBW agents against American and coalition troops.

¢ The U.S. government’s decision to reexamine the records of the Gulf War for
evidence of exposure to CBW agents is prudent in light of the health concerns of
veterans and the findings from UNSCOM’s investigations. The Committee intends
to monitor the investigations of PGIT and CIA.

» DOD is taking reasonable steps to improve battlefield CW agent detection capa-
bility by developing equipment tﬂat will detect mustard agent and that will not
sound false alarms in response to common battlefield interferents.

o The inability to provide real-time detection of BW agents constitutes a serious
deficiency in the U.S. chemical and biological defense posture.

¢ The ability to monitor low-levels of CW agents would improve the health care
surveillance of U.S. troops.

Mr. SHAYS. Thank you, Major Cross. We will now go to Charles
Sheehan-Miles.

Mr. SHEEHAN-MILES. Mr. Chairman, on behalf of the board of di-
rectors of the National Guif War Resource Center, I would like to
thank you for the opportunity to provide testimony for this hearing.
We are the only nationally based coalition organization founded
with the specific purpose of addressing these illnesses, and we ap-
preciate your requesting our views on this very important issue.

The Resource Center was founded in June 1995 to provide infor-
mation and resources to a variety of grassroots organizations and
service agencies which were assisting veterans of the Gulf war. Our
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members are a wide cross-section of the Gulf war veterans’ commu-
nity, ranging from small self-help, support groups to large,
multistate organizations, both in the United States and in the
United Kingdom. Our mandate lies strictly in the area of Gulf war
veterans’ illnesses, providing information, resources and edu-
cational materials to the public in an effort to assist and advocate
for veterans.

The subcommittee requested that we provide comments regard-
ing the response of the VA to the health problems caused by the
Persian Gulf war. We are happy to provide these comments and in-
clude several recommendations we believe may help improve the
situation.

One of the things I want to stress before I go into these is the
difference that we have seen all along between the official stance
and the actual law and what the center of VA is trying to do as
opposed to what is actually happening in the field. We know that
there has been a lot of efforts put forward, but a lot of what we
are concerned about is the actual implementation in the VA hos-
pitals around the country.

The Resource Center believes that the response of VA, though
improving, has serious shortcomings. These shortcomings are based
on several systemic problems within the VA. I will go over each in-
dividually. They are: VA medical administrative personnel are un-
trained to deal with the unique problems presented by Persian Gulf
war veterans; two, a lack of understanding both by veterans and
VA personnel of VA regulations; three, lack of compliance with the
letter and intent of laws passed by Congress and signed by the
President; four, misdirected and some potentially dangerous re-
search; and finally, a system which has been extremely slow to re-
spond to this issue.

We believe that a breakdown in communication throughout the
VA system denied medical treatment to Gulf war veterans since
many medical professionals and staff are unaware of treatment
programs that exist elsewhere within the VA system. This extends
to research since providers are unaware of data resulting from that
research.

The VA has failed to conduet training programs which would in-
form their medical and administrative personnel of the specific
health problems associated with the Persian Gulf war. A number
of potential exposures have been reported and studies have been
conducted, but VA medical personnel do not know about these ex-
posures or their possible effects on short- or long-term health.

Some of these exposures, which have already been discussed, in-
clude depleted uranium, chemical or biological weapons, toxic oil
smoke, inoculations, and endemic diseases.

Unfortunately, VA has, to a large extent, relied on the DOD’s de-
nial that many of these exposures took place or that they were seri-
ous. Some of these exposures have very specific medical side effects
which can be easily and cheaply tested. The medical personnel
within the VA medical system are not adequately trained to deal
with them. As a result, VA doctors are following standard medical
diagnostic protocols which are designed to detect illnesses likely to
be contracted in civilian life rather than in an extremely toxic war-
time environment.
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Private and some Government research has shown that medi-
cally significant effects are shown when veterans are tested for the
right illnesses. We are seeing some progress in this research. De-
spite this, the VA continues to leave its medical personnel to fend
for themselves when dealing with these hard to understand ill-
nesses.

Seeing no progress, veterans and their families become discour-
aged and stop going to the VA for help at all. This training right
now, which is currently a teleconferencing system, is not adequate
because it does not reach even a small minority of the staff within
the hospitals.

The second issue I want to address is that VA regulations are
difficult to understand not only for the veterans but also for the VA
personnel whose charter it is to serve them. This shortcoming is
adequately demonstrated by the recent recommendation of the
Presidential Advisory Committee on Gulf War Veterans’ Illnesses.
They stated, based on testimony from the VA, that the VA should
stop using the term “priority care.” The VA testified before the
committee that they did not provide priority care, they just called
it that. But in fact that is what the law requires.

The Resource Center and its associated organizations have also
dealt with hundreds of cases of veterans turned away for treat-
ment, improper billing of veterans, and in some cases inability to
get scheduled for any appointment at all. Despite the letter and in-
tent of the law mandating priority care for Persian Gulf war veter-
ans, many veterans who were denied service-connected disability
are regularly turned away for treatment if they don’t meet the
means test.

VA has failed to comply with the letter or the intent of the law
in other specific areas. The primary example lies in the area of
compensation. To date, concrete diagnoses have been elusive for
many Gulf war veterans, and this is an issue which has been
raised in Congress before.

Acting with compassion and understanding, Congress passed a
bill in 1994 designed to help many of these veterans who were dis-
abled and unable to work but had no clear diagnosis. The intent
was clear. That was to help the veterans who were sick even
though they couldn’t fit on a standard diagnostic sheet.

Yet in the end, less than 5 percent of the applicants have been
approved for service-connected disability under this new regulation.
Veterans are being denied compensation for various reasons, many
of them because they are unable to establish that they were ill
prior to this 2-year presumptive period.

Given that the vast majority of Gulf war veterans had never
heard of the Persian Gulf Registry prior to the cutoff date and that
waiting periods for appointments are often 6 months or more, some
veterans have been unfairly penalized simply because they could
not afford to have a private physician substantiate their illness.

Further, standard procedure for appointments at the VA is for
the doctor to place a diagnosis in the records, even if a clear diag-
nosis has not been reached. These diagnoses, no matter how inap-
propriate, are frequently used as means to deny a veteran eligi-
bility under this new regulation.
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The Resource Center believes that VA’s research efforts have
been inadequate and misdirected and in some cases are potentially
dangerous. The VA Gulf Registry is not updated when a veteran
is diagnosed or when he or she presents new symptoms. The re-
cently published mortality rate followup study only included a
tightly defined period of time during and since the war, and no VA
refearch today has studied outcomes with specific treatment proto-
cols.

Like DOD, much of VA’s research and public relations efforts
have been concentrated on proving or disproving whether or not
there is a single cause for Gulf war veterans’ illnesses. The Re-
source Center believes that this concentration is misplaced and
misleading to the public when VA press advisories consistently
state that there is no single cause, as if implying that there is no
cause.

In fact, Gulf war veterans were exposed to a variety of toxic
chemicals and endemic diseases while serving in the region and
more than likely suffer from a variety of closely related illnesses
as a result. Further concentration on a single cause will only fur-
ther delay getting help for Gulf war veterans who need this help
now.

VA has consistently refused to conduct widespread testing for de-
pleted uranium contamination, despite surveys which show that as
many as 82 percent of veterans may have entered contaminated
enemy vehicles.

At the same time, VA continues a long-term study of 22 veterans
with depleted uranium shrapnel that is still in their bodies, even
though an Army report concluded that acute or chronic toxicity is
a potentially clinically significant health effect from embedded DU
fragments and that the potential exists for both stochastic and de-
terministic radiation effects from the long-term exposure to embed-
ded DU fragments. We will be submlttmg a copy of this report
after this testimony.

Maj. Gen. Ronald Blanck, Commander of the Walter Reed Army
Hospital, wrote in January 1994, “Clearly, chemical warfare agents
were detected and confirmed at very low levels and could have con-
tributed to these illnesses.” VA has failed to evaluate veterans for
possible exposure to these low-level agents.

Finally, both the VA and the overall Government response has
been too slow. Only now, 5 years after the end of the war, is VA
beginning its first epidemiological study of Gulf war veterans de-
spite the calls for such research several years ago. Only a few hun-
dred veterans have been compensated for Gulf war-related ill-
nesses, though tens of thousands have applied.

The Resource Center and its associated organizations have noted
that many of the symptoms presented by veterans are progres-
sively getting worse, leaving a dark future ahead for many veter-
ans if help is not received now.

Our single biggest concern with the response from VA is the ap-
parent lack of urgency. As more and more Gulf war veterans die,
the claims process becomes more convoluted, committees debate
policy, and very little is being done at ground level to help those
who are suffering as a result of their service to their country.
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The Resource Center has very specific recommendations which
we believe will help alleviate some of the problems we have men-
tioned. They are:

No. 1: VA should begin an immediate program of seminars for its
medical and administrative personnel to familiarize them with Gulf
war veterans’ potential exposures and resultant health problems of
those exposures.

No. 2: VA should review and clarify its eligibility requirements
for Gulf war veterans and make those requirements clear both to
veterans and to VA personnel.

No. 3: An outside review agency, such as the General Accounting
Office, should review VA’s claims adjudication process for
undiagnosed illnesses. Further, the arbitrary 2-year limit which
was set by regulation rather than in the law should be removed im-
mediately.

No. 4: VA should commence testing for depleted uranium con-
tamination assessing chemical weapons and other exposures and
include these items in further studies.

Further, VA should remove DU fragments from those veterans
who still have them in their bodies unless such a removal presents
a clear medical risk. The followup study on those particular veter-
ans with the DU fragments should follow them for the rest of their
life rather than ending after 5 years, as is currently planned. An
independent institutional review board should review the ethical
implications of that particular study.

The VA should take advantage of the private research being done
on Gulf war veterans’ illnesses to speed its response to this prob-
lem. Such private research may create a dramatic impact on the
progress toward finding real treatments for the illnesses suffered
by Gulf war veterans.

Finally, because the DOD is either unable or unwilling to release
records of which soldiers took experimental drugs in the Gulf or
were exposed to high levels of chemical or uranium contamination,
VA should make the presumption that any veteran that served in
the Persian Gulf war was in fact exposed and should be treated ac-
cordingly.

The Resource Center notes that the VA has improved its re-
sponse considerably over the 5-year period since the end of the war,
and we wish to encourage this improvement. However, further im-
provement may not be possible unless we address these very real
problems.

In the last year, the number of Gulf war veterans reporting ill-
nesses has doubled. At the same time, growing numbers of veter-
ans are becoming disillusioned with the VA and turning to private
sources for medical care, if there is any available to them. The
problem is growing worse, and it is time to deal with it now.

This concludes my testimony.

[The prepared statement of Mr. Sheehan-Miles follows:]

PREPARED STATEMENT OF CHARLES SHEEHAN-MILES, EXECUTIVE DIRECTOR,
NATIONAL PERSIAN GULF WAR RESOURCE CENTER

On behalf of the Board of Directors of the National Gulf War Resource Center,
Inc. (NGWRC), I would like to thank the Chairman and the Subcommittee for the
opportunity to provide comments for the record to the Subcommittee on Human Re-
sources and Intergovernmental Relations regarding the Department of Veterans' Af-
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fairs response to the health effects of the Persian Gulf War. As the only national
based coalition organization founded with the specific purpose of addressing these
illnesses, we appreciate your requesting our views on this very important issue.

NGWRC was founded in June 1995 to provide information and resources to a va-
riety of grassroots organizations and service agencies which were assisting veterans
of the Gulf War. Our members are a wide cross-section of the Gulf War veterans’
community, ranging from small self-help support groups to large, multi-state organi-
zations, both in the United Kingdom and the United States. Our mandate lies strict-
ly in the area of Gulf War veterans’ illnesses, providing information, resources and
educational materials to the public in an effort to assist and advocate for veterans.

The Subcommittee requested that we provide comments regarding the response
of the Department of Veterans’ Affairs to the health problems caused by the Persian
Gulf War. We are happy to provide those comments, and include several rec-
ommendations we believe may help improve the situation.

NGWRC believes that the response of VA, though improving, has serious short-
comings. These shortcomings are based in several systemic problems within the VA
system. These are: a) VA medical and administrative personnel are untrained to
deal with the uni(gl: problems presented by Persian Gulf War veterans; b) a lack
of understanding, both by veterans and VA personnel, of VA regulations; ¢) Lack
of compliance with the letter and intent of laws fassed by Congress and sifned by
the President; d) misdirected and some potentially dangerous research; and finally
e) a system which has been extremely slow to respond to the issue. A complete
breakdown in communication throughout the VA system denied medical treatment
to Gulf War veterans since many medical professionals and staff are unaware of
treatment programs elsewhere in the VA system. This extends to the area of re-
search since providers are unaware of data resulting from that research.

The Department of Veterans Affairs has failed to conduct training programs
which would inform their medical and administrative personnel of the specific
health problems associated with the Persian Gulf War. Though a number of poten-
tial exposures have been reported and studies conducted, VA medical personnel do
not know about these exposures and their 1possible effects on short or long term
health. Some of these exposures include depleted uranium, chemical and/or biologi-
cal weapons, toxic oil smoke, inoculations and endemic diseases. Unfortunately, VA
has to a large extent relied on the Defense Department’s denial that most of the
exposures ever took place. Some of these exposures have very specific side effects
and are easily and cheaply tested, but the medical personnel within the VA system
are not adequately trained to deal with them. As a result, VA doctors are following
standard medical diagnostiﬁl}rrotocols which are designed to detect illnesses likely
to be contracted in civilian life, rather than in an extremetlﬁatoxic wartime environ-
ment. Private and some government research has shown t medically significant
effects are shown when veterans are tested for the right illnesses. Despite this, the
VA continues to leave its medical personnel to fend for themselves when dealing
with these hard to understand illnesses. Seeing no progress, veterans and their fam-
ilies become discouraged and stop going to the VA at all. The current teleconfer-
encing system is not adequate because it does not reach even a small minority of
the staff in most VA hospitals.

VA regulations are difficult to understand, both for veterans and for the VA per-
sonnel whose charter it is to serve them. This shortcoming is adequately dem-
onstrated by the recent recommendation of the Presidential Advisory Committee on
Gulf War Veterans’ Illnesses, which stated (based on VA testimony) that VA should
stop using the term “priority care” if that is not what they really mean. Ironically,
priority care is the term mandated by the law. Unfortunately, the meaning of the
term “priority care” is unclear and VA has stated in testimony before the Presi-
dential Advisory Committee that they do not provide priority care at all—rather, VA
allows Persian Gulf War veterans to receive evaluation and treatment related to the
Persian Gulf Registry without undergoing a means test. NGWRC and its associated
organizations have dealt with hundreds of cases of veterans turned away for treat-
ment, improper billin% of veterans, and in some cases inability to get scheduled for
any appointment at all. Despite the letter and intent of the law mandating priori]tfr
care for Persian Gulf War veterans, those veterans denied service-connected disabil-
ity are regularly turned away for treatment unless they meet a means test for in-

come.

VA has failed to comply with the letter or the intent of the law in some specific
areas. The primary example lies in the area of compensation: to date, concrete diag-
noses have been elusive for many Gulf War veterans, an issue which was raised in
Congress in 1993 and in 1994. Acting with compassion and understanding, Congress
passed a bill in 1994 designed to help veterans who were disabled and unable to
work yet had no clear diagnosis from the VA. The intent of Congress and the Presi-



62

dent was to provide assistance to veterans, but that is not what is happening. Less
than five percent of the applicants have been approved for service-connected disabil-
ity under the new regulation. Veterans are being denied compensation for various
reasons, many because they are unable to establish that they were ill prior to the
two-year presumptive period. Given that the vast majority of Gulf War veterans had
never heard of the Persian Gulf Registry prior to the cut off date, and waiting peri-
ods for appointments are often six months or more, some veterans have been un-
fairly penalized simply because they could not afford to have a private physician
document their illnesses.! Further, standard procedure for appointments is for the
doctor to place a diagnosis on a coding sheet—even if a clear diagnosis has not been
reached. These diagnoses, no matter how inappropriate, are frequently judged to
make a veteran inehligible under the undiagnosed illnesses r?igulation.

NGWRC believes that VA’s research efforts have been inadequate and misdirected
and in some cases are potentially dangerous. The VA Gulf Registry is not glpdated
when a veteran is cll_it:inosed or when he or she presents new symptoms. The re-
cently published Mortality Rate Follow-Up Study only included a tightly defined pe-
riod of time during and since the war, and no VA research to date has studied out-
comes of specific treatment protocols. Like DoD, much of VA’s research and public
relations efforts have been concentrated on ?roving or disproving whether or not
there is a single cause for Gulf War veterans’ illnesses. NGWRC believes that this
concentration is misplaced and misleading to the public when VA press advisories
consistently state that there “is no single cause,” as if implying there is no cause.
In fact, Gulf War veterans were expo: to a variety of toxic chemicals and endemic
diseases while serving in the region and more than likely suffer from a variety of
closely related illnesses as a result. Further concentration on a single cause will
only er delay getting help for Gulf War veterans who need this help today. VA
has consistently refused to conduct widespread testing for depleted uranium con-
tamination, despite surveys which show that as many as 82% of veterans may have
entered contaminated enemy vehicles.2 At the same time, VA continues a long term
study of 22 veterans with depleted uranium shrapnel in their bodies, though an
Army report concluded that “acute or chronic kidney toxicity is a potentially clini-
cally significant health effect from embedded DU fragments” and that “the potential
exists for both stochastic and deterministic radiation effects from the long term ex-
gosure to embedded DU fragments.”3 Though Major General Ronald Blanck, MD,

ommander of the Walter Reed Army Medical Center wrote on January 18, 1994
that “clearly, chemical warfare agents were detected and confirmed at very low lev-
els . . . [and] could have contributed to the illnesses . . .”4 VA has failed to evalu-
ate veterans for possible sure to these low level agents.

Finally, both the VA and overall government response has simply been too slow.
Only now, over five years after the end of the war, is VA starting its first epidemio-
logical study of Gulf War veterans, despite the calls for such research several years
ago. Only a few hundred veterans have been cox?}pensated for Gulf War related ill-
nesses, though tens of thousands have applied. NGWRC and its associated organiza-
tions have noted that many of the symptoms presented by veterans are progres-
sively getting worse, leaving a dark f{l?ill‘e ahead for many veterans if help is not
received now. Our single biggest concern with the response from VA is the apparent
lack of urgency—as more and more Gulf War veterans die, the claims process be-
comes more convoluted, committees debate policy and very little is being done at
ground level to help those who are suffering as a result of their service to their
country.

NGWRC has very specific recommendations which we believe will help alleviate
some of the problems we have discussed. They are:

a) VA should befin an immediate program of seminars for its medical and admin-
istrativt;{)ersonne to familiarize them with Gulf War veterans’ potential exposures
and resultant health problems of those osures. In many areas, such programs
could be conducted in coeperation with logf’ universities, hospitals and veterans’ or-
ganizations. While such programs would necessarily be ingequent (NGWRC rec-
ommends quarterly) to minimize cost, it would have a dramatic impact on treatment
given to Gulf War veterans.

1Unusually, the deadline under this rule, for most Desert Storm veterans, falls well before
the legislation was passed and the rule promulgated.

2Qperation Desert Shield/Desert Storm Association Survey, 1991-95. A copy of the survey re-
sults is being submitted under separate cover.

3 Assessment of the Risks from Imbedded Depleted Uranium Fragments, prepared by Eric G.
Daxon, LTC, MS, USA, AFRRI and Jeffrey Musk, CPT, OD, USA, AFRRI. United States Army,
25 March 1992. A copy of the report is submitted under separate cover.

4 Trip report to coalition countries, MG Ronald Blanck, January 18, 1994. A copy will be sub-
mitted under separate cover.
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b) VA should review and clarify its eligibility requirements for Gulf War veterans
and make those requirements clear to both the veterans and VA 8ersonnel.

¢) An outside review agency such as the General Accounting Office should review
VA’s claims adjudication process for undiagnosed illnesses. Further, the arbitrary
two year limit should be removed immediate%;.

d) VA should commence testing for depleted uranium (DU) contamination, assess-
ing chemical weapons and other exposures, and include these items in further stud-
ies. Further, VA should remove DU fragments from those veterans who still have
them in their bodies, unless such a removal presents a clear medical risk. The fol-
low-up study on these particular veterans should follow them for their lifetime,
rather than ending after five years as currently planned.? An independent Institu-
tional Review Board should review the ethical implications of the study.

e) VA should take advantage of the private research being on Gulf War veterans’
illnesses to speed its response to the problem. Such lfrivate research may create a
dramatic impact on the progress toward finding real treatments for the illnesses
suffered by Gulf War veterans.

f) Because DoD is either unable or unwilling to release records of which soldiers
took experimental drugs in the Gulf or were exposed to high levels of chemical or
uranium contamination, VA should presume that any veteran who served in the
Gulf War was in fact exposed and should be treated accordingly.®

NGWRC notes that VA has improved its response considerably over the five year
period since the end of the war, and we wish to encourage this improvement. How-
ever, further improvement may not be fpossible until we address these very real
problems. In the last year, the number of Gulf War veterans reporting illnesses has
doubled. At the same time, growing numbers of veterans are becoming disillusioned
with the VA and turning to private sources for medical care, if any is available. The
problem is growing worse. It is time to deal with it now.

Mr. SHAYS. Thank you.

Dr. Rall, did you want to comment? I know you are accompany-
ing Dr. Bailar.

Dr. RALL. Yes, Mr. Chairman.

The Institute of Medicine and VA and DOD have worked to-
gether many times looking at problems of the veterans. I have a
very brief statement and some executive summaries of recent re-
ports, and if I may submit those for the record.

[The prepared statement of Mr. Rall follows:]

PREPARED STATEMENT OF DAVID RALL, M.D., FOREIGN SECRETARY, INSTITUTE OF
MEDICINE

The Institute of Medicine of the National Academy of Science has worked with
the Department of Veterans Affairs for many years on problems of the health of vet-
erans.

A study showing that many World War Two Veterans had been exposed to signifi-
cant levels of Mustard Gas during a series of secret experiments testing protective
clothing was released in 1993 by the Institute of Medicine (IoM).

The IoM, also in 1993, reported on the association between Agent Orange expo-
sure in Viet Nam and the subsequent development of certain diseases and suggested
ways to estimate better the exposure to Dioxin (the toxic component of Agent Or-
ange). A follow up report will be released later this week.

Last year the Ii)epartment of Defense asked the IoM to evaluate the DoD Com-
prehensive Clinical Evaluation Program for active duty personnel who had been in
the Persian Gulf War. In a report released in January, 1996, the committee found
that this was a comprehensive and compassionate effort to address the concerns and
clinical needs of such personnel, but was not designed to answer critical epidemio-
logical questions.

Currently, the IoM is studying the potential for toxic interactions of drugs, vac-
cines and other chemical to which deployed military forces may have been exposed.

5NGWRC estimates that these veterans will likely only begéin to see health effects between
5-20 )iears after the initial exposure—ending the study after five years will distort the results
severely.

6 DoD has testified to the Presidential Advisory Committee on Gulf War Veterans’ Illnesses
that they did not maintain any record system of which soldiers were given Lf)yridostigmine bro-
im'de, anthrax and botulism vaccines, and to date DoD still has not published its registry of unit
ocations.
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Other studies include the health effects of exposure to nuclear weapons tests, the
occurrence of multiple sclerosis and other motor neuron diseases in veterans, the
health effects of microwave exposure in veterans and other projects.

HEALTH CONSEQUENCES OF SERVICE DURING THE PERSIAN GULF WAR: INITIAL
FINDINGS AND RECOMMENDATIONS FOR IMMEDIATE ACTION

FINDINGS AND RECOMMENDATIONS

In this report, the IOM Committee has attempted to highlight issues we believe
would benefit from immediate action. In reviewing the large volume of documents
and the progress of research currently underway, we have identified areas that need
prompt attention. As the scope and extent of health problems of Persian Gulf veter-
ans have appeared to expand, the social response also has grown. The committee
believes that this has resulted in a fragmented attempt to solve these problems.
Thus we believe that sustained, coordinated and serious efforts must be made in the
near term to focus both the medical, social, and research response of the Govern-
ment and of individuals and researchers. Hence, the findings and recommendations
that follow are offered with the intent to focus and sharpen the debate, and to im-
prove the quality of the data, and thereby, scientific inference. Finally, we hope to
Impact in a positive way the health in persons who served in the Persian Gulf War,
as well as in those who may follow in other military encounters.

Recommendations for immediate action follow based on the findings presented
here and the background information presented in the next chapter. The rec-
ommendations are to be viewed as independent, and are not presented in any prior-
ity order within categories. The recommendations are divideg into three categories:
data and databases, coordination/process, and considerations of study design needs.

DATA AND DATABASES
FINDING 1

The VA Persian Gulf Health Registry is not a population database and is not ad-
ministered uniformly, therefore, it cannot serve the purposes of research into the
etiology or treatment of possible health problems. The Committee recognizes that
certain tabulated descriptions of affected persons may legitimately be carried out for
reasons other than the generation of scientific data. gpeciﬁcally, there may be medi-
cal reasons for collecting information about patients with certain kinds of problems,
especially diagnostic problems, particularly in medical settings where the informa-
tion may be subjected to more intense scrutiny. An example is the establishment
of the VA referral centers for Gulf War veterans. Since a limited number of veterans
have been referred to these centers, and because the sample is self-selected, the
Committee concludes that it is unlikely that productive scientific research (espe-
cially of an epidemiological nature) can ever be based on the data generated by the
referral centers or the health registry as currently organized.

RECOMMENDATIONS

¢ The VA Persian Gulf Health Registry should be limited and specific to gather-
ing information to determine the types of conditions reported. The role of this reg-
istry should be clearly defined as a means for identifying and reporting illnesses
among Gulf War veterans with concerns about their health. There should be efforts
to implement quality control and standardization of data collected by the registry
from other VA facilities. The VA registry data should not be promoted or described
as a means to determine prevalence estimates or identify the etiology of a disease,
but tshould be reviewed promptly for enrollment trends and potential sentinel
events.

e The VA should improve publicity regarding the existence of the Persian Gulf
Health Registry, and encourage all concerned PGW veterans to be registered.

e Where possible the referral centers standardized protocol should be used in
each VA facility.

¢ The timeliness of data received from the VA Medical Centers (VAMC) to be en-
tered into the PG Health Registry database needs to be improved.

FINDING 2

No single comprehensive data system exists that enables researchers to track the
health of Persian Gulf War veterans both while on active duty and after separation.
As a result, it is not possible to conduct research and determine the morbidity and
mortality experience of this population. Although both the VA and the DoD have
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medical records systems in place, they are inadequate and unlinked. This lack of
a single data system is a hindrance to research concerning delayed health effects,
both for Persian Gulf veterans and for those serving in future encounters.

RECOMMENDATION

¢ The Vice President of the United States should chair a committee composed of
representatives from HHS, DoD and VA to devise a plan to link data systems on
health outcomes with the development of standardized health forms, the ability to
access information rapidly, and an organized system of records for rapid entry into
the data system.

FINDING 3

The characteristics of the population at risk are critical to any definitive studies
of Gulf War health effects. The DoD has taken the proper steps to enumerate and
describe this population that will be part of the planned, but yet incomplete, Army
Geographical Information System model.

RECOMMENDATIONS

¢ The DOD registry needs to be completed as quickly and accurately as possible.

o The Secretaries of DOD and VA should develop a single service-connected
health record, for each present active duty and former service member. All health
data entries should be recorded in this single record for the individual.

COORDINATION/PROCESS
FINDING 4

The committee has noted with interest and some concern the wide variety of dis-
ciplines and expertise among persons who have considered possible causes of a mys-
tery illness. It has appeared to the committee that some of these persons and orga-
nizations are simply not qualified to draw reascned scientific conclusions, or to im-
plement those conclusions by means of specific medical intervention. There may be
substantial risk from inappropriate interventions because of adverse reactions to
drugs, development of resistant strains of microorganisms, or especially the diver-
sion of attention away from more orthodox diagnoses and treatments that hold some
promise of relief from symptoms of a “mystery illness.”

RECOMMENDATION

¢ Decisions to provide funding, to refer patients, or to change usual operating pro-
cedures for providing financial support should be based on more solid scientific basis
than has sometimes been evident in prior resource allocation. Funding should be
subject to external peer review and approval.

FINDING 5

There are dozens of studies of PGW health effects underway now, and many oth-
ers are being initiated. Several efforts appear to be redundant, yet there are clearly
gaps where research efforts are necessary. In its final report, the IOM Committee
will recommend some additional specific research projects.

Presently, the total number of undiagnosed conditions is unknown because the
data either are insufficiently understood or available. Data that are available are
fragmented, managed by different methods in different agencies, and based on a
wide variety of unconnected rationales, from both military and civilian institutions.
Many research efforts should, but do not, rely on a common set of data resources.
Because so many unanswered questions remain concerning multi-system etiologies
that have been proposed to explain undiagnosed signs and symptoms, all future as
well as current evaluations must ensure that findings can be reconciled across stud-
ies.

RECOMMENDATIONS

¢ The Persian Gulf Veterans Coordinating Board (chaired by the Secretaries of
VA, DOD, HHS) should actively coordinate all studies developed from any new ini-
tiatives that receive federal funding, to prevent unnecessary duplication and to as-
sure that high priority recommended studies be conducted. These studies should un-
dergo appropriate external peer review before, during, and after data collection and
analysis.
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e More staff should be assigned by the Persian Gulf Veterans Coordinating Board
in order to monitor, collect, assemble, and make accessible when appropriate all rel-
evant reTllested emerging data from studies now underway, and make periodic re-
ports to the appropriate federal oversaifht authority.

¢ Each new initiative should be evaluated in the context of what it can contribute.
That is, each new study should add something of value to the information already
being obtained or accumulated.

CONSIDERATIONS OF STUDY DESIGN NEEDS
FINDING 6

To date, most studies of PGW veterans have been piecemeal—one military unit
here, one collection of volunteers with some problem there, etc. But, some of these
studies have several fundamental problems. They are necessarily incomplete, they
usually lack proper controls, they are hard to generalize, they are subject to grave
statistical problems because of post-hoc hypotheses and multiple comparisons, and
where an effect truly exists they tend to have low statistical power to detect a dif-
ference. Thus, bits and pieces are not likely to answer any critical questions. The
committee recognizes that an initial effort to survey a sample of veterans is under-
way, but more 1s needed.

gverall, there has been a broad and serious lack of adequate attention to the de-
sign of individual studies, and even more seriously, the scope and organization of
an appropriate collection of studies, each focused on the resolution of a specific ques-
tion. The committee regards this as a grave, though understandable failure. Experts
in research design can and should work shoulder to shoulder with experts in the
subject matter of each individual study: this is particularly true for work in epidemi-
ology. A broader view of the whole collection of studies, including input from experts
in subject matter and in research methods, persons knowledgeable about data
sources and medical care systems, and those w1t£ Efneral appreciation of public con-
cerns and public policy has been conspicuously lacking. We believe that good studies
could be done, but that they will require substantial input from experts in epidemio-
logical methods.

RECOMMENDATIONS

e The VA and DoD should determine the specific research questions that need to
be answered. Epidemiologic studies should be designed with the objective of answer-
ing these questions given the input of experts in epidemiologic research methods
and data analysis, along with the input of experts in the subject matter areas to
be investigated.

e To obtain data on symetom prevalence, health status, and diagnosed disease,
the Secretaries of DoD and VA should collaborate to conduct a population-based sur-
vey of persons who served in the PG, and of PG-era service personnel. The study
should be designed to allow for adequate comparisons of outcome by sex, service
branch, and rank, with oversampling among certain subgroups to allow for analysis.
The IOM committee is willing to comment on and assist in the study design. An
evaluation of the feasibility and need for a longitudinal study should take place co-
incident with this national survey.

FINDING 7

Initial characterizations of smoke and unburned contaminants from the oil well
fires and other sources are not adequate, nor have the data available been reduced
to a format usable for drawing conclusions or conducting health studies. Consider-
able data exist from a wide number of sources, but they have not been compiled or
analyzed in any organized or efficient way. For example, lead levels that would
cause acute toxicity have been reported; however, questions about the validity of
these reports have not been adequately addressed.

RECOMMENDATIONS

¢ DoD should assemble and organize these data from all sources for evaluation
by the IOM committee.

* DoD should conduct a study that simulates exposure in tents heated by diesel
fuel, with composition similar to that used in the PG. Fuels and conditions should
simulate as closely as possible the conditions that existed in the PG. Exposure to
lead and its possible effects should be explored further. The committee reviewed
work done indicating that some personn:f) in the Gulf had lead levels consistent
with acute intoxication. Thus in investigating lead exposure, special attention
should be given to any history of abnormal pain or mental disorders.
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FINDING 8

As acknowledged by the investigator, the VA study of mortality for the PG vet-
eran dpopulation is of insufficient duration to observe a higher rate of death than
would be expected from chronic disease outcomes.

RECOMMENDATION

o The VA should plan and provide support for its mortality study to continue in
the future in order to permit the detection and investigation of long-term mortality
from chronic disease.

FINDING 9

Although infertility, unrecognized and recognized pregnancy loss, premature de-
livery, fetal growth retardation, birth defects, and abnormal development are all
components of reproductive health, studies and surveillance efforts to date have fo-
cused primarily on birth defects, fetal and neonatal deaths, and low birth weight.
Adverse reproductive effects can be mediated through males as well as females, so
it is important to study exposures of both parents. Information on infertility and
miscarriage has not been included in the VA Health Registry efforts. Moreover, data
on outcomes are available only from a single cluster study in Mississippi and the
Army Surgeon General's preliminary data evaluation. DoD launched recently a
study of reproductive healtﬂ, and the VA and DoD clinical evaluation protocols pro-
vide some surveillance of infertility, miscarriage, birth defects, and infant deaths.

The design of scientific studies to address reproductive risk associated with envi-
ronmental exposures is complex. A varfety of endpoints may occur throughout the
continuum beginning with fertility, through intra-uterine, peripartum, and neonatal
development, and continuing with effects manifested only later in childhood. Addi-
tionally, sophisticated expertise is required to document environmental exposures as
the etiology for adverse pregnancy experience. There are research groups in some
academic and federal settings that could, if deemed appropriate, conduct such com-
plex research.

RECOMMENDATIONS

e VA and DoD should include reproductive outcomes among the array of health
endpoints in surveillance programs based on medical records and individual ques-
tionnaires. Medical records, such as those to be included in the Seabees reproductive
study and the DoD reproductive health study, would be suitable to ascertain still-
birth, low birth weight, preterm delivery, and major birth defects. Questionnaires
such as those administered for the VA health registry exam could, in addition, ad-
dress questions of infertility and clinically recognized miscarriage.

e The Persian Gulf Veterans Coordinating Board should consider specific expo-
sures that are most likely to adversely affect reproductive health of women, men or
both, distinguishing between agents that would affect reproductive health only if ex-
posure occurred at or around the time of critical periods during pregnancy versus
those that might have effects that would persist after the cessation of exposure. As
specific hypotheses linking exposure and reproductive outcomes are identified, stud-
ies that are suitable to providing more conclusive results for those associations
should be designed.

o The Persian Gulf Veterans Coordinating Board should remain alert but skep-
tical about cluster studies such as those underway in Mississippi. Studies of this
kind may be valuable in suggesting etiologic hypotheses; however, they have little
promise for resolving questions about links between experiences in the Persian Gulf
and reproductive health. Population-based studies of reproductive health outcomes
are essential to resolve questions of effects of Persian Gulf War service.

FINDING 10

Women who did not realize that they were pregnant at the time were deployed
to the Gulf; others became pregnant during their service in the Gulf. These groups
of women may have been exposed to substances potentially hazardous to themselves
and to their unborn babies. A study would permit comparisons of birth outcomes
and potential adverse health effects on women exposed at different. times in their
pregnancies.

RECOMMENDATION

¢ The Persian Gulf Veterans Coordinating Board should conduct a study to com-
pare women deployed to the PG who were or who became pregnant at any time dur-
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ing the Persian Gulf War with an appropriate group of other women who were preg-
nant, but did not serve in the PGW, to evaluate potential adverse health outcomes
to the mother or child. This study should only be done if a sufficient number of
women can be identified. Efforts should be made to gather exposure information rel-
evant to service at potentially high-risk times during gestation.

FINDING 11

The committee has become aware that rosters exist that contain the names of per-
sons vaccinated with anthrax and botulinum toxoid.

RECOMMENDATION

o DoD should maintain its lists of those receiving anthrax and botulinum vaccines
for the purpose of conducting follow-up studies on these cohorts.

FINDING 12

Troops were given packets of pyridostigmine bromide (PB) pills to be taken as a
prophylactic to the threat of nerve agent exposure, at the direction of their com-
manding officer. PB by itself, in recommended doses, is a safe drug. Additionally,
DEET (N,N-diethyl-m-toluamide) and permethrin were used by the troops to pre-
vent insect bites. There is some information about the possible long-term toxicity to
humans of DEET absorbed through the skin; however there appears to be little or
no information about dermal absorption of permethrin from residues left on cloth-
ing, bedding or elsewhere. Although permethrin is generally not applied to skin, ani-
mal studies have shown that permethrin is transferred from cloth to skin, and sub-
sequently absorbed (NRC, 1994). There is little information about how PB, DEET
and permethrin might interact; interactions among these compounds are possible
and are inadequately studied.

RECOMMENDATION

¢ Studies are needed to resolve uncertainties about whether PB, DEET, and
permethrin have additive or synergistic effects. Unsubstantiated suggestions that
they may have chronic neurotoxic effects need to be tested in carefully controlled
studies in appropriate animal models. Appropriate laboratory animaf, studies of
interactions between DEET, PB, and permethrin should be conducted.

FINDING 13

Reported symptoms suggestive of visceral leishmanial infections include fever,
chronic fatigue, malaise, cough, intermittent diarrhea, abdominal pain, weight loss,
anemia, lymphadenopathy, and splenomegaly. The committee has considered two
aspects of exposure to L. tropica and resulting infection with leishmania: the occur-
rence of either cutaneous or visceral leishmaniasis; and the possibility that some
component of the poorly defined illness referred to as “Gulf War Syndrome” may re-
sult from leishmania infection.

Leishmaniasis (L. tropica) in PGW veterans has been evaluated in some very lim-
ited clinical studies, but not in epidemiological studies. The clinical studies suggest
that the complex of symptoms in the PGW veterans diagnosed with leishmaniasis
differs from what has been described in the literature for other forms of leishmani-
asis. A major limitation to further investigation and diagnosis of leishmaniasis is
the lack of an informative serologic test or other easy to use screening tests.

RECOMMENDATIONS

e The DoD Joint Technology Coordination Group II has research responsibilities
for infectious diseases of military importance and should give high priority to the
development of a screening approach to be used under field conditions expected in
deployment, and a useful diagnostic test for L. tropica. The board also should review
the status of leishmania research, with a view toward either drafting a request for
proposals for test development, or the structured coordination of existing activities.

¢ All physicians should be notified to look for symptoms that are consistent with
both leishmania infection and those reported as “GWS.” Clear instructions for fol-
low-up actions should be widely communicated through the physician community.
Veterans of Desert Storm should be notified that if they have symptoms that may
suggest viscerotropic leishmaniasis they should bring this possibility to the atten-
tion of the staff at any facility where they obtain any health care, whether it is in
the VA system or not. The latter may be particularly important due to the potential
for long-term survival of leishmania in the host.
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e When it becomes feasible, VA, DoD, or both should conduct an epidemiologic
and seroepidemiologic study of leishmaniasis in PGW veterans presenting symptoms
or conditions and appropriate controls. Special attention should center on a possible
relation between leishmaniasis and the “Eulf War syndrome.”

FINDING 14

The ecology and epidemiology of L. tropica are insufficiently studied. Many impor-
tant questions remain unanswered concerning host species, vectors, and means of
transmission to military personnel. The possible role of dogs as reservoirs of disease
and e(1‘ihe existence of vectors other than sandflies are questions that have been
raised.

RECOMMENDATIONS

e DoD should closely monitor all information regarding ecological and clinical
studies of L. tropica being conducted in the U.S. and abroad.

¢ International and U.S. researchers should be queried concerning any advances
in diagnostic techniques for identifying L. tropica.
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EVALUATION OF THE U.S. DEPARTMENT OF DEFENSE PERSIAN GULF COMPREHENSIVE
CLINICAL EVALUATION PROGRAM

EXECUTIVE SUMMARY

In July 1994, the U.S. Department of Defense (DoD) asked the Institute of Medi-
cine (IOM) to establish a committee to evaluate its Comprehensive Clinical Evalua-
tion Program (CCEP). Since their return from service in the Persian Gulf region
during Operations Desert Shield and Desert Storm, some active-duty military per-
sonnel and veterans have reported a variety of health problems that they perceived
to be associated with their service in that region. The DoD instituted the CCEP in
June 1994 to evaluate and treat the health problems of these active-duty personnel.
The DoD then asked the IOM committee to evaluate the protocol for the clinical
evaluations and to comment on the interpretation of the CCEP results that have
been obtained so far. In addition, the committee was asked to make recommenda-
tions relevant to the conduct of the clinical evaluations in the future and to the
broader program of the DoD Persian Gulf health studies, if appropriate. The pur-
pose of this report on the CCEP is to provide a comprehensive evaluation of the
magjzr issues that the committee has identified since its first meeting in October
1994.

The CCEP is a compassionate and comprehensive effort to address the clinical
needs of thousands of active-duty personnel who served in the Persian Gulf War.
The CCEP clinical protocol is a thorough, systematic approach to the diagnesis of
a wide spectrum of diseases. A specific medical diagnosis or diagnoses can be
reached for most patients by using the CCEP protocol. The DoD has made conscien-
tious efforts to build consistency and quality assurance into this program at the
many medical treatment facilities and regional medical centers across the country.
This nationwide effort was implemented relatively quickly. The committee com-
mends the DoD for its efforts to provide high-quality medical care in the CCEP and
the success it has achieved to date in developing the infrastructure necessary to effi-
ciently contact, schedule, refer, and track thousands of patients through the system.

Of the first 10,020 CCEP patients, 37% were diagnosed with a psychiatric condi-
tion, most commonly depression or posttraumatic stress disorder. Many of the psy-
chiatric diseases found in the CCEP population have both physical and psychological
symptoms and manifestations. The IOM committee encourages the DoD to empha-
size in its future reports that psychosocial stressors can produce physical and psy-
chological effects that are as real and potentially devastating as piysical, chemical,
or biological stressors. The committee also encourages the DoD to emphasize that
effective treatments exist for many of these psychiatric disorders.

There is currently no clinical evidence in the CCEP for a previously unknown, se-
rious illness among Persian Gulf veterans. If there were a new or unique illness or
syndrome among Persian Gulf veterans that could cause serious impairment in a
high proportion of veterans at risk, it would probably be detectable in the population
of 10,020 CCEP patients. On the other hand, if an unknown illness were mild or
only affected a small proportion of veterans at risk, it might not be detectable in
a case series, no matter how large. The DoD and the U.S. Department of Veterans
Affairs (DVA) are sponsoring several large research studies that may provide more
definitive answers as to whether there is a new, unique Persian Gulf syndrome.

The CCEP was not, however, designed to answer epidemiological questions. In-
stead, it was designed as a medical evaluation and treatment program. In a recent
regort on 10,020 patients, the DoD compares the symptoms and diagnoses in the
CCEP with the sym’lptoms and diagnoses in several community-based and clinically
based populations. The committee concludes that interpretations based on compari-
sons with other populations should be made with great caution and only with the
explicit recognition of the limitations of the CCEP as a self-selected case series. The
CCEP results do have considerable clinical utility, and they could be used to address
many important questions from a descriptive perspective.

The results of the CCEP can and should be used for several purposes including
(1) educating Persian Gulf veterans and the physicians caring for them, (2) improv-
ing the medical é)rotocol itself, and (3) evaluating patient outcomes. The medical
findings of the CCEP should be distributed promptly to all CCEP primary care phy-
sicians. The medical findings of the CCEP would also be of considerable value and
interest to physicians in the DVA system and in the community.

The DoD should consider developing a comprehensive document for use in the
CCEP that describes the potential physical, chemical, biological, and psychological
stressors that were present in the Persian Gulf theater. If the CCE %hysicians
could obtain a clearer picture of the possible range of exposures, they might be able
to counsel their patients more effectively.
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Walter Reed Army Medical Center staff have developed the Specialized Care Cen-
ter (SCC) for the evaluation, treatment, and rehabilitation of a small, select group
of seriously impaired patients who have been referred from regional medical centers.
The committee’s review should be considered preliminary because the program is
still early in its development. The committee believes that the DoD has taken a seri-
ous approach to the treatment and rehabilitation of these impaired patients who
have treatable, chronic diseases. If the SCC program is successful in improving the
health and functional status of its patients, perhaps the elements that are most ef-
fective in enabling the patients to cope with their symptoms could be identified. It
might then be possible to disseminate some of these elements to the DoD medical
treatment facilities, which are close to where the CCEP patients live and work.

Mr. SHAYS. Sure. We heard from a number of veterans earlier,
and I assume that all of you were in the room. Is that correct? Did
you hear the testimony of the first panel? I will start with you, Dr.
Rall, or Dr. Bailar. What is your general reaction to that testi-
mony?

When anyone passes you the mic, it is that they don’t want to
answer and it is on your shoulders.

Dr. BAILAR. Thank you Dr. Rall.

It is a difficult and touchy issue. I would like to separate the
question of caution from need for medical care. I am personally
convinced that many veterans do need medical care, whether or not
we understand why they need that.

Beyond that, I can say only that our committee is still in the
phase of fairly intensive gathering of information. We have not yet
come to the point of reaching findings or making recommendations
beyond what were in our first report, and I believe the other com-
mittee members have been trying very hard to keep completely
open minds and not form opinions too soon.

Mr. SHEEHAN-MILES. The testimony of the first panel was fairly
representative of what I work with every day. Our member organi-
zations are spread out around the country and in England.

Mr. SHAYS. Your organization, for the record, are you nonprofit?
profit?

Mr. SHEEHAN-MILES. We are a nonprofit organization. What we
do primarily is provide information, educational resources, what-
ever we can to grassroots organizations.

Mr. SHAYS. Who established this organization?

Mr. SHEEHAN-MILES. A group of Gulf war veterans. We are pri-
marily service grassroots organizations around the country.

Mr. SHAYS. It was a group of Gulf war veterans who felt that no-
body was listening and they were concerned and wanted to estab-
lish this organization; is that correct?

Mr. SHEEHAN-MILES. Yes, sir.

Major Cross. Chairman Shays, I have been to a couple—we hold
meetings on the Presidential Advisory Committee nationwide, and
I have been to a few of them myself. The testimony at those meet-
ings, as with the testimony this morning, is quite compelling, and
we will continue to hold meetings.

As a matter of fact, the next meeting of the committee is the end
of this month in Boston, and we will hear more testimony from vet-
iranz nationwide. The veterans are sick, and they just want to be

eard.

Mr. SHAYS. Dr. Nishimi.

Ms. NisHIMI. I will let Major Cross’ statement stand.
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Mr. SHAYS, I will just proceed with the three of you in the mid-
dle, and if either one of you want to jump in. It is touchy because
why, Dr. Bailar?

Dr. BAILAR. Because the medical issues are difficult to resolve,
there is a great deal at stake, and many people are quite deeply
and genuinely concerned about the ililnesses and about the re-
sponses to the illnesses.

Mr. SHAYVS. I want to make sure it is not touchy because it is a
political problem.

Dr. BAILAR. I do not have a sense, sir, that this is a political
problem. No, not at all.

Mr. SHAYS. What would be, Dr. Bailar and Major Cross, your re-
action to what Mr. Sheehan-Miles, his testimony, which differs
from your testimony? Where would you take issue with Mr.
Sheehan-Miles?

Major CrosS. I am not so sure that we necessarily take issue
with what he is saying. I think we are all addressing issues that
the bottom line is, there are no real answers to date, and there are
still more questions than answers.

I think everybody in their own way is trying to work feverishly
to get answers to satisfy the requirements of the veterans if they
are sick. Why am I sick, and what can be done to keep me healthy?

Mr. SHAYS. I think he is saying more than that.

Dr. Bailar.

Dr. BAILAR. My testimony is distinctly more upbeat, and it may
be, though I can’t confirm this, because I am focusing on what has
happened in the last 18 months on the research side. Our commit-
tee was not charged with looking at the medical care that was de-
livered, and I don’t know what we might have found if we had been
so charged.

Mr. SHAYS. Why should I be impressed with the Registry?

Dr. BAILAR. You mean the VA Registry. I think it is a way to get
information on the record about very large numbers of veterans
who have or may develop symptoms, and it may be an aid to the
future diagnosis and medical care that they need. As I said,
though, it is not a research tool. It was not developed to be a base
for research or investigating the causes and specific outcomes of
these illnesses.

Mr. SHAYS. Major Cross, why should I be impressed with the
Registry? What is so impressive about it?

Major Cross. I am not so sure you should be impressed, nor am
I. However, speaking on behalf of the committee, that is an area
that we have yet to look into but are definitely going to look into.

Let me say this, Chairman Shays, not to cut you off. In the meet-
ings that I have gone to and even talking with some of the veteran
service organizations, veteran registration has touched just a frac-
tion of the veterans out there that are eligible.

Why the hesitation of the veterans not to participate in the reg-
istry? I am not sure, being a veteran myself. 1 signed up for the
Registry. It has been a positive experience for me. But long term
to help the veterans, I think everyone owes it to themselves to get
themselves into the system.

Mr. SHAYS. Mr. Sheehan-Miles, why would I be impressed or
unimpressed with the Registry?
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Mr. SHEEHAN-MILES. I think the VA Registry can be a valuable
tool in that it will give us the first indications of what large num-
ber of symptoms that we are seeing. That is where we first started
to understand that there were patterns of illnesses, whereas one
veteran in North Dakota might suddenly read in the paper that
6,000 other veterans around the country have the same symptoms
he has, and that raises the question suddenly whether something
similar happened to them.

Mr. SHAYS. One of the things I don’t want to do is, I don’t want
to be a committee chairman who basically, from the sideline, lobs
a lot of bombs and sees faults and then tries to pick it apart, be-
cause everyone is well meaning on this. But from the outside look-
ing in, I am not impressed much at all because policy, theoretically
looks to me like it could do something, but it doesn’t strike me that
there is any energy involved in it.

It strikes me that every veteran who went to the Persian Gulf
should be personally contacted, they should be encouraged to par-
ticipate and they should be asked some pertinent questions.

Is this happening Dr. Bailar?

Dr. BAILAR. I think it is not happening in an effective way. I
can’t tell you whether there have been at least minor efforts to con-
tact every veteran, but I am not aware of any major effort, any con-
solidated, concerted, long-term effort on the part of any Govern-
ment agency to contact every veteran and encourage them; that is,
every Gulf war veteran; encourage them to get into the Registry.

Mr. SHAYS. Major Cross, why hasn’t your advisory committee
weighed in more on this issue? Is it just limited resources? Because
it seems like a no-brainer to me.

Major Cross. I understand what you are saying. We only began
to meet in August.

Mr. SHAYS. August of this last year?

Major CrosS. Yes, sir. There is nothing in the interim report, but
that is a concern of ours. We do make mention of the fact. We also
h}elw% zome recommendations to better that message coming from
the .

There is still a lot more work needs to be done on this issue. We
are just not there yet.

Mr. SHEEHAN-MILES. Mr. Chairman, I think part of the concern
here—and this is an issue that we have tried to raise before—VA’s
outreach programs aren’t that bad. Even myself personally, shortly
after I was discharged from the Army, I received a pamphlet in the
mail describing benefits available to Persian Gulf war veterans.

However, when a veteran or his family, for instance, goes to try
and get help and they can’t get help at the local VA hospital, then
the outreach efforts have failed, because they went in and were un-
able to get help.

Our real argument is with the actual implementation of medical
care by the doctors at the VA hospitals around the country, and
most of these doctors are perfectly good doctors but are not familiar
with the kinds of illnesses you are going to see from the kind of
exposure we had.

Mr. SHAYS. I happen to believe that the worst thing that can
happen is someone so convinced that they are sick and so unhappy
that people don’t see that—that they are focusing on how much, on
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how sick they feel that from the standpoint of a positive reinforce-
ment of trying to lick that sickness, it makes it even more difficult.

I wish every veteran could be convinced that DOD and the De-
partment of Veterans Affairs were convinced that they had a very
serious problem. The acceptance that you have a serious problem
would lead to how we make you well; instead of someone having
to go out of their way to convince others of the illness part of it.

It seems to me that we should be accepting a lot of their reality
and then seeing how we can help them.

What I find particularly troubling is a number of these veterans
think they will get worse rather than better. That is not a healthy
attitude, but I understand why.

I am troubled, Mr. Cross. I realize that you all started in August,
but I am troubled by the fact that there are too many questions
that remain. Mr. Sheehan-Miles had a number of very severe criti-
cisms of what is happening. It wasn’t just focus and urgency; it was
a lot more than that. There were some very practical concerns. You
all don’t take issue with his comments. I am gathering because 1
asked the question.

Dr. NisHiMI. In fairness to Major Cross, I wouldn’t characterize
that the advisory committee takes issue with Mr. Sheehan-Miles’s
testimony or does not. Mr. Sheehan-Miles’s testimony, a great deal
of it, focused on clinical care issues and access to services and
treatment, and those are two of the highest priority issues for the
committee between now and the end of its final report.

It’s such a complex matter, however, that we felt that in the
short time available between the committee’s first deliverable and
interim report, it deserved greater scrutiny and more justice than
that time. It is not that the committee would take issue with Mr.
Sheehan-Miles’s recommendation.

Mr. SHAYS. Mr. Sheehan-Miles, how do you respond to that?

Mr. SHEEHAN-MILES. We have certainly seen that. We have
worked with the Presidential committee and watched them as they
went through their hearings, reviewing very specific issues. I think
my real concern is that after several years have gone by, and the
Institute of Medicine and the Presidential advisory committee and
all the different committees that reviewed this

Mr. SHAYS. Your problem is that they started in August, that it
has taken to August before this whole activity started. Blame the
Congress and blame the White House, both, in that sense? Is that
your point? ,

Mr. SHEEHAN-MILES. Essentially, yes, sir.

Mr. SHAYS. I interrupted you, but I just want to make sure that
I am putting Congress in this as well.

Any other comment you want to make, any of you? Any question
you would have liked me to have asked?

Major Cross. Chairman Shays, let me put in my 2 cents worth.
Being a Gulf war veteran, I guess I fall into the category of not suf-
fering from any illnesses as a result of that war.

And T also want to say that I think my experience with the VA
is actually a positive experience. And I want—you know, we have
been on a little negative—and I am not saying that they are com-
pletely without fault, but I think in some cases they are trying to
do their best in reaching veterans.
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I had a representative from the Boston VA Hospital actually give
a briefing to Gulf war veterans in my reserve unit about 6 months
after I returned. My reserve unit at the time was in Massachusetts.
So, I voiced a concern with this woman, she traveled on a Sunday
afternoon to give this brief, which I thought was applaudable. And
I voiced my concern, because I wasn’t from the Massachusetts area;
I was from Connecticut.

And she gave me the name of an individual in Connecticut, and
I was actually one of maybe the few that were contacted by the
Connecticut VA out of Newington, and they called and we set up
an appointment and I went in for the appointment and had a full,
100 percent physical. And I don’t think I got special treatment, but
I guess what I sense is, the system worked well for me, but I am
hearing it doesn’t necessarily work well for others.

Mr. SHAYS. Yes, sir? Just a little louder, please.

Mr. SHEEHAN-MILES. Mr. Chairman, one of the things I would
like to point out here—and this is an issue that I would fully con-
cur with Major Cross on—in my own case, I have gone to the VA
hospital over a perfectly normal medical problem and got fairly
quick and good response.

It is the undiagnosed illnesses where we are seeing the problem.
It is the illnesses that are slightly unusual where the doctors and
the staff are not necessarily that familiar with them and, con-
sequently, they will run through the same kinds of batteries of
tests over and over again, and the results don’t meet what you
would expect to normally see. There is not really that much of an
argument that for a simple—for instance, if you went in with a bro-
ken leg that any VA physician could fix that broken leg with a min-
imum of difficulties.

Mr. SHAYS. When we do investigative work like that, we find
that it’s not one person’s fault. We find, collectively you meet the
enemy and it is us, it is all of us. One side could do a little bit more
and the other could do a little bit more, and if we collectively did
that, we would have a winning team.

My problem is that I believe—as I have seen this and why we
wanted to enter this is that we are failing our veterans, and I think
we are well-intended and the Department of Veterans Affairs isn’t
before us today. We wanted to just lay out some of the challenges.
This is not an indictment of them. It's not an indictment of anyone
yet, but it is an indictment that there is a failure.

Dr. Bailar, you said you wanted to separate the cause and the
need for medical care. I think there is a validity in that in the
sense that, let’s make sure they are getting the care they deserve
and then at the same time look for the cause.

I need to end my question by asking each of you—and we have
to be candid with each other. The issue is, first, is your govern-
ment, is Congress, is the White House, is the Department of Veter-
ans Affairs doing all that it can to properly treat veterans, one; and
is it doing all that it can to search for the illness?

And I am willing to separate those two and I will start with you.

Dr. BAILAR. As I said, we have not looked at the program of med-
ical care. I believe that the VA and the DOD are both undertaking
appropriate kinds of research programs. And if these are faithfully
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carried out, I think they will give us answers to the most pressing
questions.

Mr. SHAYS. Well, we need those answers soon.

Dr. BAILAR. Yes.

Mr. SHAYS. Mr. Sheehan-Miles.

Mr. SHEEHAN-MILES. I think my answer to both questions, both
on the research and the medical care issue, is that, no, they are
not doing enough.

Mr. SHAYS. No, we're not, OK.

Major Cross.

Major Cross. I would have to agree with Mr. Sheehan-Miles;
they are not doing enough. The search, however, for a cause and
effect is ongoing. There just needs to be better coordination. I
would agree with what Mr. Sheehan-Miles said earlier. It’s almost
a chance encounter.

If you go to a lot of VA facilities with a broken leg, you can fix
that; that is well detailed and medical analysis of what is wrong.
But somebody with unexplained illnesses talking to a doctor that
may not be familiar with the Gulf war veteran syndrome, there is
a definite disconnect there, and the treatment would probably be
wrong for the patient.

Mr. SHAYS. Thank you all very much. I appreciate you being
here. It may be that we’ll invite you back in one of our later hear-
ings. Thank you so much for coming.

We will conclude with our third panel. Our third panel is com-
prised of five individuals, Matthew Puglisi, assistant director of
National Veterans Affairs, The American Legion; testimony from
Lennox Gilmer, associate legislative director, Disabled American
Veterans; Kelli Willard-West, director of Government Relations,
Vietnam Veterans of America; Dennis Cullinan, deputy director of
National Legislative Service, Veterans of Foreign Wars; and Scott
Vanderheyden, Gulf war coordinator, Vietnam Veterans Agent Or-
ange Victims, Inc.

[Witnesses sworn.]

Mr. SHAYS. For the record, all five of our witnesses have an-
swered in the affirmative. Thank you very much. Please be seated.

STATEMENTS OF MATTHEW L. PUGLISI, ASSISTANT DIRECTOR
OF NATIONAL VETERANS AFFAIRS, THE AMERICAN LEGION;
LENNOX E. GILMER, ASSOCIATE NATIONAL LEGISLATIVE DI-
RECTOR, DISABLED AMERICAN VETERANS; KELLI WILLARD-
WEST, DIRECTOR OF GOVERNMENT RELATIONS, VIETNAM
VETERANS OF AMERICA; DENNIS CULLINAN, DEPUTY DIREC-
TOR OF NATIONAL LEGISLATIVE SERVICE, VETERANS OF
FOREIGN WARS; AND SCOTT VANDERHEYDEN, GULF WAR
COORDINATOR, VIETNAM VETERANS AGENT ORANGE VIC-
TIMS, INC.

Mr. SHAYS. I think what we’ll do is just go right down the list
here. And let me say that you honor our committee by your pres-
ence.

I appreciate your being here, and I make an assumption that you
all have been here for a bit, so you can feel comfortable also re-
sponding to what you have heard earlier. That is important for the
public record, to have that response, and we don’t view it as going
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after someone else. We simply view it as a way to help us see
where the disagreement is and where the solutions are.

So we will start with you, Mr. Puglisi.

Mr. PuGLisl. Thank you, Mr. Chairman, for inviting The Amer-
ican Legion to testify today about the Department of Veterans Af-
fairs’ efforts on behalf of Gulf war veterans. I would like to focus
my comments on the VA’s efforts to compensate these veterans for
the illnesses they have, not only for the sake of time, but also be-
cause it hasn’t been focused on, up until now, teday too much.

And I would also like to talk briefly about some of the things
that The American Legion has been doing on behalf of Gulf war
veterans.

Five years ago the United States and coalition smashed the Iraqi
Army during Operation Desert Storm, and the cost of blood, though
dear, was much less than any could have dreamed. The long-term
costs of the brief war, however, continue to confront us at home.

Besides the veterans who suffered wounds, injuries and disease,
directly and indirectly related to combat and overseas deployment,
thousands are suffering from a chronic illness or illnesses known
as Gulf war syndrome. The Veterans Benefits Improvement Act of
1994 enabled VA to pay disability compensation to Gulf war veter-
ans who suffered from undiagnosed symptoms. The purpose of this
law was to help Gulf war veterans with a service-connected disabil-
ity, Gulf war syndrome, until their symptoms were treated because
of medical breakthroughs.

The American Legion has learned that VA is not compensating
the vast majority of these veterans who have applied for compensa-
tion. The American Legion has reviewed a representative sample of
undiagnosed illness claims with American Legion power of attorney
and we have found that only 4 percent were granted, 73 percent
were denied, and 23 percent were partially denied. The partial de-
nials mean that some of their symptoms or complaints filed for
were denied, some were granted.

What we found in that 23 percent, the vast majority of grants
were for things that aren’t related to undiagnosed symptoms or
Gulf war syndrome—residuals from a broken leg or arthritis or
other things that are fairly common within the medical community.
These numbers show that thousands of veterans who are sick from
their wartime service in the Persian Gulf are being denied benefits.
The intent of the law is clearly not being met.

The American Legion’s review also found that there is no uni-
formity among the four area processing offices that adjudicate
these claims and little training has occurred to prepare their em-
ployees to process these claims. We therefore recommend that VA
immediately coordinate its processing of Persian Gulf undiagnosed
illness claims to create a more uniform and professional system.

Another finding was that 19 percent of the denial letters sent to
veterans were inadequate when judged according to VA’s own regu-
lations and Court of Veterans Appeals decisions. That signifies that
on top of denying the vast majority of these claims, the VA is not
properly informing one out of five veterans whose claims were de-
nied why they were denied. We therefore recommend VA conduct
an intensive outreach and followup effort with Gulf war veterans
whose undiagnosed illness claims have been denied.
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The American Legion has undertaken a focused effort to fill the
health care and disability compensation gap created by the Federal
Government’s inconsistent response to Gulf war veterans. Our fam-
ily support network has given over $500,000 to Gulf war veterans
in financial need since Operation Desert Storm. We are conducting
a systematic review of all the ongoing scientific studies examining
Gulf war syndrome to ensure that they meet the highest scientific
standards. To date, we have found some gaps in the research stud-
ies, including birth outcomes, and also comparison and inappropri-
ate control groups and some of the epidemiology studies.

The American Legion is uncovering and examining evidence of
troops’s exposure to chemical and biological warfare agents during
Operation Desert Storm through the use of the Freedom of Infor-
mation Act and other means. To date, we have found the Depart-
ment of Defense’s assertion that such exposures did not occur to be
preposterous and counterproductive to the objective scientific study
of Gulf war syndrome.

We have undertaken a number of outreach efforts to include a
toll-free number, a site on the World Wide Web, radio public serv-
ice announcements and numerous American Legion magazine arti-
cles that discuss Gulf war syndrome and the illnesses of Gulf war
veterans.

Behind each statistic stands a veteran and behind each veteran
stands a family. Thousands of veterans returned from the Gulf war
suffering from an illness or illnesses caused by one, some, or all of
the environmental hazards they were exposed to 5 years ago.

There is no known treatment. The cold numbers that I just relat-
ed to the committee equate to thousands of veterans denied help
from the Government. The cold numbers equate to thousands of
family members who suffered through financial hardships because
the veteran cannot perform well on their jobs or perhaps they have
lost their job because of illness.

In conclusion, thousands of Gulf war veterans who suffer from a
severe service-connected disability known as Gulf war syndrome
are not receiving health care or compensation from the VA. In
order to alleviate this problem, the VA must aggressively move to
change the regulations and practices that have allowed this to
occur so America’s newest generation of war veterans and their
families are given the treatment that they deserve.

Thank you, Mr. Chairman for inviting The American Legion to
share its findings and recommendations today. The committee has
done the Gulf war veterans a great service by conducting these
hearings, and we are confident that the hearings will result in posi-
tive changes in how the VA approaches the illnesses that afflict
Gulf war veterans.

N{r. SHAYS. Thank you for your kind words. That is certainly our
goal.

[The prepared statement of Mr. Puglisi follows:]

PREPARED STATEMENT OF MATTHEW L. PUGLISI, ASSISTANT DIRECTOR OF NATIONAL
VETERANS AFFAIRS, THE AMERICAN LEGION

Five years ago, U.S. and Coalition Forces crushed the Iraqi Army durini Oper-
ation Desert Storm costing much less in blood than many had dreamed. The long
term costs of the brief war, however, continue to confront us at home. Besides the
veterans who suffered wounds, injuries and diseases directly and indirectly related
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to combat and overseas deployment, thousands are suffering from a chronic ailment
or ailments, the media has called “Gulf War Syndrome.”

In 1991, many returning veterans reported symptoms of fatigue, skin rash, mem-
ory loss, joint pain, and other syraytoms that health care officials could not easily
diagnose. Gulf War Syndrome (GWS) is a complex of ill defined and often poorly
characterized symptoms. It may not be one distinct illness, but several. The ongoing
and future scientific studies should help determine a better case definition. Today,
The American Legion will focus on the GWS, the Department of Veterans Affairs’
responsiveness and The American Legion’s efforts on behalf of Gulf War veterans.

- UNDIAGNOSED ILLNESS DISABILITY COMPENSATION

In November 1994, the President signed Public Law 103—446, the “Veterans’ Ben-
efits Improvements Act of 1994.” This was a bold, unprecedented approach to the
payment of compensation for service-connected disability. For the first time, Persian
Gulf veterans whom VA told “we don’t know what is wrong with you” could receive
compensation for undiagnosable conditions that directly impacted on their ability to
work. In response to the legislation, VA issued regulations grescribin how this type
of claim would be adjudicated. What was hailed as groundbreaking legislation and
what seemed as a “liberal” claims process, has generally not met the needs of most
ill Gulf War veterans. The intent of P.L. 103-446, that Gulf War veterans who are
ill would be compensated until GWS was defined and a treatment developed, is not
currently being achieved.

The American Legion is currently completing Phase I of a review of a representa-
tive sample of its undiagnosed illness compensation claims adjudicated by VA in
which The American Legion holds the power of attorney. To date, The American Le-

ion has completed its review in three of the four Persian Gulf Area Processing Of-
ces (APO). The size of the cohort examined, 115, will be large enough to provide
findings that are significant for the universe of undiagnosed illness claims.

The most significant findings of this review are that 4% of the claims were grant-
ed, 73% were denied, and 23% were partially granted (see attached chart). Further-
more, 19% of the denial letters sent to the veterans were inadequate according to
VA’s own regulations and Court of Veterans Appeals (COVA) decisions.

The majority of the reasons for denial given by VA was the symptoms did not be-
come manifest to a compensable d’f;iree of 10% within the required two years of the
veteran leaving the Persian Gulf Theater. As a matter of law, VA determined such
claims were not “well grounded” or “possibly plausible.” Under these circumstances,
VA still has a duty, as spelled out by the Court of Veterans Appeals (COVA), to in-
form the veteran what evidence would make the claim “possibly plausible.” Qur pre-
liminary findings do not show that VA consistently met its mandate “to inform,”
which may have contributed to the low allowance rate for these claims.

Phase II of The American Legion’s review will begin soon after the data from
Phase I is collected, analyzed and disseminated to American Legion Service Officers
in the field. Phase IT will follow-up with the individual veterans who have filed
these claims, and determine what their experience was like with the VA system.
The findings from Phase II will be used to help VA fix a benefits program that is
not meeting the intent of the law.

The APOs were advertised by the VA as places where a(llﬂ’ludicators would receive
special training to handle Persian Gulf War undiagnosed illness claims. In reality,
the specialized training has been only minimal and the four APOs each process
these claims in a different and inconsistent manner. We have found this has had
aln adverse impact on the allowance rate and the quality of the processing of these
claims.

PERSIAN GULF WAR HEALTH REGISTRY

The Persian Gulf War Veterans Health Registry was created in 1992 in response
to the oil well fires ignited by Iraqi forces before the start of the ground war, and
the fears that veterans’ present and future health would be affected by inhalation
of the oil smoke The original goals of VA’s Registry were to provide a “baseline”
physical for ill veterans, identify veterans who were ill and document the most com-
mon symptoms and complaints.

The VA’s registry does not give the full picture concerning the prevalence of GWS
among veterans who seek registry exams because of its reporting procedures. Al-
though not designed to be an epidemiological study, the Registry collects important
data for VA and other researchers.

At one point, VA’s data forms allowed veterans to list only the “top” six symp-
toms. If a veteran had more than six symptoms (which most did), they had to
prioritize them as the most painful or persistent. Therefore, many of the symptoms
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were ignored as minor in nature. If a veteran listed aching joints, memory loss, fa-
tigue, diarrhea, chest pains and bleeding gums, a skin rash would not be addressed.

A major problem with the Registry and the claims adjudication process is that
medical doctors in the Western World are trained to diagnose diseases. VA doctors’
“natural instinet” is to assign a diagnosis or diagnoses to the symptoms that Gulf
War veterans experience. These diagnoses go to the VA Central Office in the form
of internationally recognized diagnostic codes (ICD-9 Codes). VA has concluded from
this data that 1) most of the veterans on the registry receive diagnoses and 2) the
VA cannot see anything new or mysterious in the data it has collected, and Gulf
War veterans are suffering from the same types of medical problems as are found
in the general population.

What VA has been missing is the importance of reported symptoms, particularly
if the veteran’s symptoms were initially diagnosed as a psychological illness. Major
Depression and Somatoform Disorder have overlapping symptoms with GWS, as
does Chronic Fatigue Syndrome, Fibromyalgia, and Multiple Chemical Sensitivity.
Yet one patient can receive different diagnoses with the same symptoms from dif-
ferent doctors because the diagnoses depend on the training and sensitivity of the
examining doctor This is true in VA and any other health care system. Getting a
second opinion from a medical doctor is a natural habit of Americans. Once a VA
medical doctor makes a diagnosis, however, the VA then concludes that the veteran
is not suffering from GWS. Therefore, the inclination to diagnose may mask data
in determining the real prevalence of GWS among veterans who have received Reg-
istry exams. This is a function of GWS not being well defined and being novel.

When one examines the Registry data by reported symptoms, however, particu-
larly the five most common complaints (fatigue; skin rash; headache; muscle, joint
pain and memory loss) one begins to see a different picture. On average, VA as-
signed diagnoses to 86% of the symptoms reported on Registry examinations (as of
July of 1995). That leaves 14% of the reported symptoms as undiagnosed. That is
significant not only in and of itself, but also when one asks a legitimate question:
how many of those symptoms are really misdiagnosed? This is not to suggest that
the VA is staffed by incompetent doctors, but it recognizes that Western medicine
is geared towards diagnosing illness. With so many ailments similar to GWS, one
must analyze the frequency of complaints to understand prevalence of illness. VA
originally described GWS as primarily recognizable psychological diseases when it
first examined Gulf War veterans.

The true extent of GWS can only be determined by ongoing epidemiology studies.
In the meantime, in order to determine its prevalence in Gulf War veterans in the
VA Registry, one must examine the reported symptoms, not just the diagnoses.

One of the key questions that arises from evaluating the Registry data is: what
is happening to those veterans that complain of the most common symptoms? What
is the outcome of their visit to the VA? Are they getting better, or are they slipping
through the cracks? The VA is conducting a study out of its East Orange, New Jer-
sey Medical Center to determine this, and The American Legion is designing its own
study to examine this question as well. Our hypothesis is that these veterans who
complain of the symptoms are not receiving the proper follow-up and treatment they
deserve. These studies should prove or disprove this hypothesis.

THE AMERICAN LEGION’S SERVICE TO GULF WAR VETERANS

Temporary Financial Assistance (TFA)

An integral part of our Family Support Network, TFA has provided over $500,000
in grants to Gulf War veterans and their families in need. The grants are typically
used to provide a temporary financial boost during a crisis, or to help families who
have a sick Gulf War veteran in the household. Veterans who have received TFA
are actively followed-up by The American Legion in order to ensure that they have
overcome their hardships. If they have not, The American Legion is prepared to help
them once again.

Undiagnosed Illness Claims Study

Phase I, initial data collection is almost completed. The data collected will be used
to educate American Legion service officers in order to enhance their service to Gulf
War veterans. Phase II will follow-up with veterans who have filed these claims
with Amencan Legion Power of Attorney and its findings will help determine what
changes the VA must initiate to get compensation to sick Gulf War Veterans.
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STUDIES, RESEARCH AND ADVISORY PANELS

University of Connecticut Health Center

Dr. Michael Hodgston M.D., M.P.H., Associate Professor of Medicine is providing
The American Legion with medical advice concerning GWS. He is reviewing over 40
public and private studies currently being conducted. He is also designing a study
specifically for The American Legion to examine outcomes of the Registry exams for
veterans who complain of fatigue, joint and muscle pain, headaches, and memory
loss. The hypothesis is that because the VA is dependent on diagnoses in tracking
Gulf War veterans, it is net properly following symptomatic Gulf War veterans.

Chemical and Biological Warfare (CBW) Agents and Exposures

There are a number of solid and anecdotal reports concerning troops in Desert
Storm being exposed to CBW agents. The Department of Defense’s insistence that
such exposures did not occur, although preposterous in the face of such strong evi-
dence, prevents the VA from conducting appropriate scientific research examining
CBW exposures and GWS. The American Legion has, therefore, requested a large
number of classified documents and reports that should shed some light on this
issue, and is cooperating with private researchers who are conducting scientific
studies into CBW exposures and symptoms.

Economic Impact Study

One out of five service members in the Gulf War was a mobilized Reservist or
member of the National Guard. The American Legion has helped thousands of them
make the transition back to civilian life. However, it has become apparent that mo-
bilization has had a negative lingering impact on these veterans. The American Le-
gion is therefore designing a study that will measure the financial impact mobiliza-
tion had on these veterans. The findings of the study will be used to seek changes
in the laws and regulations governing mobilization to ensure that 1) Gulf War veter-
ans are aided in their continuing transition and 2) future veterans who are mobi-
lized have more of a safety net in place for their return home.

VA’s Persian Gulf Expert Scientific Committee

The American Legion sits on the committee composed of medical and scientific ex-
perts both inside and outside the federal government. The committee examines all
aspects of patient care, possible medical diagnoses, and provides medical consulta-
tion to the VA. The American Legion has been a vocal advocate for Gulf War veter-
ans on this committee.

Coalition Veterans

The American Legion is in close contact with a number of veterans groups in the
United Kingdom, Denmark, Norway and Canada.

OUTREACH

The Internet

The American Legion introduced a Homepage on the World Wide Web in Feb-
ruary 1996. A Gulf War site is on the Homepage, and it will evolve into a valuable
resource for Gulf War veterans, their families, their advocates, and researchers in
the months to come.

The American Legion Magazine and The Dispatch

Several past issues have been dedicated to Gulf War veterans and GWS, and the
May 1996 issue of the Magazine will feature Gulf War veterans, their families and
their advocates.
Toll Free Telephone Number

1-800-433-3318 will put a veteran in touch with the nearest American Legion
Service Officer and Post who can help this veteran with any problems or disabilities
he or she may confront.
Radio Public Service Announcements

Airing later this month they will announce The American Legion’s toll free num-
ber and encourage Gulf War veterans in need to contact The American Legion.

CONCLUSION

Thousands of Gulf War veterans who are symptomatic for the illness, or illnesses
known as GWS are not receiving health care or compensation from VA. This fact
is not to deny that VA is treating and compensating thousands of Gulf War veter-
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ans, many who may also suffer from GWS. The problem, nevertheless, is acute and
demands the immediate action of the VA to fix.

The American Legion therefore offers the following recommendations:

1) VA should aggressively move to educate its medical doctors about newly de-
fined illnesses (Chronic Fatigue Syndrome and Fibromyalgia) that are commonly
misdiagnosed as psychological illnesses, the VA should also discourage their doctors
from giving diagnoses for common symptoms of GWS unless thorough diagnostic
testing confirms the diagnosis. This action will ensure that the data derived from
the Registry is accurate.

2) VA should immediately coordinate its processing of Persian Gulf undiagnosed
illness claims to create a more uniform and professional system. The four APOs are
organized differently to adjudicate these claims, and the inconsistent adjudication
may negatively affect the outcomes of the claims process.

3) VA should conduct an intensive outreach and follow-up effort with Gulf War
veterans whose undiagnosed illness claims were denied.

The American Legion has actively supported Gulf War veterans and their families
since August 1990. In October 1990, The American Legion created the Family Sup-
port Network. Today, The American Legion continues to serve Persian Gulf veterans
and their families at the community, state and national level through 15,000 local
posts and 3 million members, and an array of Hrograms. As of February 1996, The
American Legion has spent nearly a million dollars on the Persian Gulf health care
issue.

Thank you for this opportunity to testify today.

THE AMERICAN LEGION

Percent

Undiagnosed illness claims:
Granted 4
Denied 73
Partial denial 23

Mr. SHAYS. Ms. Willard-West.

Ms. WILLARD-WEST. Chairman Shays, I am pleased to have this
opportunity to present a statement on behalf of Vietnam Veterans
of America.

VVA appreciates your concern and initiative in conducting these
hearings. We look forward to working with you to ensure that vet-
erans and their families receive the highest level of service.

While VVA is a single generation organization, members are
deeply concerned for all veterans. Thousands of Vietnam veterans
continue to serve on active duty and in the reserves, and many
more have sons and daughters who served in the Persian Gulf. The
founding principle that VVA members take very seriously is never
again shall one generation of veterans abandon another.

The obvious bond between Vietnam veterans and Gulf war veter-
ans is the Government’s response to mysterious illnesses. The Gulf
war veterans’ experience is virtually parallel to that encountered
by Vietnam veterans exposed to Agent Orange. Fortunately, the
Government began to take Gulf war veterans’ health problems seri-
ously after a much shorter period of resistance. We commend Con-
gress for early responsiveness and prodding, and comimend the ad-
ministration for taking appropriate actions in the last 3 years. This
has saved 20 years of indifference Agent Orange victims suffered.

Though VVA takes issue with some of the DOD and VA actions,
we do believe that some good-faith efforts are being made in vary-
ing degrees by each department. Regarding health care, VA should
make sure care providers use up-to-date testing and treatment pro-
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tocols. This information, as Mr. Sheehan-Miles indicated, doesn’t
seem to be disseminated readily through the large VA system.

Many physicians conduct exams, make diagnoses and prescribe
treatments with outdated, incomplete or inaccurate background in-
formation. Similarly, VA Persian Gulf health registry protocols are
designed to detect illnesses likely to be contracted in civilian life,
not the effects of identified combat toxins.

Agent Orange-exposed veterans continue to face these problems,
having to fight for dioxin exposure testing. As such, registry exam
data is of minimal use to clinicians nor is it useful for research and
statistical purposes.

Though VVA is not wholly satisfied with operations of these reg-
istry and priority care programs, it is critical that Congress reau-
thorize them, as both will expire at the end of this year. Otherwise,
these veterans may be denied health care while waiting for modern
science to catch up with their medical conditions.

Regarding research recommendations, VVA doesn’t proclaim ex-
pertise in this area, though we do note certain trends that are
reminiscent of the Agent Orange debacle. The VA needs to place
more emphasis on epidemiological studies and on analysis of treat-
ment modalities rather than simply attempting to find the cause.
This is critical in learning how to provide the most effective, high-
est quality care for Gulf war illness.

Additionally, VVA has been disappointed by the minimal re-
search on any potential correlation between birth defects and Gulf
war service. Disproportionately high rates of miscarriages, still-
births and birth defects continue to haunt Vietnam veterans’ chil-
dren and even their grandchildren.

Finally, logic lends support to the theory that Gulf war illness is
caused by an extraordinary mix of toxic chemicals and endemic dis-
eases in the Persian Gulf theater, yet both DOD and VA seem to
be searching for a single cause. The search for a single cause is
misleading and not useful for suffering veterans.

Regarding disability compensation, VA appears to be denying
some Gulf veterans’ claims, just as my colleague noted, in part be-
cause of adjudicator errors. VVA is aware of at least one Gulf war
veteran who was wrongly denied benefits when the VA completely
misstated the regulation. This was a claim that was processed at
the Philadelphia regional office.

Additionally, comp exams have given inappropriate diagnosis of
one or more symptoms while ignoring the complete health profile
which may point to the undiagnosable illness. VA physicians and
adjudicators should receive more training on the intricacies of the
law in order to develop and process claims more consistently and
appropriately.

Also, given the lack of conclusive data on the cause or causes of
Gulf war illness, VVA recommends that the arbitrary 2-year time
restriction on filing claims be eliminated. Currently, veterans are
required to file a claim within 2 years of leaving the theater. Veter-
ans have no guarantee that their maladies will develop during that
timeframe. Elimination of the restrictive time period would ensure
that all Gulf war veterans who may become ill are eligible to apply
for disability compensation.
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In closing, I am pleased to note that VVA National President Jim
Brazee recently announced a grant of office space and the start of
collaborative efforts between VVA and the National Gulf War Re-
source Center. VVA is honored and proud to work with and support
our Persian Gulf war colleagues.

Mr. Chairman, this concludes my prepared statement, and I
would be happy to respond to any questions.

Mr. SHAYS. Thank you very much.

[The prepared statement of Ms. Willard-West follows:]

PREPARED STATEMENT OF KELLI WILLARD-WEST, DIRECTOR OF GOVERNMENT
RELATIONS, VIETNAM VETERANS OF AMERICA

PERSIAN GULF WAR ILLNESS—THE NEXT AGENT ORANGE

Chairman Shays and members of the Subcommittee, I am pleased to have this
o%ortunity to present a statement on behalf of Vietnam Veterans of America
(VVA). VVA appreciates your concern and initiative in conducting these hearings to
evaluate the federal government’s responsiveness to veterans of the Persian Gulf
War. We look forward to working with you on these sensitive issues to ensure that
veterans and their families receive the highest level of service from the Department
of Veterans Affairs.

While VVA is a single-generation organization representing veterans of the Viet-
nam era, our membership is deeply concerned about the plight of all of veterans—
particularly those who serve in times of military conflict. As a result of the neglect
and indifference suffered by some veterans from an ungrateful post-Vietnam nation,
VVA was formed in 1978 to represent the unique needs of this generation. The
founding principle that VVA members take very seriously is. “Never again shall one
generation of veterans abandon another.”

has been supportive of American troops serving in Grenada, Panama, the
Persian Gulf, Somalia and Haiti. Similarly, troops currently serving in Bosnia and
all future theaters of conflict can count on the support of Vietnam Veterans of
America. And the veterans of all these military involvements can count on VVA’s
sugﬁort, as well.
ere is an obvious bond between Vietnam veterans and Gulf War veterans which
ﬁoes far beyond the basic warrior camaraderie. The mysterious illnesses experienced
y veterans of the Gulf War and the manner of the government’s acknowledgment
and response are virtually parallel to those encountered by Vietnam veterans ex-
Eosed to Agent Orange. However, in the case of Gulf War veterans, the government
egan to take their health problems seriously after a much shorter period of resist-
ance.

VVA certainly shares many of the concerns raised by the Presidential Advisory
Committee on Gulf War Veterans’ Illnesses in its Interim Report, and actually
would like to see further issues addressed by an independent, non-governmental
commission. Nonetheless, we must commend Congress for its early responsiveness
and prodding, and commend the Administration for taking appropriate actions in
the past three years. These compassionate responses have saved many veterans and
their families the 20 years of indifference that Agent Orange victims suffered.
Though VVA takes issue with some of the Department of Defense (DOD) and De-
partment of Veterans Affairs (VA) actions, we do believe that good faith efforts have
been made in varying degrees by each department.

VA HEALTH CARE

Gulf War veterans are eligible under Public Law 104-110 for “priority care” from
the VA for conditions related to Persian Gulf Syndrome. Agent Orange and radi-
ation-exposed veterans have comparable eligibility. Theoretically, this well-inten-
tioned measure ensures that veterans, whose medical conditions cannot be conclu-
sively proven to be service-connected based upon current scientific data, are not de-
nied VA health care for conditions likely to be service connected. Although consist-
ent implementation of this law (or any other) throughout a large agency like VA
is virtually impossible, more needs to be done to educate health care provigers about
up-to-date testing and treatment protocols in the environmental medicine arena. In-
formation about new theories and methodologies does not seem to be disseminated
readily. Thus, many physicians conduct exams, make diagnoses and prescribe treat-
ments with outdated, inaccurate or incomplete background information about these
complex medical conditions.
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It is reported that the VA Persian Gulf Health Registry exams are not done con-
sistently nor are the exposure-appropriate tests being conducted in most instances.
The VA Registry protocols are designed to detect illnesses likely to be contracted
in civilian life, while not looking specifically for potential effects of identified combat
toxins. Agent Orange-exposed veterans continue to face almost identical problems.
They virtually have to demand tests to assess dioxin (the contaminant of Agent Or-
ange) exposure levels. Similarly, VA Persian Gulf Health Registry exams do not in-
clude even inexpensive and easily conducted tests for depleted uranium, chemical
and/or biological weapons, toxic oil smoke, inoculations and endemic diseases. VA
and Congress should evaluate these programs and redesign the exams to specifically
seek appropriate data. Otherwise the Registry exam data is of minimal use for clini-
cians prescribing care for these veterans, nor is it useful for research/statistical pur-
poses.

Though VVA is not satisfied with the manner in which these “priority health
care” and registry programs are operating, it is critical that Congress reauthorize
these programs which are due to expire on December 31, 1996. Otherwise these vet-
erans will be denied access to basic health care services while waiting for their
claims to be processed by the Veterans Benefits Administration (VBA), or for mod-
ern science to catch up with their medical conditions. VVA urges you to work with
your colleagues on the House and Senate Veterans’ Affairs Committees to expedite
passage of this authority.

Additionally, Gulf War veterans seeking care for undiagnosed illnesses face many
of the challenging eligibility hoops and hurdles which confront the broader veterans
population. For years the veterans community has advocated changes to the VA sys-
tem which would alleviate convoluted inpatient/outpatient eligibility barriers, long
appointment waiting periods, and varying levels of care and access among VA facili-
ties. The Veterans Health Administration (VHA) is undergoing a significant reorga-
nization which should improve the situation. However, Congress must pass veterans
health care eligibility reform in order to permit the system to allocate resources and
perform in modern, efficient ways. The overall quality of VA care is generally good.
Nevertheless, customer service, timeliness and access have fallen behind private
sector innovations. All of our nation’s disabled veterans—including Gulf War veter-
ans—deserve better!

RESEARCH RECOMMENDATIONS

VVA cannot claim expertise at this point on the research being conducted on Gulf
War Illness by various federal agencies and private analysts. We do, however, note
certain trends which are reminiscent of the Agent Orange debacle. First, epidemio-
logical studies are crucial in the determination of causal relationships and treat-
ment effectiveness—a hard-earned lesson resulting from delays in substantive Agent
Orange research. VA needs to conduct more epidemiological research without delay.

Second, determining a cause or causes of Gulf War Iliness is a useful goal of VA
research, but equally important is the analysis of treatment modalities. Certainly
VA must aim to determine the cause of these illnesses in order to more effectively
prescribe treatments. Yet the absence of a diagnosis and causal relationship should
not delay treatment analysis. If we wait until a cause is conclusively determined,
thousands of veterans may suffer needlessly when some treatments may have allevi-
ated symptoms. Outcome analysis is critical to providing the most effective, highest
quality care.

Third, VVA has been disappointed by the minimal research on a purperted cor-
relation between birth defects and Gulf War service. Disproportionately high rates
of miscarriages, still births and birth defects continue to haunt Vietnam veterans’
children and even their grandchildren. It is disturbing to note that this issue was
explicitly placed outside of the Presidential Advisory Committee’s purview. VA’s role
in the health treatment of veterans’ dependents is limited at this time by the cur-
rent mission of the VA. However, such research can and should be conducted based
upon the concern for the reproductive health of the veterans themselves. We urge
fhe Subcommittee to look closely at this issue and evaluate solutions to this prob-

em.

Finally, rather unique to the Gulf War experience is the extraordinary mix of
toxic chemicals and endemic diseases veterans were exposed to in the theater—some
have described it as a “toxic cocktail”. While both DOD and VA seem to be searchin,
for a single cause while touting the lack of one, the implication is that the federa
government detects no cause for Persian Gulf Illness. To the contrary, some stud-
ies—and pure human logic—lend support to the theory that a combination of toxic
exposures is causing the range of symptoms associated with service in the Persian
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Gulf War. The search for a “single cause” is misleading and not useful for suffering
veterans.

DISABILITY COMPENSATION

Passage of Public Law 103-446 made veterans of the Persian Gulf War eligible
for VA service-connected compensation benefits for certain medical problems be-
lieved to be caused by their service in the Persian Gulf. VVA again commends the
Congress for recognizing the mistakes of the Vietnam War and acting quickly to en-
sure needed compensation for ailing Gulf War veterans. To get these benefits, VA
regulations require the veteran show: 1) that he or she developed an undiagnosed,
chronic illness which lasted at least six months; 2) that the illness began while they
were in the Gulf region or within two years of leaving the region; and 3) that the
illness was at least 10% disabling under VA regulations.

Unfortunately, VA’s own adjudicators at one of four Gulf War claim processing
centers in the Philadelphia Regional Office don’t seem to understand the VA regula-
tions. VVA is aware of at least one Gulf War veteran who was wrongly denied these
benefits. A VA letter stated that the veteran failed to show that his illness “existed
for at least 6 months in service and continued during a 2 year period following serv-
ice.” This letter certainly misstates the requirements of the above regulation, mak-
ing it tougher for the veteran to qualify for benefits.

Who knows how many veterans took the erroneous VA form letter at its word,
naively assuming the processing was correct? VA should assume the responsibility
for notifying these veterans alrﬁf correcting mistakes. At the same time, VVA urges
any Gulf War veteran whose claim has been denied to carefully read the VA's letter
to make sure it applied the proper rules in deciding the claim.

Among some 945,000 service members deployed to the Persian Gulf theater, one
VA survey reports 25.5 percent have developed poor health conditions of some kind.
Yet only about 5 percent of claims filed under this law have been granted. One rea-
son is inappropriate diagnoses based upon one or more symptoms, ignoring the com-
plete health profile which may point to the so-far diagnosable Gulf War Illness. VVA
recommends that Compensation & Pension physicians and adjudicators be required

. to receive more thorough training regarding the intricacies of the law, in order to
develop and process claims more consistently and appropriately.

Given the lack of any conclusive data on the cause of Gulf War Illness or any co-
hesive diagnosis at this point, VVA recommends that the arbitrary two-year time
restriction on filing claims under this law be extended. Veterans have no guarantee
that maladies will develop during this time frame. Latency periods may cause can-
cers and other conditions to develop many years after leaving the combat theater.
Lack of an identifiable disease and fatency period dictate that elimination of the re-
strictive presumptive period is the only fair way to ensure that all Gulf War veter-
ans who may become Sl are eligible to apply for disability compensation.

DOD RESPONSIBILITY/RESPONSE

Though your hearing is specifically focusing on the VA response to Gulf War Ili-
ness, VVA wishes to submit the following thoughts pertaining to DOD and the rec-
ommendations of the Presidential Advisory Committee on Gulf War Veterans’ Ill-
nesses. We are pleased that the Advisory Committee has focused some attention on
learning from DOD mistakes in order to make future military actions safer for all
personnel. VVA agrees with the following Advisory Committee recommendations:

¢ DOD should thoroughly assess the health of troops prior to deployment.

¢ DOD should develop training to alert service personnel about the use of experi-
mental drugs in the event of a threat of chemical and biological warfare.

¢ DOD should maintain complete medical records for troops treated with inves-
tigational drugs.

e DOD should develop better chemical and biological weapons detection systems.

Additionally, VVA views implementation of the following Advisory Committee rec-
ommendations as critical to alleviating some of the difficulties Gulf War veterans
currently face in getting appropriate answers, health care and compensation:

+ Both VA and DOD should aggressively reach out to Gulf War veterans and pro-
vide user-friendly information. .

+ DOD should assign a high priority to the problem of lost medical records.

» The Central Intelligence Agency (CIA) and DOD should coordinate analyses of
Irag’s chemical and biological weapons capabilities and its intent to use them, and
make this information public.

¢ DOD should make unit locations and troop exposure data available to research-
ers as quickly as possible.
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We also have concerns about certain aspects of the Advisory Committees analysis
of chemical and biological weapons, but are hopeful that this issue will be more fully
addressed in the final report.

VVA’S COMMITMENT

One of the more exciting things to happen in the veterans community during the
last six months is the development of a national Gulf War veterans organization to
address the unique concerns of this generation of veterans. The National Gulf War
Resource Center's (NGWRC) history and priorities are similar to those of VVA. VVA
National President James L. Brazee, Jr. recently announced the commencement of
collaborative efforts between VVA and the NGWRC. VVA will provide the Resource
Center with a grant of office space and other resources in support of its mission.

Prior to the advent of this Guff War veterans organization, VVA had already dem-
onstrated a commitment to this new generation of war-time veterans by establishing
a VVA national task force to evaluate data, formulate recommendations, and advo-
cate on behalf of Gulf War veterans. In 1992, the VVA national board voted to make
VVA Service Representatives available to assist Gulf War veterans with claims. We
hope to assist the NGWRC in the future with development of its own network of
accredited Service Representatives, reference materials, and further collaborate on
a range of other activities. I also invite your attention to the March 1996 issue of
The VVA Veteran, our organization’s national publication, which demonstrates
VVA’s ongoing commitment. I have submitted copies to the Subcommittee for your
purview.

Thousands of Vietnam veterans continue to serve on active duty and in the Na-
tional Guard and Reserves. Many more have sons and daughters who served in the
Persian Gulf. But these parochial connections are not the reason VVA chooses to
fight for Gulf War veterans concerns. The “Never again . . .” credo is something
VVA members take very seriously. VVA is honored and proud to work with and sup-
port our Persian Gulf War colleagues.

Mr. Chairman, this concludes my prepared statement. I will be happy to respond
to any questions the Subcommittee may have.

Mr. SHAYS. Mr. Cullinan.

Mr. CULLINAN. Thank you, Mr. Chairman. On behalf of the 2.1
million members of the Veterans of Foreign Wars, I want to thank
you for conducting and inviting our participation in today’s most
important hearing.

The VFW is going to remain committed to the full and compas-
sionate resolution of the Persian Gulf issue. We will continue in
this endeavor until each and every such veteran is cared for in an
appropriate and necessary manner. In June 1994, the VFW ran a
survey in its magazine in an attempt to compile data that would
permit a more accurate assessment of the situation. This was done
largely as a result of our own desire to obtain relevant data. The
survey can also be attributed to the unreported incidences of prob-
lems associated with the registries of VA and DOD.

The results of VFW’s registry, particularly the fact that 76 per-
cent of the nearly 2,200 respondents, which have now expanded to
a number of over 4,000 reported ailments attributed to service in
the Gulf, indicate that there is in fact a serious problem facing
some Persian Gulf veterans and that much more needs to be done
to remedy the situation.

We stated as much to both the Department of Veterans Affairs
and the Department of Defense, and for the most part, we are now
pleased with the response, particularly with respect to the Depart-
ment of VA.

I would also mention at this time, Mr. Chairman, that the VFW
intends to conduct a followup survey, a direct mail survey to the
4,000 participants in our current registry. We are going to ask such
things as what inoculants were they opposed to, the health of their
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spouse, and of course how are they being treated by the Depart-
ment of Veterans Affairs?

Overall, the VFW has been very supportive and appreciative of
the job the VA has done in attempting to resolve this unique and
unusual situation. However, there are some areas of concern that
we encourage VA to rectify in an expeditious manner, among them,
the problem of lost and misplaced medical records, to which VA has
admitted, needs to be remedied and a priority needs to be placed
in doing so.

VA needs to ensure that it is doing its utmost in terms of out-
reach to permit access to all the necessary information to all veter-
ans who believe they have developed adverse health effects as a re-
sult of service in the Persian Gulf, and that was another purpose
or function behind our own registry run in the magazine, to let vet-
erans know what is going on and what’s available to them.

VA should continue to monitor the treatment of the Gulf war vet-
erans to ensure that such treatment is carried out in a professional
and compassionate manner. It should be noted, however, that the
early reported displays of rudeness, skepticism, and noncaring atti-
tudes by VA to Persian Gulf veterans who seek out assistance has
decreased dramatically in terms of such reports to the VFW.

The VA should continue to keep an open mind as to all viable
causes of the ailments affecting Gulf veterans, including but not
limited to the various vaccines given pre- and during deployment,
as well as CBW’s and other possible exposures. I would mention
here, too, Mr. Chairman, that it struck the VFW that a lot of en-
ergy may have been wasted on debating whether or not troops were
actually attacked by Iraqi forces with CBW agents. An active at-
tack was not necessary for these veterans to have been exposed to
such agents, and that’s why we urge maintaining an open mind as
a possible cause.

While there is room for improvement, the VFW commends VA in
its efforts to resolve the situation. As previously mentioned, this is
a unique and trying situation, one where brave men and women of
our military service are reporting ailments that in some cases can’t
be attributed to an easily diagnosable cause. And after what can
be termed a “rocky” falling-out stage, we feel that the VA has come
a long way and is on the correct path toward resolving this issue
appropriately.

And I would add in here too, Mr. Chairman, I too would draw
a positive, strong distinction between the way the Government has
attacked this issue and the neglect and denial that was the case
for Vietnam veterans some 29 years ago.

And with that, I will conclude, Mr. Chairman.

[The prepared statement of Mr. Cullinan follows:]

PREPARED STATEMENT OF DENNIS CULLINAN, DEPUTY DIRECTOR OF NATIONAL
LEGISLATIVE SERVICE, VETERANS OF FOREIGN WARS OF THE UNITED STATES

Mr. Chairman and members of the Subcommittee: On behalf of the 2.1 million
members of the Veterans of Foreign Wars of the United States, I wish to thank you
for inviting us to participate in today’s most important hearing. The VFW has been
at the forefront of the effort to resolve the dilemma consisting of the mysterious ail-
ments that plague a number of our Persian Gulf War veterans. We will continue
in this endeavor until every such veteran is cared for in the appropriate and nec-
essary manner.
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In June of 1994, the VFW ran a survey in its magazine in an attempt to compile
data that would permit a more accurate assessment of the situation. This was done
largely as a result of our own desire to obtain such data. The survey can also be
attributed to the then reported incidences of problems associated with the registries
of both VA and DOD.

The results of the VFW’s Registry Survey, particularly the fact that 76% of the
nearly 2,200 respondents report ailments attriguted to service in the Gulf, indicate
that there is in fact a serious problem facing some Persian Gulf veterans and that
much more needs to be done to remedy the situation. We opined as much to both
the Department of Veterans Affairs and Department of Defense and, for the most
part, we are pleased with the response, particularly with regard to the effort under-
taken by VA.

Overall, the VFW has been very supportive and appreciative of the job VA has
done in attempting to resolve this unique and unusual situation. However, there are
some areas of concern that we would encourage VA to rectify in an expeditious man-
ner. Among them:

o The problems of lost or misplaced medical records, to which VA has admitted,
needs to be remedied and a priority needs to be placed on doing so.

¢ VA needs to ensure that it is doing its utmost in terms of an “outreach” pro-
gram to permit access to the necessary information to all veterans who believe they
n}llay have developed adverse health effects as a result of service in the Persian Gulf
theater.

¢ VA should continue to monitor the treatment afforded to Gulf War veterans to
ensure that such treatment is carried out in a professional and compassionate man-
ner. It should be noted, however, that the earlier reported displays of rudeness,
skepticism and non-caring attitudes by VA staff towards Persian Gulf veterans who
%elg‘e{iv out assistance has decreased dramatically, in terms of such reports to the

¢ The VA should continue to keep an open mind as to all viable causes of the ail-
ments affecting Gulf War veterans, including, but by no means limited to, the var-
ious vaccines given pre- and during-employment as well as CBWs and other possible
exposures.

While there is still some room for improvement, the VFW commands VA in its
effort to resolve this situation. As previously mentioned, this is a unique and trying
situation, one where the brave men and women of our military service are reporting
ailments that in some cases can’t be attributed to any easily diagnosible cause. And
after what can be termed a “rocky” feeling out stage, we feel VA had come a long
way and is on the correct path to resolving this issue appropriately.

One of the more noticeable and commendable undertakings by the VA is its Na-
tional Health Survey, that will collect data on 15,000 military personnel who partici-
pated in Operations Desert Shield/Storm. Also of note is the planned VA epidemio-
logical comparison of the mortality rates of all Gulf War veterans with that of a
comparison veteran population. The VFW has long called for epidemiological studies
of this magnitude and believes that such studies will shed further insight into the
possible causes and rates of the undiagnosed illnesses,

The VFW will continue its efforts on behalf of the nation’s Persian Gulf veterans
who are experiencing adverse health effects as a result of their military service in
Southwest Asia. We have worked closely with VA thus far, and will continue to
work with it and any other interested party until this issue is resolved appro-
priately. Mr. Chairman, this concludes my remarks. Again, on behalf of the Veter-
ans of Foreign Wars of the United States, I thank you for the opportunity to be here
today at this most important hearing.

Mr. SHAYS. I am struck by the comment that you made, Ms. Wil-
lard-West, never again should one generation of veterans abandon
another. I never thought of it in those terms.

Mr. SHAYS. Mr. Gilmer, nice to have you, and we welcome your
testimony.

Mr. GILMER. Thank you, Mr. Chairman.

On behalf of the more than 1 million members of the Disabled
American Veterans and its women’s auxiliary, I wish to express our
deep appreciation for the opportunity to provide this subcommittee
with the DAV’s views regarding the current status of medical re-
search and the Department of Veterans Affairs treatment of ill-
nesses suffered by Persian Gulf veterans. Additionally, our testi-
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mony will briefly review the Veterans Administration’s implemen-
tation of the legal requirements to compensate Persian Gulf war
veterans for these undiagnosed illnesses.

The Disabled American Veterans is a congressionally chartered,
private, nonprofit corporation that has 67 field offices staffed by
some 270 specially trained personnel who assist veterans in devel-
oping their claims before the Veterans Administration, and we rep-
reseint them in appeals all the way to the Court of Veterans Ap-
peals.

Mr. Chairman, the issues before you are more difficult because
of their complexity, lack of scientific evidence, the failure to main-
tain complete military medical records and military security. These
are not new dynamics for veterans. A short review of the difficulty
of establishing an adequate record for treatment and service con-
nection of disabilities arising from exposure to radiation and mus-
tard gas, including experiments, late-developing disabilities of pris-
oners of war which resulted from mistreatment at the hands of
their enemy captors, disabilities which are now recognized as hav-
ing their onset from the defoliant used in Vietnam, Agent Orange,
and the long fight to obtain recognition of posttraumatic stress dis-
order are examples of why we are concerned.

In each of these cases, the foundation for recognizing the onset
of these conditions as service connected took years for all the rea-
sons previously cited.

Mr. Chairman, many of the men and women who served honor-
ably, suffered tremendous pain and lived in squalor. Their loved
ones suffered with them and shared their poverty. Agency policy or
lack of scientific evidence to meet the threshold requirements for
service connection denied them the benefits the veterans and their
families needed to survive.

Many of these veterans died before the Government could be sat-
isfied, and their dependents were denied the benefits which they
should have received. We cannot allow this to happen to these Per-
sian Gulf war veterans,

Mr. Chairman, the Persian Gulf syndrome studies we are famil-
iar with are inadequate to support the types of conclusions which
question whether or not the illnesses suffered by these veterans are
related to their Persian Gulf service. In fact, we believe the correla-
tion between the symptoms suffered by these veterans and the side
effects of medication symptoms—pardon me, medication, symptoms
of indigenous diseases, level of CBW contamination, and environ-
mental factors is strong circumstantial evidence that many of the
undiagnosed illnesses resulted from service in the Persian Gulf.

The DAV supports efforts to conduct research which will meet
the rigorous standards necessary to provide reliable results. We do
not believe the current research efforts have done that.

Because of the military mishandling of records, sidestepping of
drug approval procedures, and assigning the security classification
“Secret” to the dispensing of these drugs, no one may ever know
the full impact of these things on the disabilities of the men and
women who served in the Persian Gulf; and I would note the Gov-
ernment was in full control of every one of these elements.

The VA must change its rules to recognize the long-term effects
and late-developing symptoms which result from the overall experi-
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ence of service in the Persian Gulf. The VA must reconsider the
policies which appear to have the effect of denying service connec-
tion as opposed to an equitable administration of the benefit.

Mr. Chairman, these men and women cannot purchase any in-
surance that will cover the conditions which are believed to be in-
curred due to their military service in the Gulf. Insurers refuse to
insure military personnel while they are in conflict. They have no
protection except that provided by the Government they risked
their lives for. The Government, if it must err, must err on the side
of those it sends to war. It is a part of the cost of sending our
young men and women to war.

Mr. Chairman, we believe this subcommittee’s interest in these
issues are timely and critical. Because of the breadth of your sub-
committee’s jurisdiction, this hearing hopefully will result in in-
creased cooperation between Federal agencies, less duplication of
effort and better utilization of scarce resources for studies which
will generate more reliable results.

As you will see from the testimony, which I have submitted for
the record, we believe the past efforts in these areas have been in-
adequate. Mr. Chairman, a September 1995 paper prepared by the
VA Environmental Epidemiological Service, entitled Health Sur-
veillance of Persian Gulf War Veterans: A Review of the Depart-
ment of Veterans Affairs Persian Gulf Registry Data, shows that
as of July 1995, 38,512 veterans with symptoms had been identi-
fied. Of these, 76.7 percent were diagnosed by VA physicians, leav-
ing 8,988 individuals, or 23 percent, with symptoms but no diag-
nosis.

These tables indicate that the symptoms presented have a high
correlation to side effects suspected of the drugs administered by
the military and symptoms of diseases indigenous to the region, en-
vironmentally induced illness from pollutants, low-level CW con-
tamination and other problems such as the frequency of lead tox-
icity, which has been identified in returning men and women.

Mr. Chairman, anyone who has visited with these veterans
knows that they are ill. Even the medical examinations confirm
that they are ill. However, the failure to identify a single disease
entity has made the Government response to their illness as a re-
sult of their service in the Persian Gulf controversial. It is an insult
to the men and women who served faithfully to return home only
to have their clearly identifiable symptoms result in reports and
media presentations questioning their illnesses because adequate
research has not yet confirmed the triggering entity.

The February 1996 interim report of the Presidential Advisory
Committee on the Gulf War Veterans’ Illness faulted the Depart-
ment of Defense for its failure to provide adequate medical screen-
ing and evaluation, use of unapproved drugs and vaccines, and the
quality of medical recordkeeping in the theater.

Mr. Chairman, on August 16, 1994, the DAV wrote to Secretary
of Defense William J. Perry objecting to the failure of the military
to follow the discharge protocol requiring a physical examination.
This letter was prompted by information released by Rep. Sonny
Montgomery, then chairman of the Committee on Veterans Affairs,
which indicated that the discharge protocol was not followed with
respect to certain National Guard veterans of Operation Desert
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Shield-Desert Storm. A copy of this letter is attached to our testi-
mony.

Failure to provide these required exams ensured that these men
and women were released without their or the military knowing
their conditions at separation. We believe these protocol violations
and other lax discharge physical examination problems affect the
Reserve and Active duty components as well.

The interim report of the Presidential Advisory Committee on
Gulf War Veterans’ Illnesses released this last February in many
places documents the difficulty of determining what chemicals or
medications were used at any given location because of the failure
of the Department of Defense to either establish a record, loss of
records, or by classifying them as “Secret,” seriously complicating
the maintenance of such records.

The military administered drugs which were allowed to be used
without complete FDA testing and approval and without informed
consent. The DOD then failed to maintain adequate records which
would allow the veterans to establish they had received the drug,
The failure to maintain these records will affect the reliability of
any research and the veterans’ ability to establish they took the
drugs that were a factor in their disabilities.

The Presidential Advisory Committee in Chapter 5 indicates that
the question of whether or not chemical and biological entities used
in warfare had been released in Persian Gulf has not been re-
solved, “Battlefield detectors could not measure the types of low-
level exposures that DOD regulations guard against in nonbattle-
field situations.”

In fact, Mr. Chairman, if we read their report correctly, these in-
struments that were used would only indicate toxic levels; so they
would have to reach toxic levels before these men or women would
ever know there was a problem. Thus, it was reassuring to see the
recommendation that the CIA and DOD reopen and coordinate
their analysis of whether or not there may have been low-level re-
lease of CBW agents.

Mr. Chairman, an additional concern is whether or not the cur-
rent law providing for compensation for Persian Gulf war veterans
with undiagnosed illness is adequate or has been properly adminis-
tered by the VA. The affected group shared an experience in com-
mon, service in the Persian Gulf and this peculiar vague syndrome,
and as previously indicated, there is strong circumstantial evidence
of service-related causation.

Because the VA held that it had no authority to compensate vet-
erans for this illness, the Congress responded with legislation, Pub-
lic Law 103-446, authorizing the VA to compensate these veterans
if their illness manifested either during active duty in the Persian
Gulf area or within a presumptive period following service, such
period to be set by the Secretary. However, because of the restric-
tions imposed by the VA, very few Persian Gulf war veterans are
being compensated for their illnesses.

I would also point out, Mr. Chairman, that other veterans were
obligated to give up parts of their compensation as part of the pay-
go provisions in the budget and appropriations bills to compensate
these Persian Gulf war veterans. We did not object to that. But
now the funds sit in the coffers. So other veterans gave up their
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benefits so that these Persian Gulf war veterans might benefit and
it is not being expended.

The Secretary promulgated a rule which provides for service con-
nection if the illness becomes manifest during active service in the
Gulf region or presumption of service connection if manifested to
the degree of 10 percent or more within 2 years following such
service.

Given the unique and unprecedented nature of these illnesses
and the fact that many of these symptoms may not present them-
selves until years after leaving the Persian Gulf, the DAV ques-
tions whether VA in this instance had adequate data or relevant
experience from which to conclude as it did that a 2-year mani-
festation period was adequate.

Mr. Chairman, the DAV disagrees wholly with the conclusion
that 2 years is sufficient time for all affected individuals to have
had the opportunity to document the presence of illness.

In support of our position, we refer to the VA’s own statistics. As
of December 1, 1995, only 410 individuals—and remember there
were thousands on this register—were granted service connection
for undiagnosed illnesses. During this same period, 6,381 individ-
uals were denied service connection for undiagnosed illnesses, of
which 62 percent were denied because their disability didn’t mani-
fesg1 during service or within the 2-year minimum manifestation pe-
riod.

Mr. Chairman, we appreciate being invited to present our views
before your subcommittee. This concludes my statement. I would be
happy to answer any questions that you may have.

Mr. SHAYS. Thank you for your testimony.

[The prepared statement of Mr. Gilmer follows:]

PREPARED STATEMENT OF LENNOX E. GILMER, ASSOCIATE NATIONAL LEGISLATIVE
DIRECTOR, DISABLED AMERICAN VETERANS

Mr. Chairman and Members of the Subcommittee: On behalf of the more than one
million members of the Disabled American Veterans (DAV) and its Women’s Auxil-
iary, I wish to express our deep appreciation for this opportunity to provide the sub-
committee with DAV’s views regarding the current status of medical research and
the Department of Veterans Affairs (VA) treatment of illnesses suffered by Persian
Gulf War veterans. Additionally, our testimony will briefly review the Veterans Ad-
ministration implementation of the legal requirements to compensate Persian Gulf
War veterans for these undiagnosed illnesses.

Mr. Chairman, the issues before you are more difficult because of their complex-
ity, lack of scientific evidence, the failure to maintain complete military and medical
records, and military security. These are not new dynamics for veterans. A short
review of the difficulty of establishing an adequate record for treatment and service
connection of disabilities arising from exposure to radiation and mustard gas, in-
cludini experiments; late developing disabilities of prisoners of war which resulted
from their mistreatment at the hands of the enemy captors; disabilities which are
now recognized as having their onset from the defoliant used in Vietnam—Agent
Orange; and the long fight to obtain recognition of Post Traumatic Stress Disorder
are examples of why we are concerned. In each of these cases, the foundation for
recognizing the onset of these conditions as service-connected took years for all the
reasons previously cited.

Mr. Chairman, many of the men and women who served honorably suffered tre-
mendous pain, and lived in squalor. Their loved ones suffered with them and shared
their poverty. Agency policy or lack of scientific evidence to meet the threshold re-

uirements for service connection denied them the benefits the veterans and their
amilies needed to survive. Many of these veterans died before the government could
be satisfied, and their dependents were denied the benefits which they should have
received. We cannot allow this to happen to these Persian Gulf War veterans.
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Mr. Chairman, we believe this Subcommittee’s interest in these issues are timely
and critical. Because of the breadth of your Subcommittee’s jurisdiction, this hearing
hopefully will result in increased cooperation between federal agencies, less duplica-
tion of effort and better utilization of scarce resources for studies which will gen-
erate more reliable results. As you will see from the testimony which will follow,
we believe that these areas require attention.

Mr. Chairman, part of the difficulty has been the effort to define the Persian Gulf
War Syndrome by identifying a single disease or triggering entity. Unfortunately,
because many veterans suffer multiple illnesses which have overlapping symptoms,
but no immediately identifiable onset trigger, many of the studies appear to be de-
fensive rather than truly exploratory, that is, genuinely pursuing the question of
why these men and women are so ill following their participation in the Persian
Gulf War.

From August 1990 through the end of 1994, 945,000 service members served in
the Persian Gulf Theater. The VA and the Department of Defense, in efforts to iden-
tify health problems of returning Gulf War veterans, has created registries, which
list a non-random record of health problems of veterans who seif-select themselves
to be placed on the registry. According to the Persian Gulf Veterans Coordinating
Board fact sheet, dated February 1996, more than 54,000 Persian Gulf veterans
have taken advantage of the VA Persian Gulf War veteran physical examination
program. Their names and records have become a part of the larger Persian Gulf
registry which includes over 180,000 Gulf veterans who have used a variety of other
VA health services.

The Department of Defense has established a comprehensive clinical evaluation
program which, since June 1994, provides an in-depth medical evaluation to all eli-
gible beneficiaries who have health concerns following service in the Persian Gulf.
That program has evaluated over 10,000 patients.

Mr. Chairman, a September 1995 paper prepared by the VA Environmental Epi-
demiology Service, entitled Health Surveillance of Persian Gulf War Veterans, A Re-
view of the Department of Veterans Affairs Persian Gulf Registry Data shows that
as of July 1995, 38,512 veterans with symptoms had been identified. Of these, 76.7
percent were diagnosed by VA physicians, leaving 8,988 individuals, or 23.3 percent
with symptoms but no diagnosis. (Table 2). Table 3 from that report indicates ten
most frequent complaints among the 44,190. Table 4 lists the complaints of the
12,033 veterans with symptoms but no diagnosis.

TABLE 1.—COMPARISON PERSIAN GULF VETERANS-SYMPTOMS ON VA PERSIAN GULF REGISTRY

Complaint P&r:mtaag)e P&r;:le)retaﬁe
Fatigue 201 219
Skin rash 184 147
Headaches 17.2 16
Muscle/joint pain 16.2 114
Loss of memory and other general symptoms 135 11.2
Shortness of breath 16 7.2
Sleep disturbances 5.7 47
Diarrhea and other Gl symptoms 44 29
Chest pain 34 3.6
Other symptoms involving skin and integumentary tissue 34 29
Cough 32
No complaint 129 254

These tables indicate that the symptoms presented have a high correlation to side
effects suspected of the drugs administered by the military, and symptoms of dis-
eases indigenous to the region, environmentally induced illness from pollutants, and
other problems such as the frequency of lead toxicity identified in returning men
and women.

Table 14 of that report compares Persian Gulf veterans to Vietnam veterans, age
35-39 at the time of examination. While not scientific, this comparison at least al-
lows the Persian Gulf veterans illnesses to be viewed in the context of other veter-
ans in the same age group with a different conflict experience.
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TABLE 2.—COMPARISON OF PERSIAN GULF WAR TO VIETNAM VETERAN
[In percentages]

Persian Guif  Vietnam vet-

Symptom veterans erans
{(n=5,588) {n=59,740)
Fatigue 188 25
Skin rash 18.6 293
Muscle/joint pain 18.2 7.8
Headache 17.1 838
Sleep disturbances 14 17
Shortness of breath 7 19
Chest pain 35 2.1
Abdominal pain 28 2.1
Numbness/tingling of skin 2.7 338
Nausea and vomiting 1.2 8

(The Vietnam veteran data is drawn from the VA Agent Orange registry.)

Mr. Chairman, anyone who has visited with these veterans knows that they are
ill, even the medicaf examinations confirm that they are ill. However, the failure
to identify a single disease entity has made government response to their illness as
a result of their service in the Persian Gulf controversial. It is an insult to the men
and women who served faithfully to return home only to have their clearly identifi-
able symptoms result in reports and media presentations questioning their illness
because adequate research has not yet confirmed the triggering entity.

Mr. Chairman, it was disheartening to read the 1995 Ignterim Report of the Insti-
tute of Medicine, (IOM) entitled Health Consequences of Service During the Persian
Gulf War: Initial Findings and Recommendations for Immediate Action. That report
raised serious questions regarding government efforts, up to that time, to research
these issues. For example, on page 9, in finding 2, they point out that there has
been no single comprehensive data system established to enable researchers to track
the health of Persian Gulf War veterans while on active duty and after separation.
“This lack of a single data system is a hindrance to research concerning delayed
health effects, both for Persian Gulf veterans and for those serving in future encoun-
ters.”

On page 11, in finding 6, they fault study designs by indicating:

To date, most studies of PGW (Persian Gulf War) veterans have been piece-
meal—one military unit here, one collection of volunteers with some prob-
lems there, etc. But, some of these studies have several fundamental prob-
lems. They are necessarily incomplete, they usually lack proper controls,
they are hard to generalize, they are subject to grave statistical problems
because of post-hoc hypotheses and multiple comparisons, and where an ef-
gect truly exists they tend to have low statistical power to detect a dif-
erence.

Finding 7 included a recommendation which indicated “The committee reviewed
work done indicating that some personnel in the Gulf had lead levels consistent
with acute intoxication. Thus, in investigating lead exposure, special attention
should be given to any history of abdominal pain or mental disorgers.” Finding 8
indicated “The VA study of mortality in the Persian Gulf veteran population is of
insufficient duration to observe a higher rate of death than would be expected from
chronic disease outcomes.” Finding 9 indicated that studies regarding infertility, un-
recognized and recognized pregnancy loss, premature delivery, fetal growth retarda-
tion, birth defects, and abnormal development are incomplete. “. . . data on out-
comes are available only from a single cluster study in Mississippi in the Army sur-
geon general’s preliminary data evaluation period.”

Finding 12 recognized that the possible long-term toxicity to humans of DEET (N,
N-Diethyl-m-toluamide) and Permathrin which were provided to the troops to pre-
vent insect bites, had not been adequately studied to determine the dermal absorp-
tion from residues left on clothing, bedding, or elsewhere and there may be incom-
plete information regarding the long-term toxicity of DEET on humans. The lack of
information in this area is compounded by the absence of research regarding the
interaction of these drugs with pyridostigmine bromide (PB) pills which were pro-
vided to military service personnel as a prophylactic to the threat of exposure to
nerve agent. The recommendation section indicates “Unsubstantiated suggestions
that they [the drugs] may have chronic neurotoxic effects need to be tested in care-
fully controlled studies in appropriate animal models.”
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Mr. Chairman, finding 13 indicated “Reported symptoms suggestive of visceral
leishmanial infections include fever, chronic fatigue, malaise, cough, intermittent di-
arrhea, abdominal pain, weight loss, anemia, lymphadenopathy, and splenomegaly.”
A major concern for the DAV is that the infection may be undetected and, even
when treated, can recur for many years. Thus, veterans infected today may not suf-
fer from symptoms until years later.

The IOM indicates on page 36:

The organism may persist in the host after treatment that appears to be
effective; thus relapse is not uncommon. Illness results from a cellular im-
mune response that produces cytosine mediated symptoms that are compat-
ible with some of the symptoms reported as part of the GWS (Gulf War
Syndrome); these also have been produced by giving interferon gamma to
healthy persons.

If L. Tropica (leishmaniasis) can survive in a latent state, it will need to
be included in different diagnoses of otherwise unexplained illnesses in re-
turning veterans. . . .

Mr. Chairman, while federal agencies were charged with the responsibility of co-
ordinating their joint efforts, page 21 of the IOM report indicates “When several in-
vestigators were contacted regarding their work, they were surprised that other fed-
eral ﬁgencies had been listed as being involved in the coordination of their re-
search.”

On page 23, the IOM criticizes many of the current research efforts by indicating:

Because ‘hot pursuit’ studies in the Persian Gulf Health Registry represents
samples of self-identified respondents, the data they provide are not rep-
resentative of the collective experience of the entire cohort of Gulf War vet-
erans. In the absence of data about the population at risk, these studies
provide no information about the frequency of specific illnesses or syn-
dromes in that population. Because no controlled populations are studied,
no alt)tribu::iions of health outcomes to Gulf War service or specific exposures
can be made.

On page 27, the IOM criticized the outbreak investigations conducted by the De-
partment of Defense, indicating:

These ‘hot pursuit’ studies, in which investigators focused on reported clus-
ters of symptoms or illnesses among Persian Gulf War veterans, are similar
in many respects to the frequent ‘cluster studies’ of illnesses in the United
States with a possible environmental cause (Caldwell, 1990). This analogy
is instructive, because many of the investigators who had participated in
such cluster studies have become skeptical about their scientific value.
(Rockman, 1990) (emphasis added)

The February 1996 interim report of the presidential advisory committee on the
Gulf War veterans illness faulted the Department of Defense for its failure to pro-
vide adequate medical screening and evaluation; use of unapproved drugs and vac-
cines; and the quality of medical record-keeping in theater. (page 17).

Mr. Chairman, on August 16, 1994, the DAV wrote to Secretary of Defense Wil-
liam J. Perry, objecting to the failure of the military to follow the discharge protocol
requiring a physical examination. This letter was prompted by information released
by Representative G.V. (Sonny) Montgomery, then Chairman of the House Commit-
tee on Veterans’ Affairs, which indicated that the discharge protocol was not fol-
lowed with respect to certain National Guard veterans of Operation Desert Shield/
Desert Storm. (attached) The failure to provide these required exams ensured that
these men and women were released without their or the military knowing their
condition at separation. We believe these protocol violations and other lax discharge
ph{lsical examinations problems affect the reserve and active duty components as
well.

On page 20, the Committee Interim Report indicated that the DoD could not ad-
minister PB and Botulinum Toxoid (BT), chemical warfare (COO) prophylactics, be-
cause they had not been approved by the Food and Drug Administration (FDA). The
solution was for the FDA to write new rules which were adopted immediately allow-
ing the DoD to administer the unapproved drugs without the informed consent of
the military person.

Mr. Chairman, the Presidential advisory committee, on page 22, indicated “The
secrecy of the vaccination program complicated record-keeping and created some
confusion and fear among service members. Medical personnel in the field received
instructions that receiving the shots was classified ‘Secret’ and that the shots were
not to be discussed with anyone.” The report goes on to indicate:
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According to testimony presented to the Committee, in the flurry of person-
nel anxious to come home at the end of the Gulf War, much of the docu-
mentation about vaccinations was lost or destroyed. DoD maintains rosters
of a fraction of the service members who received anthrax and BT vaccines;
most are missing. DoD also has reported to the Committee that it is not
possible to determine with certainty who actually ingested PB, or in what
doses, because service members were supplied PB for self-administration.

The report, in many places, documents the difficulty of determining what chemi-
cals or medications were used at any given location because of the failure of the De-
partment of Defense to either estaglish a record, loss of records, or by classifying
them as “Secret”, seriously complicated the maintenance of such records. Thus, the
military administered the unapproved drugs without informed consent and failed to
maintain adequate records which would allow the veteran to establish they had re-
ceived the drug. The failure to maintain these records will affect the reliability of
any research and the veterans ability to establish they took the drugs.

he Presidential advisory committee, in Chapter 5, indicates that the question of
whether or not the chemical and biological entities used in warfare have been re-
leased in the Persian Gulf has not been resolved. For examf)le, the interim report
indicates that the unit monitoring devices would not detect low levels of chemicals
or biological contaminants. “No attempt was made to monitor CW agent exposure
at levels below those known to cause acute toxicity. Battlefield detectors could not
measure the types of low-level exposures that DoD regulations guard against in
non-battlefield situations.” (page 40) Ironically, measuring instruments which could
have measured low levels o? W contaminants are readily available and in use by
the military. Thus, it was reassuring to see the recommendation that the CIA and
DoD reopen and coordinate their analysis of whether or not there may have been
low-level release of CW agents.

Mr. Chairman, an additional concern is whether or not the current law providing
for compensation for Persian Gulf War veterans with undiagnosed illnesses is ade-

uate or has been properly administered by the VA. Significant numbers of Persian

ulf War veterans suB’ered from undiagnosed illnesses, the source and composition
of which could not be determined. The inability to determine the disease entity, and
consequently its origins, presented VA with special problems in establishing service
connection. Not only was there an absence of a cause and effect linkage to military
service, onset could often not be shown to have occurred during service. The affected
group shared an experience in common, service in the Persian Gulf, and this pecu-
liar vague syndrome, and as previously indicated, there is strong circumstantial evi-
dence of service-related causation, however.

Because the VA held that it had no authority to compensate veterans for this ill-
ness, the Congress responded with legislation (P.L. 103—446) authorizing the VA to
compensate these veterans if their illness manifested either during active duty in
the Persian Gulf area or within a presumptive period following service, such period
to be set by the Secretary. Because of the “pay-go” provisions of the Budget Enforce-
ment Act, Congress rounded down the 1995 cost-of-living adjustment in compensa-
tion for all veterans and Dependents Indemnity Compensation (DIC) recipients to
fund the compensation benefits for these Persian Gulf War veterans. However, be-
cause of the restrictions imposed by the VA, very few Persian Gulf War veterans
are being compensated for their illness.

The Secretary promulgated a rule which provides for service connection if the ill-
ness becomes manifest uring active service in the Gulf region or for presumption
of service connection if manifested to the degree of 10% or more within two years
following such service. Given the unique and unprecedented nature of these ill-
nesses, and, as already indicated, that many of the symptoms may not present
themselves until years after leaving the Persian Gulf, veterans organizations ques-
tioned whether VA, in this instance, had adequate data or relevant experience from
which to conclude as it did that a two-year manifestation period was adequate.

Mr. Chairman, the DAV disagrees wholly with the conclusion that two years is
sufficient time for all affected individuals to have had the opportunity to document
the presence of illness. We view those who chose to remain and continue to remain
on active duty status as a cohort of Persian Gulf War veterans who would not, for
a number of reasons, least of which may be the adverse affect on their careers, come
forward complaining of symlptoms attributable to their service in the Gulf. For that
reason, and others previously cited, we believe that the proposed rule limiting serv-
ice connection presumptively to two years is inappropriate.

In support of our position, we will refer to the VA’s own statistics. As of December
1, 1995, only 410 individuals were granted service connection for undiagnosed ill-
nesses. During the same period, 6,381 individuals were denied service connection for
undiagnosed illness, of which 62 percent, 3,965 individuals, were denied because
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their disability did not manifest during service or within the two-year minimum
manifestation period. The next highest reason for denial of benefits was that no dis-
cernible illness was shown by the evidence of record.

Mr. Chairman, in closing, the studies we are familiar with are inadequate to sup-
port the types of conclusions which question whether or not the illnesses suffered
by these veterans are not related to their Persian Gulf service. In fact, we believe
the correlation between the symptoms suffered by these veterans and the side ef-
fects of medication, symptoms of indigenous diseases and environmental factors is
not considered. The DAV supports efforts to conduct research which will meet the
rigorous standards necessary to provide reliable results.

Because of the military mishandling of records, sidestepping of drug approval pro-
cedures and assigning the security classifications “Secret” to the dispensing of these
drugs, no one may ever know the full impact of these things on the disabilities of
the men and women who served in the Persian Gulf.

The VA must change its rules to recognize the long term effects and late develop-
ing symptoms which result from the overall experience of service in the Persian
Gulf. The VA must reconsider the policies, which appear to have the effect of deny-
ing service connection as opposed to an equitable administration of the benefit.

Finally, Mr. Chairman, these men and women cannot purchase any insurance
that will cover conditions which are believed to be incurred due to their military
service in the Gulf. Insurers deny insurance coverage due to military personnel
while they are in conflict. They have no protection except that provided by the gov-
ernment they risked their lives for. The government, if it must err, must err on the
side of those it sends to war. It is a part of the cost of sending our young men and
women to war. )

Mr. Chairman, we appreciate being invited to present our views before your Sub-
committee. This concludes my statement. I would be happy to answer any questions
you may have.

DISABLED AMERICAN VETERANS,
Washington, DC, Aug. 16, 1994.
Hon. WILLIAM J. PERRY,
Secretary of Defense,
Department of Defense,
The Pentagon,
Washington, DC.

DEAR SECRETARY PERRY: I write to you today to express a most significant con-
cern of the Disabled American Veterans (DAV) regarding a recent revelation made
public by Representative G. V. (Sonny) Montgomery, Chairman of the Committee of
Veterans Affairs, that discharge protocol was not followed with respect to certain
National Guard veterans of Operation Desert Shield/Desert Storm.

The DAV is appalled that certain National Guard veterans of the Persian Gulf
War were released from active duty without the benefit of separation medical ex-
aminations or line-of-duty determinations, notwithstanding the fact they had unre-
solved medical conditions. Due to the nature of the unknown illnesses or diseases
being suffered by Persian Gulf veterans, these veterans have an overwhelming bur-
den to overcome in order to receive benefits and services from the Department of
Veterans Affairs (VA). This burden has been greatly increased due to the feet that
they were separated from military service without the benefit of a separation medi-
cal examination necessary to identify the fact that they were indeed suffering from
illness or disease during their active military service.

If this abominable situation was allowed to occur with respect to National Guard
veterans, is it possible to assume that this type of error in discharge protocol oc-
curred in other branches of our armed services, including active duty and reserve
units? It is, therefore, of utmost importance that the Department of Defense inves-
tigate this breach of discharge protocol in all branches of our armed services.

Secretary Perry, the DAV, as the largest single representative of veterans before
the VA, is extremely concerned that many veterans will be denied benefits for serv-
ice-connected disabilities because of their inability to demonstrate that they suffered
from the disease or iliness at the time of their separation from service.

Accordingly, on behalf of the more that 1.4 million members of the DAV and its
Women’s Auxiliary, I respectfully request that the Department of Defense take im-
mediate steps to ensure that discharge protocol was followed in all branches of the
armed services, and to correct the problem caused by the failure to conduct a sepa-
ration medical examination.
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Resolving this issue will go a long way in helping to restore the faith of our veter-
ans that their government will care for them should they become disabled in service
to their nation. I urge you to take expeditious action to do so. Your assistance in
this matter will be appreciated.

I am anxious to receive your response and I hope that answers may be found as
quickly as possible for those veterans who allege illness or disease as a result of
service in the Persian Gulf War.

Sincerely,
RICHARD E. MARBES,
National Commander.

Mr. SHAYS. Our next witness is Mr. Scott Vanderheyden, who is
the Gulf war coordinator for the Vietnam Veterans Agent Orange
Victims, Inc. The reason I am saying his title again is he is a resi-
dent, of Darien, CT, which I represent.

Mr. VANDERHEYDEN. Stamford, Mr. Chairman.

Mr. SHAYS. Where I live now, and you will not be accorded any
other special privilege that doesn’t exist for anyone else who lives
in the district.

Mr. VANDERHEYDEN. Mr. Chairman, members of the committee,
thank you for giving me the opportunity to testify today. My name
is Scott Vanderheyden, a U.S. Marine who served in the Persian
Gulf from January 1991 to August 1991. I am the newest staff
member of Vietnam Veterans Agent Orange Victims, Inc. We are
a 501(c)(8) not-for-profit organization presently funded by the
Agent Orange Class Assistance Program, AOCAP.

Our mission is to conduct case management to sick Vietnam vet-
erans and their children. These children have problems that range
from birth defects and chronic health problems to learning disabil-
ities. Direct assistance provided ranges from the purchases of pros-
thetic devices and reconstructive surgery to educational tutoring
and counseling. To date, we have provided specific programs and
services to more than 6,705 Vietnam veterans, 1,242 children, and
1,690 significant others.

As news about our sick returning Gulf veterans began to surface,
Vietnam Veterans Agent Orange Victims felt compelled to provide
assistance to this new generation of veterans. In the last 3 years
Vietnam Veterans Agent Orange Victims’ goal has been to include
the veterans and families from the Gulf war and provide for them
the same outreach, referral, advocacy, support, and direct services
that we have been providing for Vietnam veterans and their fami-
lies.

I have been deeply involved in the Gulf war issue for some time.
We have collected data on everything from research and legislation
to committee reports and individual veteran statistics, amassing a
comprehensive body of data and resources regarding not only the
so-called Gulf war syndrome but a significant number of associated
birth defects. I have been in close personal contact with and con-
ducted case management intake with hundreds of Gulf war vets
and their families throughout the country.

Not a day goes by that I don’t speak with at least a half dozen
Gulf war veterans concerned with their health or the health of a
family member. Vietnam Veterans Agent Orange Victims has been
in existence since 1978, and has helped veterans and their families
from every era. In our 18 years of existence, we have been able to
entrench ourselves into a national network creating contacts every-
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where, enabling us to help any American veteran at any place in
the country.

We have worked closely with some of the Gulf war grassroots or-
ganizations that have been popping up all over the world creating
an unprecedented network capable of touching every community.
Our priority is a major, ongoing outreach campaign where we are
(sieeking out Gulf vets to collect individual and family statistical

ata.

We are collecting data from a medical questionnaire specifically
for Gulf war veterans. Our statistics are constantly changing and
we send and receive questionnaires every day. Questionnaires are
filled out and mailed to us or data is gathered over the phone. Our
goal with the questionnaire is to get a general overview of our vet-
erans’ health status and to educate and inform the veteran on new
developments.

I feel the need to express the poor effort of funneling information
to the Gulf veteran. Ninety percent of the Gulf war veterans that
I have spoken with have no idea of what is going on. I have spoken
with platoon commanders, company commanders, battalion com-
manders, and executive officers and not one of them could tell me
what the Persian Gulf Health Registry was.

I know the DOD and the VA have used a number of techniques
from hotlines and Internet sites to public service announcements
and newsletters, but the fact is that the information is not reaching
the individual vet. The DOD needs to coordinate better with the
VA in its attempt to reach the individual veteran. The DOD and
the VA should coordinate with veterans’ organizations such as the
Veterans of Foreign War, American Legion, Disabled American
Veterans, and Gulf war grassroots organizations to outreach these
vets. These veterans’ organizations should set up outreach commit-
tees at the post and State levels. There are an endless array of net-
works and channels waiting to be tapped into that would greatly
increase productive and direct outreach to veterans and their fami-
ies,

The DOD and the VA need to saturate the general public
through the media about the Gulf war illness issue and need to
drive the point home. I challenge the media to help us find the so-
lutions to our problems instead of looking for the hype and sensa-
tionalism, the same hype and sensationalism that has put the DOD
in a defensive posture creating a distant and cautious relationship
between the Government and its citizens. The time for pointing fin-
gers is long past. Gulf war veterans need help now. It is time to
unite and work together if we are going to do anything to help
these sick vets and their family members.

The DOD and the VA have a moral obligation to ensure that
every single Gulf war veteran has informative and accurate infor-
mation as of where to turn for help. Each person who has served
this country in the Gulf has earned and deserves the right to know
what is being done to help them and where they can turn for as-
sistance.

Getting the word out is only the first part to helping the veteran.
It cannot stop there. I have personally heard complaints from vet-
erans that when they go to their local VA for the Persian Gulf
health exam the military doctors make comments like nothing is
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wrong with the Gulf war veterans, it is all in their heads, and Gulf
war illness is a psychological problem, not a physiological problem.

These personal opinions are sure to alter the accurate data of the
exam, therefore possibly eliminating followup visits that so many
of these vets need. How can we help these veterans if their physi-
cian expresses more of a one-sided personal view rather than the
views of the U.S. Government? The establishment of a service coor-
dinator conducting checks and balances can eliminate this problem.

Most of the research and concern has been focused on those vet-
erans who served in the Kuwaiti and Saudi Arabian theater of op-
erations, where a majority of our troops were concentrated. It is
important that we don’t forget about those troops that served in
Operation Provide Comfort in northern Iraq and Operation South-
ern Watch in the south after the war. These troops have also re-
ported individual sicknesses and possible chemical incidents such
as Iraqi helicopters flying over the positions spraying a mist. Are
these incidents being investigated?

When we went to the Persian Gulf, we were ready to fight and
die for what was right. We put our lives on the line for Kuwait and
America. We were ready to go up against anything Iraq threw in
our way. We gave this country nothing less than our best. We re-
turned home to a proud America and a “job well done”; so-called
“heroes” overturning the image of the Vietnam veteran. Now we
deserve the best the United States could give to us.

All sick veterans should be given medical treatment regardless
of any doubts. The VA should establish case management services
for families and children, and the policy of adhering only to the vet-
erans should be extinguished.

Are these sicknesses and birth defects related to the veterans’
service? This question has plagued the Vietnam veteran for years.
Now we are seeing a mirror image of the Agent Orange issue. Once
again, we are traveling down the same road.

The president of Vietnam Veterans Agent Orange Victims, Frank
McCarthy, will be testifying at the second hearing. He will be testi-
fying about the direct services that National Alliance for Veterans
Service Organization is providing for Gulf war vets and their fami-
lies, services the U.S. Government should also provide. This is val-
uable information that VVAOVI has learned over the last 18 years.

Vietnam Veterans Agent Orange victims is dedicated to helping
Gulf war veterans and their families. We will continue to provide
outreach, referrals, advocacy, support, and direct services for as
long as we can.

Thank you for giving me the time to express the views and con-
cerns of the Gulf war veterans I have spoken with.

[The prepared statement of Mr. Vanderheyden follows:]

PREPARED STATEMENT OF SCOTT VANDERHEYDEN, GULF WAR COORDINATOR,
VIETNAM VETERANS AGENT ORANGE VICTIMS, INC.

Mr. Chairman, members of the committee, thank you for giving me the oppor-
tunity to testify today.

My name is Scott Vanderheyden, a United States Marine who served in the Per-
sian Gulf from Jan. 1991 to Aug. 1991. I am the newest staff member of, Vietnam
Veterans Agent Orange Victims Inc. We are a 501(c)X3) not-for-profit organization
presently funded by the Agent Orange Class Assistance Program (AOCAP). Our
mission is to conduct case management to sick Vietnam Veterans, and their chil-
dren. These children have problems that range from birth defects and chronic health
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problems to learning disabilities. Direct assistance provided has ranfed from pur-
chases of prosthetic devices and reconstructive surgery, to educational tutoring and
counseling. To date we have provided specific programs and services for more than
6,705 Vietnam Veterans, 1,242 children and 1,690 significant others. As news about
sick returning Gulf Veterans began to surface, Vietnam Veterans Agent Orange Vic-
tims felt compelled to provide assistance to this new generation of veterans. For the
last 3 years Vietnam eeterans Agent Orange Victims goal has been to include the
Veterans and families from the Gulf War, and provide for them the same outreach,
referral, advocacy, support and direct services that we have been providing for Viet-
nam Veterans and their families.

I have been deeply involved in the Gulf War Illness issue for some time. We have
collected data on everything from research and legislation to committee reports and
individual veteran statistics. Amassing a comprehensive body of data and resources
regarding not only the so called Gulf War Syndrome but a significant number of as-
sociated birth defects. I have been in close personal contact with and have conducted
case management intake with hundreds of Gulf War Veterans and their families
throughout the country. Not a day goes by that I don’t speak with at least a half
% dozen Gulf Veterans, concerned with their health or the health of a family mem-

er.

Vietnam Veterans Agent Orange Victims Inc. has been in existence since 1978
and has helped veterans and their families from every era. In our 18 years of exist-
ence we have been able to entrench ourselves into a national network creating con-
tacts everywhere, enabling us to help any American veteran at any place in the
country. We have worked closely with some of the Gulf War grass roots organiza-
tions that have been popping up all over the world creating an unprecedented net-
work capable of touching every community.

Our current priority is a major on—going outreach campaign where we are seeking
out Gulf Vets to collect individual and family statistical data. We are collecting data
from a medical questionnaire specifically for Gulf War Veterans. Our statistics are
constantly changing as we send and receive questionnaires every day. The question-
naire is filled out and mailed to us or data is gathered over the phone. %ur goal
with the questionnaire is to get an general overview of our veterans health status
-and to educate and inform the veteran on new developments.

I feel the need to express the poor effort of funneling information to the individual
Gulf veteran. 90% of the Gulf War Veterans I have spoken with have no idea of
what’s going on. I have spoken with Platoon Commanders, Company Commanders,
Battalion Commanders, and Executive Officers and not one of them could tell me
what the Persian Guilf Health Registry was. I know the DoD and the VA have used
a number of techniques from hot lines and internet sites to public service announce-
ments and newsletters, but the fact is, is that the information is not reaching the
individual vet. The DoD needs to coordinate better with the VA in its attempt to
reach the individual veteran. The DoD and the VA should coordinate with Veterans
organizations such as the Veterans of Foreign Wars, the American Legion, Disabled
American Veterans and Gulf War u%'rass roots organizations to outreach Veterans.
These Veterans Organizations should set up outreach committees at the post and
state levels. There are an endless array of networks and channels waiting to be
ta;:fed into that would greatly increase productive and direct outreach to Veterans
and their families.

The DoD and the VA need to saturate the general public through the media about
the Gulf War Illness Issue. They need to drive the point home. I challenge the
media to help us all find the solutions to our problems, instead of looking for the
hype and sensationalism. The same hype and sensationalism that has put the DoD
in a defensive posture creating a distant and cautious relationship between the gov-
ernment and its citizens. The time for pointing fingers is long past. Gulf War Veter-
ans need help now. It is time to unite and work together if we are to do anything
to help these sick veterans and their family members. The DoD and the VA have
a moral obligation to ensure that every single Gulf War Veteran has informative
and accurate information as of where to turn for help. Each person who served this
country in the Gulf has earned and deserves the right to know what is being done
to help them, and where they can turn for assistance.

Getting the “word” out is only the first part to helping the Veteran. It cannot stop
there. I have personally heard complaints from veterans that when they go to their
local VA for the Persian Gulf Health Exam the military doctors make comments
like, “Nothing is wrong with the Gulf War Veterans, it’s all in their heads” and
“Gulf War illness is a psychological problem, not physiological”. These Eersonal opin-
ions are sure to alter accurate data of the exam therefore possibly eliminating fol-
low-up visits that so many of these Veterans need. How can we productively help
these veterans if their physician expresses more of a one-sided personal view rather
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then the views of the United States Government. The establishment of a Service Co-
ordinator conducting checks and balances could eliminate this problem.

Most of the research and concern has been focused on those veterans who served
in the Kuwaiti and Saudi Arabia theater of operations, where the majority of our
troops were concentrated. It is very important that we don’t forget about those
troops that served in “Operation Provide Comfort” in northern Iraq and “Operation
Southern Watch” in the south, after the war. These troops have also reported indi-
vidual sicknesses and possible chemical incidents, such as Iraqi helicopters flying
over their positions spraying a mist. Are these incidents being investigated?

The defection of Saddam Hussein’s son-in-law, Lt. Gen. Hussein Kamel Hassan
has shed new light on the chemical exposure issue. New doors were swung wide
open when he pointed U.N. inspectors to a cache of documents secreted in a remote
farm house. On behalf of all Gulf War Veterans I respectively urée the United Na-
tions Special Commission on Iraq (UNSCOM) and the Persian Gulf Investigating
Team (PGIT) to continue to look into this issue with more vigilance than in the
past. It is quite apparent that Iraq has deceived the United Nations Special Com-
mission on Iraq, and the world about its nuclear, biological and chemical weapons
program for the last 4 years.

When we went to the Persian Gulf we were ready to fight and die for what was
right. We put our lives on the line for Kuwait and America. We where ready to go
up against anything Iraq threw in our way. We gave this country nothing less then
our best. We returned home to a proud America and a “job well done”. So called
“Heroes”, overturning the image of the Vietnam Veteran. Now we deserve the best
the United States could give us. All sick Veterans should be given medical treat-
ment regardless of any doubt. The VA should establish case management services
for families and children, and the policy of adhering to only the veteran should be
extinguished.

Are these sicknesses and birth defects related to the veterans service? This ques-
tion has plagued the Vietnam Veteran for years. Now we are seeing a “mirror”
image of the Agent Orange issue. Once again we are traveling down the same road.

The President of Vietnam Veterans Agent Orange Victims, Inc., Frank McCarthy
will be testifying at the second hearing. He will be testifying about the direct serv-
ices the National Alliance for Veterans Service Organizations is providing for Gulf
War Veterans and their families. Services the United States Government should
also provide. This is valuable information that VVAOVI has learned over the last
18 years.

Vietnam Veterans Agent Orange Victims is dedicated to helping Gulf War Veter-
ans and their families. We will continue to provide outreach, referrals, advocacy,
support and direct services for as long as we can. I thank you for giving me the
time to express the views and concerns of the Gulf War veterans I have spoken
with.

Mr. SHAvs. I thank all of our witnesses. I appreciate all of your
testimony. All were very important to the effort of this committee.
And we thank you.

And I don’t have a lot of questions. I think your statements are
fairly self-explanatory, but I would like to know, is this Agent Or-
ange all over again?

Mr. PucLIsL. In many ways, Mr. Chairman, it is not. And some
of the other of my colleagues today have pointed that out pretty
clearly, that the Government response to Gulf war veterans and
the illnesses they suffer from is markedly different than the re-
sponse that Vietnam veterans received.

On the other hand, we see some of the same behaviors on the
part of particularly DOD and VA toward these illnesses and to-
ward—I said the Federal Government’s approach in general toward
these illnesses; the way that the Federal Government analyzes
data from registries, the DOD’s and VA’s registries, and makes
conclusions from those registries that scientists wouldn’t dare do if
they were in a university or conducting a peer-reviewed study.

They have been refuting the fact that there is one cause or CBW
was a cause of Gulf war illnesses, where most Gulf war veterans
don’t have that on their radar screens. Their agenda isn’t about
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proving that something or another caused the illnesses, but that in
fact they exist and they need to be treated.

So, the answer is mixed concerning the Government response. It
is different from Agent Orange, but in some ways unfortunately it
is the same.

Ms. WILLARD-WEST. Mr. Puglisi is exactly right. As I noted in my
testimony, some of the delays experienced by Agent Orange victims
are not on the radar screen. That is in large part due to the actions
that the Congress has taken—both to conduct hearings and pass
legislation allowing VA to provide health care and compensation.
But the systems are not in place to make sure that the intent of
the law is implemented.

Again, we are very pleased that the delays in Government re-
sponse have not been there, but there’s not sufficient coordination
to ensure that the frustrations Vietnam veterans experienced in
navigating the bureaucracy aren’t experienced by Gulf war veter-
ans.

Mr. CULLINAN. Mr. Chairman, I am basically going to agree with
my two colleagues. In terms of similarities between Agent Orange
and Persian Gulf, ill-health symptoms are vague and not easily di-
agnosed. That is why there is a similarity.

The difference, though, is in the Government’s response. It is im-
mediate and it’s strong and it’s directed. And we intend that it
should stay that way as well. But that in our view is a marked dis-
tinction between what happened in Vietham and the Agent Orange
issue.

Mr. SHAYS. When do you think it became immediate and strong?

Mr. CULLINAN. It took a little prodding early on. Back in—was
it November 1993 the VFW testified at two congressional hearings?
They took place on the same day, the House and Senate Veterans
Affairs Committees. At that time while we saw good and positive
action on the part of the VA, DOD, we said at this hearing, we said
they were stonewalling. There was that problem.

A short while thereafter we were contacted by the office of Gen-
eral Blanck who offered to come over and conduct a seminar in our
building to delineate what DOD, in fact, was doing and not doing.
A;f'ld it is our belief that out of that hearing came more concerted
effort.

Mr. SHAYS. What I hear you saying is that the wake-up call was
heard a little more quickly. But we still are behind the curve?

Mr. CULLINAN. Yes, absolutely. The distinction between, say, a
delay of a year and a delay of 20 years is so marked in my mind
from one, that I would almost say that, yes, the governmental re-
sponse was immediate. It’s not quite accurate. It took a little prod-
ding, especially on the part of DOD but there is quite a distinction.

Mr. GILMER. Mr. Chairman, the similarities are that if you can’t
identify something, you can medically diagnose and develop the
medical research to support that diagnosis, there is a tendency to
be C}lfnical and to not trust the patient. In that sense, they are very
similar.

On the other hand, and once again this is a relative statement,
if we look at how long it took the atomic veterans involved in all
of the atomic tests where they were actually at the sites where all
of these bombs were blasted then walked in Japan on top of radi-
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ated ground, how long it took for those men and women to be serv-
i%e connected, in comparison, relatively, we are very pleased about
that.

Mr. SHAYS. It is relative here.

Mr. GILMER. Exactly. The reality is for all men and woman who
served who are sick and ill, they need the response now and they
need the agencies to develop protocols which are more uniform,
provide more uniform services, and to provide the extensive testing
which is required to followup on the kinds of conditions we would
expect to be seen here.

I would make one point. All of these agencies are limited, one,
by their objectives. For the military person in the field, when they
were in combat, the ability to sit down and make a note in a file.
Or as the sergeant noted, do I take the pill and get sick or do I
go fight the war? Forget the pill. I've got people trying to kill me
out here. So, you take care of business at hand. That is their objec-
tive.

Then when you come back to the Veterans Administration, their
budget has diminished, not in real dollars but in relative dollars
year after year after year. They have absorbed budget cuts in CPI
year after year. Their ability to respond to any veterans’ needs is
diminished. The newer veterans, then, are coming in on top of that
and unfortunately that is effecting their ability to get the services.
Those things have to be looked at.

Mr. SHAYS. Thank you.

Mr. VANDERHEYDEN. Mr. Chairman, I think it is very similar in
the way that direct services aren’t being provided to the individual.
The Gulf war veteran has been very lucky. We have been able to
use the Vietnam veterans—we have been able to springboard off
the Vietnam veterans for over the last 20 years. They have been
doing all kinds of work trying to get direct services for the Vietnam
vets. The Gulf war veteran has been very lucky. A lot of Vietnam
vets are behind the Gulf war vets, which is definitely helping to
speed up the process.

Mr. SHAYS. One of the things I find rather disconcerting, I know
that when I was in the Peace Corps we were considered a control
group. We had 200 people that would be going to a particular new
flultlufle. There it wasn’t medical physical, it was more mental

ealth.

But they would have behavioral scientists come in and they
would treat different groups differently, and then try to see when
they did that who stayed the longest, who came back. I wasn’t
aware of it at the time other than I thought they were playing with
our brains, until I went to graduate school and started reading
some of the reports that the behavioral scientists wrote. Very dis-
concerting for me to think of certain chemicals that may be admin-
istered that we can’t get a handle on because, “it is basically simply
a secret.”

It is disconcerting for me as a Member of Congress to read re-
ports that you all haven’t seen about the performance of some pro-
tected gear and so on. And we have got to make sure we put every-
thing together in the end.

It is tremendously disconcerting for me to think that at discharge
that someone wasn’t given a full medical discharge. That they
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weren't examined to the extent that the law requires and so on.
And then records aren’t properly maintained. And I am troubled by
it seems to me the lack of coordination between DOD and the De-
partment of Veterans Affairs’ administration. These are things that
we are going to try to get a handle on.

What would be the single most important thing you would want
my staff to focus on, both Republicans and Democrats on this com-
mittee? What would each of you want to tell the staff member and
to me as well? If you could limit it to one issue?

Mr. PugLisi. Mr. Chairman, besides the claims process, which I
went into some detail in the written testimony and my oral testi-
mony——

Mr. SHAYS. Yes.

Mr. PucList [continuing]l. One of the key problems with this
whole issue is the Federal Government’s assertion that not many
Gulf war veterans suffer from undiagnosed illnesses; that most of
the active duty service members and the veterans who receive
these protocol exams end up with a diagnosis.

Mr. SHAYS. And you don’t think that is true?

Mr. PucList. No, sir, I don’t. And when looking at the data, not
the diagnoses that they get but the symptoms that they report,
that is going to show someone how prevalent these illnesses are.
Because as we all know, if you are sick, you go to a doctor, the doc-
tor gives you a diagnosis and you go for a second opinion, and
sometimes you get a different diagnosis.

And because we are talking about something or some things that
don’t even have a case definition, we can’t expect VA doctors, no
less private doctors or DOD doctors, to diagnose these things or to
admit that they don’t have a diagnosis for the symptoms.

Mr. SHAYS. I am making an assumption that there is a general
consensus, and some of you testified as such, that there is not one
thing we are looking for. I certainly have that sense.

Ms. Willard-West, would you tell me one thing that you would
want us to be alert to?

Ms. WILLARD-WEST. Sure. 1 think one of the most important
things—Mr. Hollingsworth in the first panel made a very poignant
statement that the DOD and VA position, that some of these veter-
ans are just seeking compensation and his statement was that we'd
much rather get our health back than get compensation.

That being the case, compensation is very important for veterans
and their families who are severely disabled and going into pov-
erty. But perhaps even more critical is making sure they get proper
health care to treat their illnesses the best ways possible in order
to help tham try to get better.

Mr. SHAYS. Thank you.

Mr. CULLINAN. It’s our view that one of the most important func-
tions of oversight activity such as this today, along with discerning
the particulars of a given problem, is maintaining the focus. So, I
would have to say that this kind of oversight activity which keeps
the Government focused on resolving the issue with the primary
objective of getting these veterans better—we see the necessity of
eventually discerning cause so that a full and effective cure might
be devised, but in the interim what these veterans need is health
care and they need it now.
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Mr. SHAYS. You don’t want us to study it to death.

Mr. CULLINAN. No, sir.

Mr. SHAYS. You want to help the living. Yes, sir?

Mr. GILMER. Mr. Chairman, I think that one of the most impor-
tant things that could happen, and it’s fortunate these other people
have gone before me, I don’t need to name the same things again.

Mr. SHAYS. So you would say all of the three plus. This is very
helpful, all three are similar but different and it is helpful. Yes,
sir?

Mr. GILMER. I think it’s terribly important that as we look at the
development of these registries, that uniform medical protocols be
developed so that they provide a better foundation for looking at
the kinds of symptoms and followup treatments that should come
from that.

And as a function of that, they should increase medical testing
which would typically be considered esoteric and typically expen-
sive, to recognize that the conditions that we are looking for here
are not common in our communities and if we do not explore those
areas in these registries, they will not come to the front. We think
that is critical to ultimately their treatment. Thank you.

Mr. SHAYS. Thank you. The four of you so far have done an excel-
lent job of helping us write a report. And I know that the staff is
listening.

Mr. VANDERHEYDEN. Mr. Chairman, I agree with the rest of the
panel here. I believe that direct services for the veteran, the
spouse, and the child are the most important issues.

Mr. SHAYS. I thank all of you for being here. This has been a
very enlightening day. I think if I were to say the thing that I am
most surprised about is the registry. I am just looking at this reg-
istry and I am wondering if it is not a cover for saying we are doing
something. I wonder what are we getting from this registry. I think
it could be an extraordinarily valuable tool for helping deal with
the care problems and ultimate medical research and healing proc-
ess. First in identifying problems, and also taking care of these vet-
erans,

I will assure all of you we will be having the VA here at our next
hearing, and I think they have been helped by your testimony as
well. We will keep at it, and I am also going to say I probably don’t
need to say this, but I want you to keep at us. I want you to keep
at Congress. | want you to put the pressures because you need to
do that. Thank you very much.

This hearing is adjourned.

[{Whereupon, at 1:30 p.m., the subcommittee was adjourned.]

[Additional information for the hearing record follows:]

PREPARED STATEMENT OF HON. JAMES M. JEFFORDS, A U.S. SENATOR FROM THE
STATE OF VERMONT

Mr. Chairman, I would like to commend you for holding these hearings to exam-
ine various efforts by the federal government to determine the unexplained illnesses
affecting Persian Gulf War Veterans suffering from mysterious symptoms.

Your call for hearings on the actions of the Department of Veterans’ Affairs (VA)
and the Presidential Advisory Committee’s interim report on Gulf War Syndrome
is a welcome initiative. I hope these hearings will accelerate both the scientific proc-
ess of determining the causes of Persian Gulf War illnesses and the bureaucratic
process of defining the government’s proper role in caring for suffering veterans.
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As a member of the Senate Veterans’ Affairs Committee, I have a long-held inter-
est in this matter and have worked vigorously to ensure that Persian Gulf veterans
suffering from “unexplained illnesses” should be given priority treatment at VA and
Department of Defense (DoD) medical facilities worldwide. Efforts by the Senate
and House Veterans Affairs Committees have yielded some very positive results, in-
cluding the Persian Gulf War Veterans’ Beneftl’il;s Act of 1994, which authorizes the
Secretary of Veterans’ Affairs to compensate any Persian Gulf War veteran suffering
from a chronic disability resulting from an undiagnosed illness that became mani-
fest following service in the Persian Gulf.

I think we both feel that the efforts made thus far by the U.S. Congress on this
issue have been not only sincere, but productive in addressing the needs of ill Per-
sian Gulf War veterans. Unfortunately, efforts at both the legislative and the execu-
tive levels of government have provided neither a conclusion nor a cure for afflicted
veterans. Like you, I have reviewed the Presidential Advisory Committee’s interim
report on Gulf War veterans’ illnesses. I must concur that there is a lack of both
urgency and emphasis on expeditiously finding explanations to better treat and help
save the health and lives of veterans suffering from these maladies.

In closing, I realize the enormous cost the federal government would shoulder in
providing lifetime treatment and compensation to veterans suffering from Persian
Gulf War Syndrome. However, we need to continue to pressure the executive branch
participants to accelerate the research process and come to solid conclusions based
on scientific evidence.

Again, I am pleased that you have initiated these hearings. This is an incredibly
important issue to me, to Vermont and to the nation, and I look forward to hearing
the Subcommittee’s conclusions.

PREPARED STATEMENT OF THE NAVAJO NATION ON PERSIAN GULF WAR SYNDROME
INTRODUCTION

Mr. Chairman and members of the committee, on behalf of the Navajo veterans,
thank you for inviting the Navajo Nation to submit written testimony on the Per-
sian Gulf War Syndrome and for your help in assisting Native Americans. We are
especially thankful for the Committee in working on the Native American Veterans
Home Loan Program. In the same spirit, we ask that you provide Native American
veterans the opportunity to participate in other veterans health studies.

America is a country of rich diversity and endless ogFortunities and we must
cherish the principles and ideals that bind us together. Throughout history, thou-
sands of brave Navajo veterans fought along side their American brothers and sis-
ters in defense of their beloved country, in protecting their families and the families
of future generations, to live in a free land under the blessings of democracy. To
protect their native lands, many Navajo veterans came home from the war injured
and disabled. Many more came home with a variety of unknown symptoms and ill-
nesses. In the 1940s some Navajos were knowingly exposed to radioactive fallout
from nuclear testing. In the 1960s and 1970s Navajo Vietnam veterans were ex-
posed to Agent Orange and are currently suffering from its effects. The potentially
toxic substances used in the 1991 Persian éulf War have effected many
servicemembers and our Navajo veterans also are feeling the effects. Unfortunately,
the cause of the illnesses may not be defined. Nevertheless, they need medical at-
tention today, not decades from now.

PROFILE OF THE NAVAJO NATION

The Navajo Nation is the largest and most populous Indian Nation in the United
States with an estimated 219,000 members. The Navajo Nation encompasses 17.5
million acres, spanning the states of Arizona, New Mexico and Utah—one third of
all Indian lands in the lower 48 states. The Navajo Nation is larger than the states
of Connecticut, Delaware, Maryland, Massachusetts, and Rhode Island combined.
Given our geographical composition, the Navajo Nation often encounters complex ju-
risdiction issues in regard to implementation of state and tribal programs, such as
natural resource management, environmental protection and economic development.

Although the Navajo Nation is rich in natural resources and possesses tremen-
dous economic potential, socioeconomic conditions on the Navajo Nation are com-
parable to those found in underdeveloped third world countries. According to the
1990 U.S. Census, approximately one-half of our people residing on or near the Nav-
ajo reservation are below the age of 21; and the Navajo population is growing at
twice the national rate. Additionally, in 1992, a survey published by the Department
of Health and Human Services’ Indian Health Service (IHS) reported that approxi-
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mately 15 percent of the Navajo population is under six years of age and indicated
that the population growth is expected to continue with the Navajo Nation birth
rate determined at 3.25 percent. This is twice as high compared to the 1987 U.S.
birth rate of 1.57 percent.

The Navajo Nation is characterized by unemployment levels ranging from 36 to
50 percent depending on the season; per capita income averages $4,106.00; and over
56 percent of our people live below the poverty level. High unemployment on the
reservation is the underlying reason that many Navajo families are disjointed, a re-
sult of family members being forced to relocate to nearby urban areas to find jobs.
Private-sector businesses are nonexistent on the Navajo reservation. Family mem-
bers who cannot find employment or provide adequate care and basic needs for their
children experience stress, depression, and frustration. The consequences are illus-
trated by the increasing leveis of child abuse and neglect, alcoholism, drug and sub-
stance abuse and depression.

Currently, the scarcity of adequate housing on the Navajo Nation is at a mag-
nitude that can be characterized as a “housing crisis.” The Navajo Nation has deter-
mined that 13,539 newly constructed homes are needed immediately to alleviate se-
vere overcrowding. Additionally, many existing houses are in disrepair. The Navajo
Nation estimates that 23,527 existing housing units on the Navajo Nation are in
substandard condition because they lack either running water, indoor plumbing,
electricity and/or central heating. This means about 62 percent of housing on the
Navajo Nation requires significant improvement, in addition, to a continued exten-
sive home building program.

Basic “necessities” of life, taken for granted elsewhere in America, are sorely lack-
ing on the Navajo Nation: 77 percent of Navajo homes lack plumbing, 72 percent
lack kitchen facilities, and 76 percent lack telephone service. Thirty-five percent of
Navajo families (12,907 households) presently haul water from windmills or springs
to meet their basic domestic water needs. Many of these domestic water systems
were constructed prior to passage of the Clean Water Act, and therefore without ad-
herence to, strict standards of water quality and well-head protection required by
U.S. Environmental Protection Agency.

NAVAJO DEPARTMENT OF VETERANS AFFAIRS (NDVA)

The Navajo people are a traditional and cultural society with a common language
interwoven with sglared customs, values, and beliefs. Our cultural philosophy is em-
bedded with the concepts of a “protector” and a “defender.” The Navajo people have
a high regard for warriors, as they are the protectors and the defenders of the Nav-
ajo people and their homeland. Therefore, much respect and appreciation is shown
to veterans of all wars by their families, friends, and people in the community.
Throughout the course of the United States history, the contribution of Navajo vet-
erans to the cause of peace has exceeded their political and economic representation
in American society.

The Navajo Nation has the largest number of Native American veterans, totaling
more than 16,000, whose military service extends into various branches of the
armed service since World War 1. Navajo veterans comprise 15% of the total Navajo
population, which, when compared with other ethnic groups, far exceeds the na-
tional ratio.

The Navajo Department of Veterans Affairs (NDVA) was established January
1971 by the Navajo Tribal Council, to address and serve the needs of all Navajo vet-
erans, NDVA is centrally located in Window Rock, Arizona, with five suboffices in
each Bureau of Indian Affairs (BIA) agency. NDVA operates on an annual budget
funded entirely with Navajo general revenue. NDVA provides financial assistance
for job training, emergency assistance, burial expenses, headstones, flags, tradi-
tional ceremonies, home improvements, travel and personal loans. In addmon, mon-
ies are used to staff personnel, who serve Navajo veterans in the five BIA agencies.
However, the needs of the Navajo veterans far exceed the Navajo Nation financial
resources. Very little money is received from Federal and State governments to meet
the needs of Navajo veterans As such, Navajo veterans have struggled to gain full
benefits and services entitled to veterans since the establishment of Title 38, U.S.C.
(Veterans Benefits).

Of the living Navajo veterans on the reservation, 40% are unemployed. Since the
economic conditions are grossly inadequate, many Navajo veterans turn to alcohol
and drug abuse that ultimately leads to a vicious cycle of unemployment. Rehabili-
tative programs to treat veterans are not effective because there are no training and
employment programs to boost their self-esteem. Some of our weakest and vulner-
able Navajo veterans are on the verge of becoming homeless.
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NAVAJO GULF WAR VETERANS

The Navajo Nation sent 300 warriors to the 1991 Persian Gulf War in which our
country successfully drove Iraqi forces out of Kuwait. Today, there are 291 Persian
Gulf War veterans living among us, some of whom are now suffering from a wide
range of unknown illnesses and debilitating symptoms, such as fatigue, joint pains,
headache, rashes, memory loss, flu, as a, pneumonia, hypertension, cardio-
vascular disease, diabetes and allergies. Like their brothers and sisters who fought
in the Vietnam War, they too, are experiencing illnesses beyond their comprehen-
sion. Some have literally given up on modern medicine and have resorted to alter-
native traditional healing methods.

Currently, Persian Gulf War veterans, pursuant to the Veterans’ Benefits Im-
provement Act of 1994,1 receive compensation benefits for disability resulting from
a variety of chronic illnesses that cannot now be diagnosed. Many ilavajo veterans
show signs of illnesses but are discouraged by the inconvenience of accessing a DVA
medical center. It would be unfair to impose the responsibility to treat veterans
whose disabilities are caused by their services to a federal agency not having juris-
diction over the issue and whose budget are already severely constrained. The
NDVA and Indian Health Services (IHS) are unable to provide adequate referral
and health services, respectively because they lack the funding to provide such serv-
ices. This is an example of the overwhelming need to provide much needed services
to Native American Veterans.

COMMENTS AND RECOMMENDATIONS

1. Mandate that Native American Veterans participate in all health studies
on and related to Persian Gulf War Syndrome.

The Navajo Nation strongly requests participation in any veterans study author-
ized by Congress to be conducted on the health abnormalities and effects of the Per-
sian Gulf War veterans. Historically, Native American veterans have been under-
served and only recently were extended veterans benefits. The Navajo Nation does
not want to experience again having its Navajo veterans further excluded from any
health related studies.

For example, if the proposed Persian Gulf War Syndrome study excludes Native
Americans, the outcome could parallel the 1983 and 1989 studies on Vietnam veter-
ans. In 1983,2 DVA conducted a comprehensive study of Vietnam veterans to deter-
mine the effects of the Post Traumatic Stress Disorder (PTSD) and other psycho-
logical problems in readjusting to civilian life. Particular attention was paid to vet-
erans who have service-connected disabilities. The study revealed that Black and es-
pecially Hispanic Vietnam veterans suffered higher rates of PTSD than Anglo veter-
ans. As a result, Congress increased services to Hispanic veterans. Unfortunately,
Native Americans were not included in this study. The alarming findings imme-
diately led to positive efforts of improved health services and benefits to veterans
with PTSD.

In 1989, at the request of Native Americans, Congress appropriated funds3 to
conduct another study of the psychological problems of certain Native American
Vietnam veterans. The study by the National Center for American Indian and Alas-
ka Native Mental Health Research, Denver, Colorado is still ongoing and the report
is due Spring 1996. Navajo and Sioux veterans were selected for the study. The
Center is currently working with NDVA to compile data on Navajo veterans. The
preliminary results of the study revealed that Native American veterans experi-
enced combat at a higher rate than any other ethnic group, thus, a higher preva-
lence of PTSD and related health problems (See exhibit A—attached graphs and re-
sults of the American Indian Vietnam Veterans Project study). Today, Native Amer-
ican veterans are reporﬁn%)f;hysical problems such as trouble hearing, arthritis, hy-
pertension, respiratory problems, skin condition, diabetes, etc. These studies provide
a basis to measure potential problems and solutions to the problems but Native
Americans were excluded from the 1983 study, resulting in no services.

Navajo Nation looks forward to actively participating in all veterans health stud-

ies.
2. Provide a DVA Hospital on the Navajo Nation.

1Veterans’ Benefits Improvement Act of 1994 (Public Law 103—446), 108 STAT. 4645, Title
I: Persian Gulf War Veterans’ Benefits Act, November 2, 1994.

2Veterans’ Health Care Amendments of 1983 (Public Law 98-160), 97 STAT. 993, To amend
Title 38, United States Code, to extend and improve various health-care and other programs
of the Veterans’ Administration, November 21, 1983,

3 Makes appmﬁ)riaﬁons for the Departments of Veterans Affairs and Department of Housing
and Urban Development (Public Law 101-144), November 9, 1989.
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The Navajo Nation requests a veterans hospital to be located on the Navajo res-
ervation. Currently, the Navajo Nation is primarily served by IHS with six hospitals
and seven health centers that do not provide any type of services for veterans such
as treatment of Agent Orange and other illnesses caused by the Persian Gulf War
Syndrome. IHS currently receives only 85% funding level that fails to accommodate
the growing health care demand of Navajo Area beneficiaries. Its budget is divided
to address direct health care, preventive health care, health facilities construction
and water sanitation projects. Consequently, direct care funding has eroded over the
years because IHS has had to absorb mandatory increases such as pay raises, infla-
tionary costs, etc. Moreover, many veterans are discouraged by long lines at IHS
and the lack of a focus on veterans health care. Navajo Nation looks forward to
working with this committee, DVA, U.S. Office of Management and Budget (OMB)
and the Clinton Administration to provide health care services to veterans.

3. Appoint a Native American Representative to the President’s Advisory
Committee on Gulf War.

In 1995, President Clinton set up a 12-member Presidential Advisory Committee
of scientists, physicians, and veterans advocates to look into mysterious illnesses
and ailments reported by Persian Gulf War veterans. The Committee was set up
“to review and make recommendations to President Clinton regarding government
efforts aimed at finding the causes and improving the health care available to Per-
sian Gulf War veterans.” Because many Native Americans have given their lives in
the Persian Gulf War, we encourage the Advisory Committee to include a Native
American veteran on the Committee.

4. Provide adequate funding for the Navajo Department of Veterans Affairs
online services to access benefits and participate in surveys.

The Navajo Nation requests that funding be provided to purchase computers that
will enable NDVA to set up a simple Local Area Network for data collection on Nav-
ajo veterans. It will also enable NDVA to participate in surveys conducted by DVA
and other private surveys via the Internet; utilize searchable databases and retrieve
informational material on veterans benefits such as delayed checks due to govern-
ment shutdowns; and, access educational and training programs. The computers will
also enable NDVA access to CD-ROMs that provide thousands of hyperlinks to
photos, videos, news reports, analyses and studies on veterans’ issues. Basic tools
of this nature standard in many offices and schools are still not yet available on
the Navajo reservation. NDVA lacks the financial resources to invest in modern
technology.

NDVA has suboffices that consist of one Service Officer and a Secretary, located
in highly remote areas of the reservation. These suboffices are bombarded with a
variety of requests from Navajo veterans. Navajo Nation provides limited general
funds to operate these suboffices and cannot afford additional staff or equipment to
accommodate the requests of Navajo veterans. Modern technology would link these
remote suboffices to the growing Information Superhighway project, allowing for en-
hanced services to Navajo veterans. Services such as DVA’s World Wide Web server
is rated among the top 5% of all web sites on the Internet. These sites include infor-
mational data such as DVA published articles, policies, press releases, legislation
and testimonies, benefits services, scholarship information, announcements for vet-
erans, Persian Gulf Veterans homepage, information for veterans on other services
such as DVA medical centers and regional office information, statistics and surveys
on veterans.

Currently, there are many surveys being conducted on the Internet. One online
survey sponsored by the Desert Storm Justice Foundation, is collecting data to show
the “incredible difficulties both current Active Duty members and those no longer
on Active Duty are having in accessing health care treatment for health conditions
related to the Persian Gulf War.”4 Navajo veterans and NDVA have missed oppor-
tunities to participate in these surveys. The statistical results are submitted to Con-
gress, keeping it informed of current problems experienced by Gulf War veterans.
Since Navajo veterans are not able to participate in these surveys, Congress and
DVA will once more be misinformed as to the needs of Navajo veterans. The other
two surveys that NDVA would have participated if resources were available are a)
the Gulf War Syndrome Survey by Researchers and b) the Survey for Female Gulf
War Veterans.

5. Provide Veterans Readjustment Counseling Program for Navajo Veterans.

4Clinton Woos Lukewarm Veterans Vow to Fight VA Cuts, Study ‘Gulf War Syndrome’ Thaws
VFW’s Mood, by John F. Harris, The Washington Post, March 7, 1995.
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In 1979, Congress appropriated funding® to DVA Medical Centers to provide as-
sistance and readjustment counseling programs for veterans of the Vietnam Era.
Very few of these benefits trickled to I\?ava'o veterans. Many Navajo Veterans still
sufter from the painful, emotional and psychological trauma. The Navajo Nation re-

uests that fumﬁng be made available to establish a Navajo Veterans Readjustment

ounseling Program to serve Navajo veterans afflicted with PTSD. SD has
caused a high number of Navajo Vietnam and Persian Gulf War veterans to turn
to alcohol and substance abuse as a means of coping with their physical and mental
ailments. The abuse contributes to unemployment, deteriorating health, family and
social problems. Because the Navajo reservation is 335 miles from the nearest DVA
hospital, access to veterans services are limited. A readjustment counseling program
on the Navajo reservation would provide a Western and traditional Native counsel-
ing that would enable them to become productive contributing members in the Nav-
ajo society; alcohol and drug abuse counseling; employment and training services;
priority counseling for sexual trauma and related health care for eligible women vet-
erans; outreach services, benefits counseling; and, referral for Navajo traditional
healing ceremony assistance.

DVA Albuquerque Office in response to a request by the NDVA stated that they
will not establish a Veterans Center on the Navajo Nation because it would remove
resources and permanent staff from other Veterans Centers and no existing Veter-
ans Center has shown a decline in workload that would warrant transfer of re-
sources to the Navajo Nation. DVA is concerned that transferring of these resources
would impact negatively on client care in other Centers. If DVA fears services will
offset cuts in benefits from other veterans currently being served, we urge that DVA
seek an increase in funding to cover benefit services to Navajo veterans. If this is
not possible, Navajo Nation requests that Congress d;l)rrovide direct funding to the
Navajo Nation to set up these facilities to meet the dire needs of Navajo veterans.

DVA Central Office, however, in consultation with the Navajo Nation directed
DVA Denver Office to enter into a Memorandum of Understanding (MOU) to pro-
vide services to Navajo veterans. The Navajo Nation requests DVA to continue to
support this initiative,

6. Provide a field office to administer Direct Home Loan program.

Pursuant to (P.L. 102-527),6 DVA was appropriated $58 million to make direct
home loans to eligible Native American veterans living on trust lands through a
Memorandum of Understanding (MOU) with Indian Nations, Alaska Natives and
Native Hawaiians.” On January 1995, President Albert Hale and DVA signed the
MOU. The Navajo veterans have not begun to fully utilize these loans because of
the lack of accessibility and availability. The administration of this program was
given to the Phoenix VA Regional Office which is 335 miles from the Navajo res-
ervation. The Navajo veterans are discouraged by the enormous cost and long-dis-
tance travel involved including the complex loan application process. It is an eight-
hour drive to Phoenix and the veterans are usually not guaranteed that they will
be served that day in which case they spend an additional $80 for lodging and
meals. In addition, they are not assured whether their loan applications would be
approved. Whereas, if a field office were established on the Navajo reservation, it
would only mean a short drive from their home to file the necessary paperwork.

Since the approval of the MOU between the Navajo Nation and DVA for direct
home loans, only two have been approved and closed. NDVA requests that funding
be made available to administer its own loan program for Navajo veterans on the
Navajo reservation. The creation of the Navajo Home Loan field office would coordi-
nate with DVA to administer loan programs, technical assistance and other benefit
services. If given the opportunity, Navajo Nation will make services more conven-
ient and accessible to Navajo veterans, using Navajo staff to make the process less
intimidating and less costly.

7. Provide direct funding for employment and training.

In 1992, Congress appropriated funding 8 for the U.S. Department of Labor to pro-
vide employment and training to veterans. The Navajo Nation requests that direct
funding be provided to meet tie employment and training needs of Navajo veterans.

5Veterans Health Care Amendments of 1979 (Public Law 96-22), 93 STAT. 47, and Veterans
Health Care Act of 1992 (P.L. 102-585), 93 STAT 4943, Title I—Women Veterans Health Pro-
grams, November 4, 1992. )

¢6Veterans Home Loan Program Amendments of 1992 (P.L. 102-547), to amend Title 38
U.S.C., with respect to housing loans for veterans, October 28, 1992.

70n January 10, 1995, DVA Secretary Jesse Brown and the Nava‘i]o Nation President Albert
Hale signed the Memorandum of Understanding (MOU) under the DVA pilot program for direct
loans to Native American veterans.

8Job Training Reform Amendments of 1992 (P.L. 102-367), JTPA, Title IV, Part C, U.S. De-
partment of Labor Veterans Employment and Training, September 7, 1892,
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Funding will be used to provide classroom training, on-the-job training, job counsel-
ing, vocational training for untrained and under-employed Navajo veterans with the
goal of providing new skills that result in a steady long-term employment. Cur-
rently, there are competitive grants available from the U.S. Department of Labor
which requires grant and proposal writers to apply for these grants. NDVA does not
have the financial resources to hire grant writers to go after these funds.

CONCLUSION

Thank you for inviting the Navajo Nation to submit written testimony. Your hard
work on behalf of Native American veterans does not go unnoticed. Lastly, the Nav-
ajo Nation recommends that a Veterans’ Hospital be established on the Navajo Na-
tion lands to enable the Navajo veterans of the Persian Gulf War, Vietnam and
other foreign wars access to medical benefits. Major improvements are still needed
to ensure that medical and other services are provided to improve their socio-
economic well-being to a level comparable to that of non-Indian veterans.
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EXHIBIT A
Some results of the Navajo Vietnam Veterans Study

A total of 327 Vietnam theater veterans participated in the project.
Demographic description of Navajo Vietnam Veterans:
. 68% are currently married

L4 92% have children .
o 51% of the veterans who have children have 3 or more.

L 58% have at least a high school education, while 40% report having attended at least
some college.

L4 59% are currently working, 22% are unernployed, and 5% are disabled, the
remaining 14% are either working part-time, working off and on, or retired.

Serious problems since the war, as well as those still affecting them now.
One section of the questionnaire asked the veterans, in a general way, what problems they had
.. experienced since the war, and whether they considered these problems serious, and if so,
were these problems still serious today.

.® 22% have had serious problems finding jobs; .
L] 16% continue to have serious difficulty in this area.

L] BQ% have had pmblemS getting énough money to live on;
o 22% have serious problems in this area now.

o 21% have had serious problems holding a job;
o] 15.5% have this problem now.

. 6% have had serious problems with drugs;
o 2% continue to have these problems.

L 43% report having problems with drinking too much;
o 15% report having such problems now.

L 24% Teport having had scnous meutal or r emotional problems;
o 14% report such problcms now.

o 28% repon having had serious physnml health problems;
o 26% continue to have such problems. ’

L4 12% report having had serious problems with the law;
o 4% report having such problems now.

L 26% report having had serious problems with their wives or chxldren,
© 11% report having such problems now.
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Physical health problems:
In this section we asked the veterans to give us their overall impression of their physical
health, as well as to report on specific problems. We ended by asking questions about the
degree of impairment caused by physical health problems.

L] Twenty-nine percent (29%) report their health-as "very good” or “excellent", 37%
report it as "good", 28% as "fair®, and 7% as “poor”. When comparing their
physical health to others their age, 37% of these veterans report their health as
"better” than others their age, 46% as “about the same", and 17% as "worse".

o The reported prevalence of physical problems in the past yea

Trouble hearing 48%

/ Arthritis 35%
v Hypertension 35%
v Respiratory problems 27%
v Skin condition 19%
v Diabetes 16%
v Urinary tract problem 16%
v Heart trouble : 11%
v Ulcers ’ 11%
v Arm or hand stiffness 11%
v Back or leg stiffness 10%
v Seizures 7%
v Cirrhosis of the liver - 3%
v Cancer ) 1%
v Paralysis . 1%

. Impairment: Physical health has kept veterans from the following activities for 3
months or more.

v kept from working 19%
v timited other activities 19%

v trouble walking 14%
¥ driving a car 7%
v needed help in travel 5%
v stayed in bed 3%

L] 53% report some physical limitation to the type of work they do
o 53% of iti®se report that the limitations are a result of their war
experiences.

Services use:
We also asked the vets a good number of questions about their use of both biomedical (IHS,
VA, eic.) and traditional health services, for both physical and emotional problems. When
someone had used services, we asked about their experiences in that system; when they had
not used these services, we asked "why not”. The percentages given here are restricted to use
of services for physical health problems.
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Use of VA services:

(o] 45% had gonc to the VA for a physical problems
34% of these had received inpatient care at some time
81% had reccived outpatient care at some time
51% felt treatment was "good” or "excellent”

v reasons the other 55% have not used the VA (they were allowed to

choose more than one reason)
VA too far away . 83%
used other health care - 1%
wanted to solve problem on your own 52%
problem not serious enough 50%
treatment wouldn't help - 32%
VA doesn’t offer needed care 26%
not frust the VA 26%
too much red tape 25%
quality of care poor at VA 24%
worried about what others would think . 20%
not eligible 15%
worried about racial prejudice 12%

®  28% have applied for VA disability; of these 64% have had their claim allowed, 21%
have been denied, and for 15% the claim is pending. Of the 72% who have not
" applied for VA disability, 19% believe they do have a service-connected disability.

Use of YHS services:

o 67% had gone to IHS for physical problems
45% of these had received inpatient care at some time
71% had received outpatient care at some time

55% felt treatment was "good" or “excellent”

v reasons the other 33% have not used the THS (allowed more than one

reason)
. too much red tape 63%
. problem not serious enough - . 60%
Wanted to-solve problem on your own . 55%
used aother health care 50%
quality of care poor at JHS . 39%
IHS doesn’t offer needed care © 33%
treatment wouldn’t help . 33%
not trust the THS - . 30%
worried about what others would think - 22%
IHS too far away - . 15%
worried about racial prejudice ) 8%
_not eligible : 5%
Use of traditional services:

o 55% had gone to Traditional healers fo

v 85% felt treatment was "good”
3 -

r a physical problem
or “excellent”.
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Executive Summary

President Clinton established the Presidential Advisory Committee on Gulf
War Veterans’ [llnesses to ensure an independent, open, and comprehen-
sive examination of health concerns related to Gulf War service. This 12-
member panel, made up of veterans, scientists, health care professionals,
and policy experts, will review the full range of relevant activities, includ-
ing: research, coordinating efforts, medical treatment, outreach, reviews
conducted by other governmental and nongovernmental bodies, risk fac-
tors, and chemical and biological weapons.

As mandated by Executive Order 12961, we are delivering our interim
report to the President, through the Secretaries of Defense, Health and Hu-
man Services, and Veterans Affairs, six months after our initial meeting
(held on August 14-15, 1995). Our final report will be delivered no later than
December 31, 1996.

This interim report includes four chapters addressing specific elements
of the Committee’s charter: outreach, medical and clinical issues, research,
and chemical and biological weapons. The final chapter describes the Com-
mittee’s work plan for the next 10 months. Within each chapter, the Com-
mittee presents its analytical approach; describes background material un-
covered through testimony, document review, and interviews; and makes
findings based on investigations to date. Recommendations we believe can
improve the government’s response to the broad array of issues encompass-
ing Gulf War veterans’ illnesses follow.

OUTREACH

The Committee found the Department of Defense (DOD) and the Depart-
ment of Veterans Affairs (VA) have used a number of progressive tech-
niques - from establishing telephone hotlines for the health care programs
that serve veterans to posting declassified documents on the Internet—to
educate veterans and other citizens concerned about Gulf War veterans’ ill-
nesses. Neither department, however, has adopted performance measures
sophisticated enough to evaluate the success of these programs. Our inves-
tigation revealed some relatively simple ways for the departments to re-
ceive feedback on the utility of various outreach programs and a critical
need to present information to veterans more clearly.
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Presidential Advisory Committee

i ¢ Operators at the DOD Medical Registry Hotline, DOD Incident Report-
i ing Line, and VA Helpline should be instructed to ask “How did you find
out about this number?” as a method of qualitatively measuring the suc-

cess of the different methods for publicizing the numbers.

o In the next Comprehensive Clinical Evaluation Program end-of-evaluation
questionnaire, which participants answer when the initial evaluation is
completed, DOD should include a question about satisfaction with the re-
ferral provided by the Persian Gulf Medical Registry Hotline.

e DOD and VA should utilize more refined performance measures to deter-
mine how well outreach services are reaching concerned parties. Caller vol-
ume data are not adequate.

o To assist the general public in interpreting the declassified intelligence docu-
ments on GuIfLINK [a DOD site on the World Wide Web], DOD should
prepare a user’s guide. This guide should explain in general terms the various
sources of intelligence information, how they may differ in quality and reliabil-
ity, and how intelligence analysts compile and evaluate reports from a variety
of sources in the field to obtain corroboration before preparing a final assess-
ment. This guide should be featured prominently on the GulfLINK home page.

o In its outreach campaign, VA should forego use of the term “priority care.”
VA should state clearly that Gulf War veterans are entitled to receive the
Persian Gulf Health Registry examination free of charge, including any
diagnostic testing found to be medically necessary and counseling regard-
ing findings.

¢ VA should make its broadcast public service announcements (PSAs) about
the toll-free Helpline more explicit. The PSAs should include brief explana-
tions of the purpose of the Helpline and the referral process for the Persian
Gulf Health Registry.

o Future conflicts are likely to generate controversial and unexplained health
concerns, and DOD and VA should anticipate the need and plan for out-
reach services and implement them expeditiously.

MEDICAL AND CLINICAL ISSUES

For this interim report, the Committee focused on medical treatment issues
that surfaced during the deployment and demobilization of troops. We
found DOD'’s policies and procedures were not adequate in all cases to pre-
vent service members with preexisting conditions from being deployed or
to identify health problems extant at the time of demobilization; these con-
ditions could have contributed to some current health concerns.

The Committee believes DOD and the Food and Drug Administration
(FDA) deliberated carefully before enabling, through rulemaking, DOD to
require troops to take pyridostigimine bromide (PB) and botulinum toxoid
(BT) vaccine as antidotes to possible chemical and biological warfare (CBW)
agents without FDA approval of the products for that purpose. Yet we find
FDA has failed, in the five years since the Gulf War, to devise better long-
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term methods governing military use of drugs and vaccines for CBW de-
fense. We also find DOD’s inability to produce the records of who re-
ceived PB or BT indicative of much need for wholesale improvement in
the government’s performance on medical recordkeeping during military
engagements,

e DOD should regularly review and update the policies and procedures
that govern the pre-, during, and postdeployment medical assessment of
the Ready Reserve to ensure they are current and adequate.

o DOD should establish a quality assurance program to ensure compli-
ance with pre-, during, and postdeployment medical assessment poli-
cies.

e Prior to any deployment, DOD should undertake a thorough health as-
sessment of a large sample of troops to enable better postdeployment
medical epidemiology. Medical surveillance should be standardized for
a core set of tests across all services, including timely postdeployment
followup.

o  Given that FDA’s interim rule [permitting waiver of informed con-
sent for use of unapproved products in a military exigency} is still
in effect, DOD should develop enhanced orientation and training proce-
dures to alert service personnel they may be required to take drugs or
vaccines not fully approved by FDA if a conflict presents a serious
threat of chemical and biological warfare.

¢ If FDA decides to reissue the interim final rule as final, it should first
issue a Notice of Proposed Rule Making. Among the areas that specifi-
cally should be revisited are: adequacy of disclosure to service personnel;
adequacy of recordkeeping; long term followup of individuals who re-
ceive investigational products; review by an institutional review board
(IRB) outside of DOD; and additional procedures to enhance under-
standing, oversight, and accountability. The Committee, at this tinze,
withholds judgment on the adequacy of the current interim final rule.

o DOD should assign a high priority to dealing with the problem of lost
or missing medical records. A computerized central database is impor-
tant, Specialized databases must be compatible with the central
database. Attention should be directed toward developing a mechanism
for computerizing medical data (including classified information, if and
when it is needed) in the field. DOD and VA should adopt standardized
recordkeeping to ensure continuity.

RESEARCH

The Committee found most of the studies sponsored by DOD, VA, and
the Department of Health and Human Services (DHHS) are well designed
and appropriate to determine if Gulf War veterans have mortality, symp-
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toms, or diseases that might be attributable to service in the Gulf War.
However, we believe inadequate response to scientific peer review, disre-
gard for the importance of allocating scarce research dollars to the best de-
signed studies, and inattention to the need to communicate effectively with
veteran participants are undermining the effectiveness of the govern-
ment’s research efforts. The lack of data about exposure to various risk fac-
tors (e.g., oil fire smoke or infectious diseases) also hampers research.
Though DOD is attempting to recreate certain exposure scenarios with the
Persian Gulf Registry of Unit Locations, we recommend heightened efforts
to collect exposure data in future conflicts.

¢ All epidemiologic studies aimed at Gulf War veterans’ health issues
should incorporate external scientific review and ongoing interaction
with appropriate outside experts throughout the study process, from
study design through analysis of results.

® The Persian Gulf Veterans Coordinating Board should play an active role
in allocating the limited resources available for research on Gulf War
veterans’ illnesses. The Research Working Group of the Coordinating
Board should monitor the findings and recommendations of scientific
peer review commitiees. If scientific reviews draw into question the use-
Jfulness of particular studies to the overall research strategy, the Research
Working Group should, via the Coordinating Board, recommend appro-
priate actions to the Secretaries of the three departments involved.

¢ DOD, DHHS, and VA should recommend their principal investigators
use public advisory committees in designing and executing epidemiologic
studies of Gulf War veterans’ illnesses.

¢ For those questions that are common fo different [epidemiologic] sur-
veys, coordination between principal investigators and survey design ex-
perts should take place to arrive at common wording. The Persian Gulf
Veterans Coordinating Board’s Research Working Group should take re-
sponsibility for this coordination.

 The Persian Gulf Registry of Unit Locations should be made available to
qualified government and private researchers as quickly as possible,
within the constraints of confidentiality.

® DOD should make reasonable and practical efforts to collect and record

better troop exposure data during future conflicts and to make those data
available as quickly as possible to health care researchers.

CHEMICAL AND BIOLOGICAL WEAPONS

The work of the United Nations Special Commission on Iraq (UNSCOM)
provides a more definitive picture of Iraq’s advanced CBW capabilities
than was available at the time of the Gulf War and underscores the consid-
erable uncertainty regarding Iraq’s intentions to use CBW agents against
American and coalition troops. The Committee believes the decisions of
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DOD and the Central Intelligence Agency (CIA) to reopen their invest-
gations of CBW in the Gulf War are positive steps and urges DOD and
CIA to draw fully on their resources to answer some of the war’s most
controversial questions; we will monitor their progress carefully. In ad-
dition, we find improved technology to detect the presence of CBW
agents would improve the health care surveillance of troops involved in
future conflicts.

o CIA and DOD should coordinate their analyses to ensure a compre-
hensive review of the complete record of the Gulf War. Each agency
should make full and prompt disclosure of all findings.

e DOD should devote more attention to monitoring low-level
(subacute) exposures to chemical warfare (CW) agents. One possible
basis for such a system is the automated air-sampling system devel-
oped by the U.S. Army Edgewood Research, Development and Engi-
neering Center for UNSCOM, which is using it to monitor emissions
from Iragi chemical plants. Another approach might be to modify the
detection system the U.S. Army uses to monitor for leaks at chemical
weapons storage depots.

e DOD should continue to invest in the development of a biological
point detectorfalarm system that can detect and identify biological
warfare (BW) agent aerosols rapidly enough to enable troops to take
protective measures before being exposed.

CONCLUSION

The Committee adopted the strategy of investigating and analyzing for
the interim report those key questions raised by the charter we believed
could be answered in the near-term. Toward this end, the Committee
received testimony from the public and government officials and re-
viewed scores of reports related to Gulf War veterans’ illnesses. This
document reports the Committee’s evaluations to date and makes find-
ings and recommendations in each of the major areas of our mandate,
but our work is by no means complete.

Securing a healthy future for Gulf War veterans is of paramount impor-
tance to President Clinton. We promise our full dedication to his charge.

Interim Report
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List of Acronyms

ACADA
AFIS
AFRTS
BT

BW
CBW
CCEP
CDC
CentCom
CIA

DHHS
DMDC

DSB
DU
ESG

GAO
IIRs
IND
IOM
IRB
NIH
OMB
PB

PHS

PSAs
UNSCOM
VA

VBA
VHA

-Advanced Chemical Agent Detector/ Alarm
-American Forces Information Service
-Armed Forces Radio and Television Service
-botulinum toxoid

-biological warfare

-chemical and biological warfare
-Comprehensive Clinical Evaluation Program
-Centers for Disease Control and Prevention
-Central Command

-Central Intelligence Agency

-chemical warfare

-Department of Health and Human Services
-Defense Manpower Data Center
-Department of Defense

-Defense Science Board

-depleted uranium

-Environmental Support Group

-Food and Drug Administration

-General Accounting Office

-Intelligence Information Reports
-investigational new drug

-Institute of Medicine

-institutional review board

-National Institutes of Health

-Office of Management and Budget
-pyridostigmine bromide

-Persian Gulf Investigation Team

-Public Health Service

-public service announcements

-United Nations Special Commission (on Iraq)
-Department of Veterans Affairs

-Veterans Benefits Administration
-Veterans Health Administration
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Timeline of Significant Events Concerning Persian Gulf Veterans’ llnesses
Policy, Congr: 1 Hearl L Clinical, Research, Oversight
1990
Saddam Hussein invaded Kuwait August
United Nations Resolution 6§78 - use "all +4 N b

means” to get Iraq out of Kuwait

1991

P.L. 102-1 «igned, suthorizing use of U.S. military January
forces in Southwest Asig; air attacks began

Four-day ground war fought, ended Feb. 28 February
April U.8. interagency report on health effects of oil fires
May VA initiated Mortality Follow-Up Study

Last troops in ground war returned to U.S. June

P.L. 102-190 signed eetablishing DOD registry of December
troope exposed to fumes from oil well fires

April Investigation of illnesses among Army reservists in
Indiana

August VA aetahhshod regmtry for ill Persian Gulf veterans
(health gram only);, VA blished
three referral eenlers (Houston, TX; Washington, DC;
West Los Angeles, CA)

First congressional hearings held before House September
Subcommittee
P.L. 102-585 signed, establist ive VA | N b

registry, modifying DOD registry, mnndanng OTA
reviews of both registries, and a NAS study
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1983
VA published first issue of Persian Gulf Review February
May VA Blue Ribbon Panel of scientists met to discuss
veterans’ illnesses
Hearings before House and Senate Committees June
Czech defense Minister announced detection of July
nerve gas during Gulf War
VA designated as lead agency for Peraian Gulf- August
related research
Senator Donald Riegle's report on chemical and September | OTA report on VA health registry
biological warfare
VA chartered Persian Gulf Expert Scientific October
Committee (formerly Blue Ribbon Panel)
Hearings before House and Senate C N b L igati itl among bers of Naval
Reserve Mobile Construction Batallion in North
Carolina; VA established neurologic disease pilot
program (Birmingham, AL)
P L. 103-210 signed, requiring VA to give priority D b VA initiated depleted surveillance project
medical treatment to eligible Persian Gulf veterans (Baltimore, MD)
1994
Hearing before House Committee; formation of January
Persian Gulf Veterans Coordinating Board
Hearing before House Committee February
Hearing before House Subcommittee March
April NIH Technology Workshop on Gulf War veterans’
health
Hearings before Senate Committees; Senate May
Banking C report on ct l and
biological warfare
DOD established registry toll-free hotline June DOD instituted Comprehensive Clinical Evaluation
Program; Defense Science Board Task Force report
July
GAO report on reproductive toxicants; hearing August VA blished three E; 1 Hazards R h
before Senate Committee Centers (Boston, MA; Portland, OR; East Orange, NJ)
Hearings before Senate Committees September | OTA report on DOD Kuwait oil fire registry
P L. 103-446 signed, authorizing VA to pay November
disability benefits to Gulf Wer veterans with
undiagnosed conditions; P.L. 103452 signed,
extending priority care through 2003
Senate Veterans' Affairs Committee report on December

military research and veterans’ health

First IOM report on CCEP; report on birth outcomes of
issisginpi National Guard b




129

1998
January IOM report: Health Consequences of Service During the
Persian Gulf War - Interim Findings and
R dati for I di Action
VA established toll-free hotline; VA published February
regulations to p War
Hearing before House Subcommittee March
DOD created Persian Gulf Investigation Team April
Hearings before House Subcommittee; Presidential May
Advisory Committee on Gulf War Veterans’
Ilnesses established by Exec. Order 12961; DOD
eatablished toll-free incident reporting number
DOD established GulfLINK June VA established fourth referral center (Birmingham, AL}
August Second JIOM report on CCEP; Persian Gulf Veterans
Coordinating Board working plan for research
United Nations Special Commission on Iraq report October
November | VA initiated Persian Gulf Health Survey
1896
January Third IOM report on CCEP
February Presidential Advisory C on Gulf War Veterans’

Nlnesses interim report

Prepared by CRS (3/96)
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THE STATUS OF EFFORTS TO IDENTIFY
PERSIAN GULF WAR SYNDROME, PART II

THURSDAY, MARCH 28, 1996

HoUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON HUMAN RESOURCES AND
INTERGOVERNMENTAL RELATIONS,
COMMITTEE ON GOVERNMENT REFORM AND OVERSIGHT,
Washington, DC.

The subcommittee met, pursuant to notice, at 11:10 a.m., in room
2247, Rayburn House Office Building, Hon. Christopher Shays
(chairman of the subcommittee) presiding.

Present: Representatives Shays and Towns.

Staff present: Lawrence J. Halloran, staff director and counsel;
Kate Hickey and Robert Newman, professional staff members;
TI;(;fmas M. Costa, clerk; and Cherri Branson, minority professional
staff.

Mr. SHAYS. I will call this hearing to order and give my state-
ment. We will be officially in session with the participation of an-
other member, but we wilf’get started now.

Two weeks ago, testimony before the subcommittee by veterans,
veterans’ service organizations, and researchers expressed varying
degrees of frustration over the response by the Department of Vet-
erans Affairs, the VA, to the health problems of Gulf war veterans,
frustration over an unfocused research agenda, and frustration
over reluctant and inconsistent diagnosis and treatment, frustra-
tion that the only syndrome the VA seems to recognize is the
“squeaky wheel syndrome” that requires veterans to fight as hard
(g ﬁ‘arder for their survival at home as they fought in the Persian

ulf.

We also heard the inevitable frustration felt by those who des-
perately need a cure but who are told to wait while medical science
searches for the causes of their illnesses. But while scientific in-
quiry may yield reliable answers only grudgingly, it is our task to
make sure the government that sent 697,000 men and women into
war is not as grudging about meeting the very real and very imme-
diate needs of Gulf war veterans.

Today, we invite the Veterans Administration to respond to the
issues raised in our previous hearing and to describe the most re-
cent efforts to coordinate research and treatment programs. We
also asked researchers and clinicians familiar with Gulf war veter-
ans’ health problems to comment on the diagnosis and treatment
of these chronic, often debilitating symptoms. Specifically, we want
to be assured that all plausible theories of causation for Gulf war
veterans’ illnesses are being aggressively explored.

(133)
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We also want to be sure the research agenda and VA treatment
protocols display no bias against the conclusion that the illnesses
of Gulf war veterans are service-connected. Sadly, that is a sus-
picion harbored by many veterans and me. They suspect the broad
array of possible causes, the wide variety of symptoms, and the re-
sultant lack of a single diagnosis or “syndrome” will be used as a
pretext to limit Federal liability while we literally study the prob-
lem to death.

As we heard in our last hearing, it is a suspicion based on the
historic reluctance of the military and the VA to acknowledge the
results of exposures, such as atomic radiation or Agent Orange.
And it is a suspicion reinforced when veterans have to struggle to
convince doctors and claims counselors that their pain is real. It is
a suspicion we expect the VA to dispel through a concerted, urgent
effort to find answers and offer treatment to Gulf war veterans.

I welcome all our witnesses here today, and I look forward to
their testimony.

Before swearing them in, I want to say that I asked my staff “On
a scale of 1 to 10, how would you describe the cooperation of the
Department of Veterans Affairs, on a scale of 1 to 10?” They de-
scribed the cooperation as a 2.

I can tell you that, if that’s the case, we won’t stop at three or
four or five hearings. We will go on and on and on until we have
the total and complete cooperation of this department, as we have
with the other five departments that we oversee. I can’t emphasize
that enough. We have the staff to do the research. We will be con-
tinually persevering in our interest to get at the facts.

I will also say something else. One of the challenges that you
have in communicating with us is that we are going to be—me, in
particular, and other Members—this isn’t our expertise, and we
don’t want to play the lawyer game of trying to ask the specific
right question and get an answer that is only in response to that.
Wenwant there to be an effort to try to educate this committee, as
well,

What I will say is that that was the past; today is today. I am
going to make my own evaluation today and in the weeks and
months to come.

Hopefully, my staff's feelings will change during the course of
what happens in the future.

At this time, I would like to recognize the distinguished former
chairman of this committee and, right now, ranking member, some-
one who has been really a pleasure to work with.

Mr. Towns.

Mr. TowNs. Thank you very much, Mr. Chairman.

The VA health system is the largest, centrally managed health
care delivery system in the Nation. The system includes 171 medi-
cal centers, over 300 clinics, and 132 nursing homes. The system
employs almost 250,000 professional, technical, and support per-
sonnel. The system serves over a million patients and provides 24
million outpatient visits annually.

In essence, in a system with this huge coverage, there are un-
doubtedly instances in which policy and practice may not coincide.
However, the better questions are whether a policy requiring uni-
versal implementation exists and whether procedures exist to as-
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sure compliance and accountability. These questions can be an-
swered in the affirmative. These policies are implemented through
VA medical center directors who are responsible for assuring ap-
propriate implementation of Persian Gulf policies and programs.

VHA established a quality management/self-assessment program
for Persian Gulif veterans registry. Completed assessments are cur-
rently being returned, and survey results are expected in May
1996. I believe we must await the results of the assessment before
we can determine whether quality management is really an issue.

Finally, Mr. Chairman, whenever one speaks of treatment, there
is always a discussion of alternative treatments which may be ben-
eficial. And that’s a fact. While I encourage the VA to seek out phy-
sicians and researchers who may have noteworthy findings, it
seems to me that the scarcity of research dollars made possible by
the Congress would limit the VA’s ability to adequately test the re-
sults of these private studies. And I think that’s a fact.

Therefore, if our concern is that the Persian Gulf war vets re-
ceive effective treatment in a timely manner, I believe that our
mission is this: Congress should be able to match our funding with
our concerns. In other words, put up or shut up.

Again, I want to thank the chairman for holding today’s hearing
and look forward to the testimony of all the witnesses. I think this
is a very important issue, and I agree with you that we need to
have some answers. I think we have the people here today who can
give us the answers.

I yield back.

[The prepared statement of Hon. Edolphus Towns follows:]

PREPARED STATEMENT OF HON. EDOLPHUS TOWNS, A REPRESENTATIVE IN CONGRESS
FrOM THE STATE OF NEW YORK

I want to thank the chairman for holding this second hearing on Persian Gulf war
veterans. The focus of today’s hearing is the procedures used by the Department of
Veterans Affairs for diagnosis and treatment of illnesses faced by Persian Gulf war
vets.

This hearing was called to answer two questions: whether there is a standard pro-
tocol for diagnosing Persian Gulf vets and whether that protocol is implemented by
the Department of Veterans Affairs. It is my understanding that the answer to both
questions is yes.

The VA does have a standard protocol used in the examination of Persian Gulf
war veterans. The uniform case assessment protocol was implemented by the VA
and the DOD in 1994. The Institute of Medicine reviewed the protocol and found
that it was a helpful diagnostic instrument. Additionally, the VA has established a
national training program on Persian Gulf veterans health for its physicians and
personnel caring for Persian Gulf vets.

All veterans who identify themselves through the Persian Gulf Registry, are given
a standard medical examination. Seventy-seven percent of veterans who undergo
this exam receive a diagnosis and are treated at local VA medical centers. If a diag-
nosis is not possible following the preliminary examination, a referral for a follow-
up exam is given at one of the four Persian Gulf referral centers. These centers have
developed expertise in addressing symptoms arising out of undiagnosed illnesses.

The VA health system is the largest centrally managed health care delivery sys-
tem in the Nation. The system includes 171 medical centers, over 300 clinics and
132 nursing homes. The system employs almost 250,000 professional, technical and
support personnel. The system serves over a million patents and provides 24 million
outpatient visits annually. In essence, in a system with this huge coverage, there
are undoubtedly instances in which policy and practice may not coincide. However
the better questions are whether a policy requiring universal implementation exists
and whether procedures exist to assure compliance and accountability. These ques-
tions can be answered in the affirmative.
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These polices are implemented through VA medical center directors are respon-
sible for assuring appropriate implementation of Persian Gulf polices and programs.
VHA established a quality management/self assessment program for Persian Gulf
Veterans Registry. Completed assessments are currently being returned and survey
results are expected in May 1996. I believe we must await the results of that assess-
ment before we can determine whether quality management is an issue.

Finally, whenever one speaks of treatment, there is always a discussion of alter-
native treatments which may be beneficial. While I encourage the VA to seek out
physicians and researchers who may have noteworthy findings, it seems to me that
the scarcity of research dollars made possible by this Congress would limit the VA’s
ability to adequately test the results of these private studies.

Therefore, if our concern is that the Persian Gulf war vets receive effective treat-
ment in a timely manner, I believe that our mission in this Congress should be to
match our funding with our concerns.

Again, I want to thank the chairman for holding today’s hearing and look forward
to the testimony of the witnesses.

Mr. SHAYS. I thank the gentleman.

Before swearing our witnesses, I just will take care of some
housekeeping.

I ask unanimous consent that all members of the subcommittee
be permitted to place an opening statement in the record and that
the record remain open for 3 days for that purpose. And, without
objection, so ordered.

I also ask unanimous consent that our witnesses be permitted to
include their written statements in the record, if they choose to
summarize. And they are encouraged to summarize, but not nec-
essarily. This is very important, so we are not asking that you do
summarize. And, without objection, so ordered.

At this time, let me just describe our panel. We have Dr. Thomas
Garthwaite, who is Deputy Under Secretary of Health, Department
of Veterans Affairs—all of our witnesses are from the Depart-
ment—Dr. Susan Mather, Director, Office of Public Health and En-
vironmental Hazards; Dr. Frances Murphy, Director of the Envi-
ronmental Agents Service; Dr. Timothy Gerrity, Deputy Director,
Medical Research Office; Mr. Quentin Kinderman, Assistant Direc-
tor, Compensation and Pension Service.

So we have very qualified people to respond to our questions. I
sincerely appreciate all of you being here. If you would all stand,
we swear in all our witnesses, even Members of Congress.

[Witnesses sworn.]

Mr. SHAYS. For the record, all of our five witnesses have re-
sponded in the affirmative.

Dr. Garthwaite, are you the only one with testimony, and the
others are here to respond, or do we have other testimony, as well?

Dr. GARTHWAITE. Right.

Mr. SHAYS. OK. What I will do is, I will have you make your
statement, and then I will ask if any of you want to just emphasize
a certain point. if you think of something you just want to empha-
(siizehbefore we start the questioning, you will all be permitted to

o that.

Dr. Garthwaite, you don’t have a time limit on you. That’s a dan-
gerous thing to say, but you are the primary witness, and you may
make your testimony as you see fit.
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STATEMENTS OF THOMAS GARTHWAITE, DEPUTY UNDER SEC-
RETARY OF HEALTH, DEPARTMENT OF VETERANS AFFAIRS,
ACCOMPANIED BY SUSAN MATHER, DIRECTOR, OFFICE OF
PUBLIC HEALTH AND ENVIRONMENTAL HAZARDS; FRANCES
MURPHY, DIRECTOR, ENVIRONMENTAL AGENTS SERVICE;
TIMOTHY GERRITY, DEPUTY DIRECTOR, MEDICAL RE-
SEARCH OFFICE; AND QUENTIN KINDERMAN, ASSISTANT DI-
RECTOR, COMPENSATION AND PENSION SERVICE

Dr. Garthwaite. Thank you, Mr. Chairman.

Dr. Kizer and I have been working hard for just over a year now
to rethink and reinvent the Veterans Health Administration. We
have a new goal, that is to be rated No. 1 by your staff, in terms
of responsiveness, and we will see if we can’t do that.

Mr. SHAYS. Thank you very much.

Dr. GARTHWAITE. I would like to thank you for this opportunity
to appear here and would ask that the written testimony be sub-
mitted in whole, and I have a relatively brief summary, because I
think that the best way to open up good communications is to deal
with the issues that you have. With me today—you have already
introduced the other members of the panel.

I am pleased to be here today to reaffirm VA’s commitment to
provide a timely and comprehensive response to the health con-
cerns of Persian Gulf war veterans and their families. As Secretary
Brown has often stated, we know that many Persian Gulf war vet-
erans and their families are suffering from real health problems,
and we will do everything we can to find the answers they need
and deserve.

They answered the Nation’s call, they faced great dangers brave-
ly, and they fought gallantly. Our Nation’s Persian Gulf veterans
have earned their government’s very best efforts.

Mr. Chairman, approximately 697,000 service members were de-
ployed to Operation Desert Shield and Desert Storm, beginning in
August 1990. U.S. troops were deployed to a bleak, sandy desert
environment and were housed in crowded conditions, with little
privacy and few sanitary facilities.

You and I, as citizens, watched on television the intense smoke
from oil well fires. We knew of the very real threat of chemical and
biological warfare. We saw the blowing sand. But what we couldn’t
see on television were the potential risks of pests, pesticides, en-
demic infections, multiple vaccines, nerve agent protection pills, ex-
posure to depleted uranium, fumes from unvented tent heaters,
burning of human waste, and exposure to petrochemicals.

We have a four-pronged strategy to address the concerns of Per-
sian Gulf veterans. The first part of our strategy is to provide accu-
rate diagnosis, available treatments, and compassionate and coordi-
nated care to symptomatic veterans.

Since 1991, the Persian Gulf War Registry has provided veterans
who have health concerns with access to a comprehensive physical
examination and baseline laboratory tests. The information from
these examinations is entered in a computerized data base, and the
results are closely monitored to identify patterns of illness and
complaints among Persian Gulf war veterans.

By the end of January 1996, more than 57,000 veterans had re-
ceived registry examinations at VA medical centers nationwide.
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The most common symptoms reported by Persian Gulf veterans re-
questing the examination are: fatigue, skin rash, headache, joint
and muscle pain, memory and concentration problems, shortness of
breath, sleep disturbances, and gastrointestinal complaints. To
date, no single exposure or unique new syndrome appears to ex-
plain the illnesses seen in the registry participants.

The second part of our strategy is to provide health care benefits
and compensation to affected veterans for undiagnosed illness. In
1993, the President signed legislation authorizing priority health
care, both inpatient and outpatient, for Persian Gulf war veterans.
Under this authority, veterans are eligible for free VA health care
for any disability that may be associated with exposure, during
gxeir service, to a toxic substance or environmental hazard in the

ulf.

The third part of our strategy is to conduct research to find the
causes and best treatments for the problems reported by Persian
Gulf war veterans. A cornerstone of the VA research efforts is the
national health survey of Persian Gulf veterans. It is designed to
determine the prevalence of symptoms and illness among a rep-
resentative sampling of Persian Gulf veterans across the Nation.
When this study is complete, we will have a picture of the preva-
lence of symptoms and illnesses among the entire population of
Persian Gulf veterans and their spouses and children.

VA scientists are also conducting a number of smaller epidemio-
logic studies. These studies focus on specific clinical end points and
organ systems, including the central nervous system, the immune
system, and the endocrine, musculoskeletal, and gastrointestinal
systems. Significant progress has been made in the studies of the
central nervous system, with particular emphasis on psychological
and neurological end points. Several other studies have dem-
onstrated an increased prevalence of PTSD, stress reaction, and
psychological disorders among Persian Gulf war veterans.

The fourth prong of our comprehensive Persian Gulf illness strat-
egy is to reach out to veterans to keep them informed of how to
access our help and to keep them aware of the current state of our
knowledge of the health effects of service in the Persian Gulf. This
is done through meetings, personal contacts, telephone lines, com-
puter access, and media and public service announcements.

We are aware that, in the huge medical system which has pro-
vided care to approximately 150,000 Persian Gulf war veterans and
special registry examinations to more than 57,000, some veterans
will encounter problems with some aspect of their care. We have
instituted several quality assessment measures in our program and
have intensified our training efforts.

I want to encourage all veterans who have any concerns regard-
ing Persian Gulf illness to call our Persian Gulf Help Line at 1-
800-PGW-VETS. By calling this number, veterans can let us know
of their personal concerns and give our staff a chance to help them
as much as possible.

In closing, we are committed to caring for veterans whose health
may have been adversely affected as a result of their service in the
Persian Gulf war. We are, likewise, committed to fully addressing
the questions and health-related concerns of Persian Gulf war vet-
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erans and their families. We welcome any and all suggestions from
this committee or from any source.

This concludes my statement, Mr. Chairman. My colleagues and
I will be pleased to respond to any questions you or other Members
may have.

[The prepared statement of Dr. Garthwaite follows:]

PREPARED STATEMENT OF THOMAS GARTHWATITE, DEPUTY UNDERSECRETARY FOR
HEALTH, DEPARTMENT OF VETERANS AFFAIRS

Mr. Chairman and Members of the Subcommittee: Thank you for this opportunity
to discuss with you the various Department of Veterans Affairs programs for Per-
sian Gulf War veterans. With me today are Dr. Susan Mather, Chief, Public Health
and Environmental Hazards Officer, Dr. Frances Murphy, Director, Environmental
Agents Service, Dr. Timothy Gerrity, Deputy Director, Medical Research Service,
and Mr. Quentin Kinderman, Assistant Director, Policy and Planning, Compensa-
tion and Pension Service.

I am pleased to be here today to reaffirm VA’s commitment to provide as timely
and comprehensive a response as possible to the health concerns of Persian Gulf
War (POW) veterans and their families. As Secretary Brown has often stated, we
know that many PGW veterans and their family members are suffering from real
health problems, and we will leave no stone unturned in our efforts to find the an-
swers t?ney need and deserve. They answered the nation’s call, faced great dangers
bravely, and fought gallantly. They have earned our very best efforts.

To address their needs, VA has developed a four-pronged approach covering medi-
cal care, education and outreach, research, and compensation programs. Since the
focus of this hearing is health care programs, I will restrict my comments to the
first three VA program areas.

Before I discuss the Department’s efforts, I believe it is important to outline some
background information to provide an appropriate context. Approximately 697,000
service members were deployed to Operations Desert Shield and Desert Storm be-
ginning in August 1990. Of those troops approximately 17 percent served in Reserve
or National Guard units and 7 percent were women. U.S. troops were deployed to
a bleak, sandy desert environment and were housed in crowded conditions with lit-
tle privacy and few sanitary facilities. Smoke from oil well fires, the threat of chemi-
cal and biological warfare, blowing sand, pests and pesticides, multiple vaccines and
nerve agent protection pills (pyridestigmine bromide), depleted uranium, fumes from
unvented tent heaters, open burning of human waste, exposure to petrochemicals
and solvents, ‘CARC (chemical agent resistant coating) paint, and the possibility of
exposure to endemic infections are now under investigation as factors which may
have adversely impacted the health of some PGW veterans.

MEDICAL CARE

In preparation for the return of Persian Gulf veterans after Desert Shield and
Desert Storm, the Veterans Health Administration, Office of Public Health and En-
vircrmental Hazards developed a Persian Gulf Registry Health Examination Pro-
gra.:: .1 April 1991. We began then what was the first of a significant number of
actions to address health issues related to service in the Persian Gulf. The PGW
Registry was designed to provide veterans who have health concerns with access to
a comprehensive physical examination, baseline laboratory tests, and other appro-
priate diagnostic tests. The information from these examinations is entered into a
computerized data base with the results closely monitored to discern patterns of ill-
ness and complaints among PGW veterans. As of January 31, 1996, more than
57,000 veterans received Registry examinations at VA medical centers nationwide.
A summary of the latest available information contained in the Registry database
has been provided to the Subcommittee.

I want to emphasize that the Registry was designed, first and foremost, to provide
medical evaluations and care for Persian Gulf veterans with health concerns after
their Gulf War service. Secondarily, this clinical program was designed to afford VA
a means to track trends in health patterns among these veterans and monitor for
sentinel medical events, but it remains primarily a health care program. The foun-
dation of any potential outbreak investigation is a clinical description of the illness
or illnesses. Therefore, the first step to clinical understanding involves careful medi-
cal evaluations of the affected individuals. The Persian Gulf Registry has provided
such a systematic examination protocol to accomplish these clinical goals.
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We have evaluated the results of the first 52,916 PGW Registry examinations
(46,757 men and 5,429 women). The most common symptoms reported by Persian
Gulf veterans requesting the examination are: fatigue (20%), skin rash (18%), head-
ache (18%), joint and muscle pain (17%), memory and concentration problems (14%),
shortness of breath (8%), sleep disturbances (6%), and GI complaints (5%). A wide
spectrum of diagnosable medical conditions spanning the entire array of medical ill-
nesses, is identified in Registry participants. To date no single exposure or unique,
new syndrome appears to explain the illnesses seen in the Registry participants.
Oversight committees such as the Institute of Medicine, the Presidential Advisory
Committee on Gulf War Veterans’ Illnesses and the NIH Technology Assessment
Workshop Panel, have independently come to the same conclusions regarding the
health problems identified in the Persian Gulf veterans. However, we must remem-
ber that because of the voluntary, self-selected nature of the VA Registry these re-
sults cannot be generalized to the entire population of PGW veterans nor can the
results provide definitive answers to the questions raised about the health of Per-
sian Gulf veterans. Those answers will be provided by research studies.

Seventy-seven percent of PGW veterans receiving care at VA medical centers have
diagnosable medical conditions. The remaining 23 percent suffer from unexplained
illnesses, that is, their symptoms elude medical diagnosis. The absence of a diag-
nosis does not imply the absence of the need for medical treatment.

If a Persian Gulf veteran presents with symptoms which cannot be diagnosed or
otherwise medically managed at the local VA medical center, a referral can be made
to one of four Referral Centers at VA medical centers in Birmingham, Houston,
Washington, DC, and West Los Angeles. As of January 1996, there have been more
than 300 admissions to the Referral Centers. The expertise developed at the Refer-
ral Centers has resulted in diagnosis and treatment of many veterans with pre-
viously unexplained illnesses. Furthermore, the uniform case assessment protocol,
which was implemented nationwide by VA and DoD in 1994 for evaluation of PGW
veterans with unexplained illnesses, was developed and piloted by the VA Referral
Center in Washington. A review of the protocol by the Institute of Medicine praised
it as a good tool for evaluation of difficult-to-diagnose PGW veterans.

As VHA learned about the PGW veterans’ concerns, exposures and illnesses, the
Phase 1 Registry protocol was revised to record data on ten or more symptoms and
diagnoses, reproductive outcomes, and an expanded list of exposures. In addition,
a uniform case assessment protocol (comparable to the Department of Defense Com-
prehensive Clinical Evaluation Program protocol) was developed for evaluation of
PGW veterans with unexplained illnesses and incorporated into the Registry proto-
col as Phase II

In 1993, legislation authorizing priority health care for Persian Gulf War veterans
on both an inpatient and outpatient basis, was signed into law by the President.
Under this authority, PGW veterans are eligible for priority VA treatment and care
for any disability that may be associated with their possible exposure during service
(in Southwest Asia theater) to a toxic substance or environmental hazard, unless
the VA physician determines the disability was caused by something other than
such possible exposure. However, as the Presidential Advisory Committee on Guif
War Veterans’ Illness in its interim report pointed out, the terminology “priority
care” creates confusion for some veterans. VA will clarify the concept of priority care
in its future outreach efforts.

Moreover, in response to concerns raised about any possible long-term effects of
exposure to retained depleted uranium (DU) shrapnel, we have established a De-
pleted Uranium Medical Surveillance program at the Baltimore VA Medical Center
(VAMC). The program provides medical follow-up for veterans and active duty sol-
diers who have been wounded with munitions containing DU. Individuals identified
as having been on or in a vehicle at the time it was struck with DU munitions were
contacted and asked if they wished to participate. Thirteen veterans and 17 active
duty soldiers participated in this medical evaluation program. Participants under-
went x-ray examination to determine the presence and location of shrapnel and 24
hour urine collection for uranium levels. The first eight subjects underwent whole
body radiation counting for retained radioactivity. All participants were asked to un-
dergo a battery of diagnostic blood tests, urine analysis, high resolution chest CT,
a structured psychiatric interview and a battery of neuropsychological tests, DU has
low radioactivity and is primarily an alpha particle emitter. Therefore, radiation bi-
ologists feel that the potential adverse I},nealth effects are more likely to result from
kidney and nervous system toxicity due to DU’s chemical properties as a heavy
metal rather than its radioactivity. Evaluations to date have not shown evidence of
heavy metal toxicity. Further follow-up is planned for the future.
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INFORMATION DISSEMINATION

The problems faced by PGW veterans are complex and pose new challenges for
VA health care providers. In response, VA has developed a ?arge number of innova-
tive programs to serve the n of these veterans. We have used a wide variety
of means to inform our managers, physicians, and employees of the latest develop-
ments in this rapidly changing field. Conference calls, exhibits, electronic mail, in-
formation letters, periodic mailings to Registry physicians, quarterly newsletters,
and policy directives have been utilized to inform medical centers about the latest
relevant legislative and policy changes.

Continuing medical education on PGW veterans’ illnesses has been provided
through a series of nationwide satellite video teleconferences. Five teleconferences
were broadcast in the past and a sixth is planned for April 19, 1996. These telecon-
ferences provide VA the means to disseminate new knowledge in a timely and effec-
tive manner. In addition, a two day conference on PGW veterans’ health was held
in July 1995; it was attendednl;f approximately 100 VA health care Providers. This
year VA has initiated a Natio; ining Pro for PGW veterans’ health issues,
which will further egand our education efforts. Better education and understanding
of the possible health consequences of Persian Gulf service should increase quality
of care delivered to PGW veterans.

Complementing these efforts are VA’s outreach programs for PGW veterans. VA
has used a wide variety of methods to inform PGW veterans about medical care,
research and benefits programs. Posters, public service announcements, quarterl
newsletters, and a variety of print media have been produced to communicate wit
veterans and their fam‘i]l_g members. In February 1995, VA established a toll-free
Helpline (1-800-PGW-VETS) and an on-line computer information service (1-800-
US1-VETS). More than 150,000 calls have been received by the Helpline as of
March, 1996. As the Subcommittee is aware from testimony provided on March 11,
1996, both the Institute of Medicine and the Presidential Advisory Committee have
recommended specific enhancements of VA PGW outreach programs. We have al-
ready begun to redesign our public service announcements, Helpline operations and
gther communication vehicles and VA will carefully measure our progress in the fu-

ure.

COORDINATION OF FEDERAL ACTIVITIES

In January of 1994 the Secretaries of Veterans Affairs, Defense, and Health and
Human Services established the Persian Gulf Veterans Coordinating Board. The Co-
ordinating Board is supported by three working groups: the Clinical Working Group,
the Disability/Compensation Working Group, and the Research Working Group. The
Subcommittee has been provided an article published in the Federal Practitioner
which describes the function and mission of each Working Group. To illustrate one
aspect of the Board’s Important contributions, I will describe for you now the activi-
ties of the Research Working Group.

In 1993, pursuant to Public Law 102-585, the President named VA’s Secretary
to coordinate all federal research on PGW veterans. As a result, the Research Work-
in%h Group is chaired by the VA Offce of Research and Development. It is charged
with:

o assessing the state and direction of PGW-related research;

o identifying gaps in factual knowledge and conceptual understanding; identifying
testable hypotheses;

e identifying research approaches to test hypotheses;

* reviewing research concepts as they are developed;

.d collecting and disseminating scientifically peer-reviewed research information;
an

o insuring that appropriate peer review and oversight of research are conducted.

Membership on the Research Working Group consists of 13 senior research and
clinical managers from VA, DoD, HHS, and the Environmental Protection Agency
(EPA). The Research Working Group meets monthly to carry out its functions. Spe-
cific tasks and projects the Research Working Group have undertaken include: invit-
ing speakers to present ideas and preliminary research results to the Research
Working Group; sponsoring meetings of investigators at which they can exchance in-
formation with each other: maintaining a database on PGW veterans research, de-
veloping the Working Plan for Research on Persian Gulf Veterans Illnesses; and con-
ducting programmatic review of proposals submitted to DoD’s recent Broad Agency
Announcement for research on Pé’w veterans’ illnesses.

Virtually all current federal research directly related to PGW veterans’ illnesses
is conducted or sponsored by VA, DoD, or HHS. These three departments currently
conduct or sponsor 71 distinct research projects on PGW veterans’ illnesses, of
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which 52 are ongoing, 18 are complete and 1 planned. VA alone is conducting or
sgonsoring 36 prajects, of which 26 are ongoing, 9 are complete and 1 planned. Most
of the large (and many of the small) research projects and Hprograms, such as the
large epidemiology studies and VA’s three Environmental Hazards Research Cen-
ters (encompassing 14 projects), involve some participation by all three departments
and the EPA. In many cases scientists from two or more departments are direct col-
laborators on a project or program.

The scope of the research sponsored or conducted by the federal government is
very broas. In size, projects range from small pilot studies using limited or no di-
rectly appropriated research funds, up to large-scale epidemiology studies and major
research centers using significant amounts of appropriated research funds.

The 71 research projects on PGW veterans’ illnesses represent only research
which is judged to be directly related to the health problems of PGW veterans. The
federal research portfolio on PGW veterans’ illnesses does not account for the vast
number of research projects funded over the last 40 years by the federal govern-
ment, that form the foundation upon which the current 71 projects rest.

A recently completed VA stucfy conducted by the Environmental Epidemiology
Service followed the cause-specific mortality experience of all 697,000 service mem-
bers deployed to the Persian Gulf during Operations Desert Shield/Desert Storm up
to Septemfv)er 1993. When compared with the mortality experience of non-deployed
service members over the same time period, there was an increase in the overall
mortality rate of deployed PGW veterans. However, when deaths due to accidents,
suicide, and homicide were excluded, there was a decrease in mortality related to
any specific disease. These data suggest that at this time PGW veterans have not
experienced life-threatening illnesses at a rate beyond that of a control population
of non-deployed veterans.

Indeed, when compared with appropriate groups of U.S. civilians, the deployed
veterans have a lower mortality rate. VA plans to conduct additional mortality fol-
low-up studies at appropriate time intervals.

A cornerstone of the VA research efforts on PGW veterans illnesses is the Na-
tional Health Survey of Persian Gulf Veterans. This study is well underway. It is
a population-based health survey of 30,000 veterans representing various strata of
troops from the Persian Gulf era (15,000 Persian Gulf veterans and 15,000 non-Per-
sian Gulf veterans, males and females). The study is designed to determine the
prevalence of symptoms and illnesses among a representative sampling of PGW vet-
erans across the nation. The study is being conducted in three phases. In Phase I
a health questionnaire was mailed to all 30,000 veterans followed by multiple fol-
low-up mailings to increase the overall response rate. The first questionnaire mail-
ing was in November 1995, and the first follow-up was in January 1996. Phase I
should be complete by May 1996 with results shortly thereafter Phase II is a tele-
phone interview of 4,000 non-respondents from Phase I (2,000 from each group) to
determine if there are any symptom/illness differences between respondents and
non-respondents. In addition, 1,000 respondents from each group will be selected for
a record review (medical, hosEital, personnel, etc.) to validate their responses from
the mail survey. Phase II will begin later this year. Finally, VA plans to conduct
a Phase III of the study. In Phase III the latter 2,000 veterans would be invited,
along with their family members, to participate in a comprehensive physical exam-
ination protocol at a ¥JA, DoD, or private medical facility. VA hopes to complete
Phase III by Spring 1998. When this study is complete we will have a picture of
the prevalence of symptoms and illnesses among the entire population of PGW vet-
erans and their spouses and children.

Besides these two large epidemiology studies, VA scientists have been engafed in
a number of smaller epidemiology studies. These studies focus on specific clinical
endpoints and organ systems including: the central nervous system, the immune
system, and the endocrine, musculo-skeletal, and gastrointestinal systems. Signifi-
cant progress has been made on studies of the central nervous system with particu-
lar emphasis on psychological and neurological endpoints. Several studies have dem-
onstrated an increased prevalence of PTSD, stress reaction, and other psychological
disorders among PGW veterans. Six of the completed VA projects involve psycho-
logical and neuropsychological endpoints.

Besides the ongoing VA-led projects, VA is involved with research conducted or
sponsored by other Departments. An important example is a study of birth defects
and health problems amon¥ children born to PGW veterans in Mississippi. In late
1993 there was a report of an apparent cluster of birth defects and other health
problems among children born to veterans of two Mississippi National Guard units
that had been deployed to the Persian Gulf during Operations Desert Shield/Desert
Storm. The Department of Veterans Affairs in Jackson, Mississippi, the Mississippi
State Department of Health, and the Centers for Disease Control and Prevention
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(CDC) conducted a collaborative investigation to determine whether an excess num-
ber of birth defects occurred among children born to this group of veterans. Inves-
tigators reviewed the medical records of all children conceived by and born to veter-
ans of these two units after deployment to the Persian Gulf. The total number of
major and minor birth defects was not greater than expected. Limitations of statis-
tical power due to the small number of births (54) prevented investigators from
drawing conclusions about the occurrence of specific birth defects. The frequency of
premature birth and low birth weight in the study group appeared similar to that
in the general population. This study was published in January 1996 in the journal
Military Medicine after undergoing scientific peer review.

Another example of inter-Departmental collaboration is a study conducted by CDC
of illnesses among Pennsylvania Air National Guardsmen. This study was requested
by VA, DoD, and the Pennsylvania Department of Health to investigate a report of
illnesses among members of an Air National Guard Unit. CDC conducted a three
stage investigation to: 1) characterize signs and symptoms among the veterans in
this unit who were being seen at a local VA medical center; 2) determine whether
the prevalence of symptoms was higher among members of this unit compared to
three other units and higher among deployed than non-deployed personnel; and 3)
characterize the illnesses and identify risk factors. At this time stages 1 and 2 have
been completed.

In the first stage, 59 symptomatic PGW veterans from the VA medical center
were interviewed and received standard physical exams. A variety of chronic symp-
toms were reported including: fatigue, joint pain, nasal or sinus congestion, diar-
rhea, joint stiffness, unrefreshing sleep, excessive gas, diffculty remembering, mus-
cle pains, headaches, abdominal pains, general weakness, and impaired concentra-
tion.

In the second stage, members of the index unit and three comparison units were
surveyed to determine the prevalence of selected symptoms identified in stage 1. All
units included deployed and non-deployed veterans. In all units chronic symptom
prevalence was significantly greater among deployed than non-deployed veterans.
The prevalences of self-reported symptoms from five categories: chronic diarrhea,
gastrointestinal complaints, difficulty remembering or concentrating, “trouble find-
ing words,” and fatigue, were all significantly greater in the deployed veterans from
the index unit than the deployed veterans from the other units. These findings were
reported in a June 1995 article in Morbidity and Mortality Weekly Report.

Except for ascertainment of vaccination status, third stage data collection is com-
plete. Testing for infectious agents and analysis of the data are underway.

Epidemiologists at VA are involved in a group of seven epidemiology studies of
PGW veterans and their family members being conducted by the Naval Health Re-
search Center in San Diego, California. These studies are focused on three general
areas: (1) overall symptom prevalence among PGW veterans; (2) reproductive health
of PGW veterans and spouses; and (3) hospitalizations of PGW veterans. Two of the
seven studies have produced preliminary data which were reported at the Annual
Meeting of the American Public Health Association Meeting in San Diego, Califor-
nia, in October 1995. A study of 1,500 Seabees shows that those who were deployed
to the Persian Gulf have an increased prevalence of symptoms and abnormal psy-
chological indices but no objective physiological differences when compared with
their non-deployed counterparts. A second study of the hospitalization records of
DoD hospitals reveals that deployed PGW veterans have been no more likely to be
hospitalized since the Persian Gulf War than their non-deployed counterparts. A
third study, an examination of DoD hospital records for pregnancy outcomes, is
nearly complete with results expected very soon.

To summarize the findings to date, early studies indicate the following:

e It is clear that some cohorts of PGW veterans are experiencing an excess of
symptoms in comparison with non-deployed veterans of the same era. The connec-
tion between symptoms and a specific disease pathology or pathologies has not yet
been identified. Until the VA National Health Survey and other large epidemiology
studies are complete, it is not possible to generalize these results to the entire PGW
veteran population.

e Based on VA and DoD mortality studies, there does not appear to be an excess
of disease-related deaths in PGW veterans when compared to veterans of the same
era indicating that, at least at present, any excess illnesses are not life-threatening.

o The Navy study of hospitalizations indicates that, at least among active duty
personnel, the rate of hospitalizations of PGW veterans does not exceed their non-
deployed counterparts. This suggests that PGW veterans are not experiencing (at
this time) an excess of illnesses of a severity that would lead to hospitalization. Cau-
tion must be exercised in drawing a more general conclusion because the study does



144

not account for veterans who may have left the military. A subsequent study is ex-
amining civilian hospitalization records.

¢ One focused study of a small cohort of PGW veterans was unable to uncover
an overall excess of birth defects among their offspring. As with the hospitalization
study, caution must be exercised in drawing more general conclusions about birth
outcomes. Although this study suggests that there are no problems with pregnancy
or birth outcomes among PGW veterans and spouses, further study is underway to
provide more definitive results.

The future course of research has been mapped out by the Research Working
Group. At the conclusion of the Working Plan for Research on Persian Gulf Veterans’
Ilinesses the Research Working Group identified areas of concern in need of further
investigation. These were:

» studies of the prevalence of illnesses within other coalition forces;

» studies of the prevalence of illnesses within indigenous populations;

» studies of the prevalence of adverse reproductive outcomes among PGW veter-
ans and their spouses;

¢ simple and sensitive tests for Leishmania tropica infection leading to quantita-
tion of the prevalence of L. tropica infection among PGW veterans; and

¢ studies on the long-term, cause-specific mortality among PGW veterans.

These areas of inquiry were used by DoD in their solicitation of proposals con-
tained in a Broad Agency Announcement in June 1995. Over 100 proposals were re-
viewed by outside scientific peer-review panels for scientific merit. After ratings
were assigned by the peer-review panels, summary review statements (redacted for
personal and institutional identifiers) were provided to a subcommittee of the Re-
search Working Group for the purpose of evaluating proposals for their relevancy
to the research needs established by the Working Plan. The Subcommittee refrained
from any further scientific review relying on the scientific peer-review panels for
that. The Subcommittee forwarded its recommendations on fundable projects
through the full Research Working Group and the Persian Group Veterans Coordi-
nating Board to DoD. DoD is currently finalizing negotiations with the offerors and
will soon be making a public announcement about awards. I am pleased with the
hard work of DoD and the Research Working Group in arriving at a list of new re-
search projects that are of the highest scientific guality and fill in gaps in knowledge
about PGW veterans’ illnesses.

EVALUATION OF THE SPOUSES AND CHILDREN OF PERSIAN GULF WAR VETERANS

Section 107 of Public Law 103-446, “Evaluation of Health Status of Spouses and
Children of Persian Gulf Veterans,” provides for the conduct of a study to evaluate
the health status of spouses and children of PGW veterans. This study must be car-
ried out to determine the nature and extent of association, if any, between the ill-
nesses or disorders of the spouses or children and the illnesses of veterans. Section
107 also requires the development (and dissemination to outside entities) of stand-
ard protocols and guidelines for testing and examinations, entrance of examination
results of spouses and children in the VA Persian Gulf War Veterans Health Reg-
istry, outreach initiatives, and a final report to Congress, analyzing the data gath-
ered and making any appropriate recommendations.

VA has begun work on three new programs. First, in April 1996 VA will establish
a voluntary examination program for PGW veterans’ spouses and children—at no
charge to them—and enter the results of these evaluations in the Registry. Second,
we have developed a mechanism to enter the results of private physician examina-
tions of spouses and children into the vl:ﬁf'istlg. Third, Phase I of the National
Health Survey of Persian Gulf Veterans will look at veterans’ symptoms frequency,
their Gulf exposures, birth defects in the veterans’ children, and reproductive prog-
lems after Persian Gulf Service.

VA has taken a number of additional steps to further comply with section 107.
VA developed a uniform case assessment protocol; in September 1995, published in-
structions for VA Ehysicians for using the protocol as a clinical guideline when eval-
uating health problems among PGW veterans’ family members; and developed and
soon will publish a code sheet and instructions for private physicians’ reports on
family members’ examination results. VA will make the code sheets and instructions
available to all interested parties as soon as possible. VA researchers will analyze
completed code sheets to identify health trends in family members to generate
hypotheses for testing in scientific studies.

The Department of Veterans Affairs would like to extend our appreciation to the
Presidential Advisory Committee on Gulf War Veterans’ Illnesses and the Institute
of Medicine for their interim reports and their contribution to addressing the needs
and concerns of PGW veterans and their families.
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VA has an obligation to address the needs of PGW veterans through medical care,
compensations, and research into what is causing their health problems. We believe
that our comprehensive programs are meeting the vast majority of these expecta-
tions. Nonetheless, the recommendations on further enhancements will ensure that
VA continues to make improvements in response to the needs of PGW veterans and
their families. The recommendations that were specific to VA will be closely evalu-
ated in the process of developing appropriate implementation plans. Specifically, VA
will provide detailed responses for the following areas addressed:

VA’s research is world-class, and its peer-review process for medical research is
second to none. However, special care will be taken in the external peer review proc-
ess for federally-funded PGW-related research programs and in ensuring com-
parability among epidemiological studies.

Regarding the recommendations on the Persian Gulf War Coordinating Board,
VA’s Under Secretary of Health, with the Board's executive director, has taken steps
to implement closer coordination by the Board’s Research Working Group of re-
search monitoring, review and strategic planning. The Working Group will monitor
the findings and recommendations of scientific peer review committees and continue
to play an active role in the allocation of the resources available for research on Per-
sian Gulf War Illnesses.

Within the next few weeks VA will provide detailed implementation plans for ac-
tions based on the Presidential Advisory Committee’s recommendations.

In closing, I want to emphasize that we are committed to caring for veterans
whose health may have been adversely affected as a result of their service in the
Persian Gulf. We are likewise committed to fully addressing the questions and
health-related concerns of PGW veterans and their families. This concludes my for-
mal statement. I would be pleased to respond to any questions you may have.

VA FACT SHEET
VA PROGRAMS FOR PERSIAN GULF VETERANS

The Department of Veterans Affairs (VA) offers Persian Gulf veterans physical ex-
aminations and special eligibility for follow-on care, and it operates a toll-free hot-
line at 800-749-8387 to inform these veterans of the program and their benefits.
VA also is compensating veterans under unprecedented regulations addressing
undiagnosed conditions. Special research centers and other investigations are
searching for answers to aid seriously ill patients whose underlying disease is unex-
plained. Most Gulf veterans are diagnosed and treated; but for some, such symp-
toms as joint pain or fatigue have been chronic. Some respond to treatment of symp-
toms even though their doctors have not yet identified an underlying illness or path-
ogenic agent.

UNEXPLAINED ILLNESS: The prevalence of unexplained illnesses among Per-
sian Gulf veterans is uncertain. Data from special VA examinations show that
10,391 veterans had current symptoms and did not receive a diagnosis. This may
be an overestimate or under-estimate of the problem of “undiagnosed illnesses” as
the diagnoses recorded may not explain all the symptoms. Further, VA does not
have information on the chronology, severity or current existence of the symptoms.
Answers about illness prevalence are expected through epidemiologic research in-
volving representative samples of the Gulf veteran population (see page 3).

PERSIAN GULF “SYNDROME” UNDEFINED: Several panels of government
physicians and private-sector scientific experts have been unable to discern any new
iliness or unique symptom complex such as that popularly called “Persian Gulf Syn-
drome.” “No single disease or syndrome is apparent, but rather multiple illnesses
with overlapping symptoms and causes,” wrote an outside panel led by professors
from Harvard and Johns Hopkins University that convened for an April 1994 Na-
tional Institutes of Health (NIH) workshop. VA has neither confirmed nor ruled out
the possibility of a singular Gulf syndrome.

RESEARCH AND RISK FACTORS: With variation in exposures and veterans’
concerns ranging from depleted uranium in armaments to possible contamination
from Iraqi chemicallbiological agents, VA has initiated wide-ranging research
projects evaluating illnesses as well as risk factors in the Gulf environment, spend-
ing $2.75 million in fiscal year 1995. The activation of three research centers con-
ducting 14 protocols has enabled VA to broaden its activity from largely descriptive
evaluations to greater emphasis on hypothesis-driven research.



146

STATISTICS

Some 945,000 servicemembers served in the Gulf from August 1990 through the
end of 1994, nearly 697,000 of them serving in the first year. About 549,000 have
become potentially eligible for VA care as veterans, having separated from the mili-
tary or having become deactivated reservists or Guard members. More than 57,000
veterans have responded to VA’s outreach encouraging any Gulf veteran to get a
free physical exam under VA’s Persian Gulf Program. Not all are ill:

e 12 percent of the veterans who had the registry health exam had no health com-
plaint (among the first 52,000 computerized records).

e 26 percent of the same group rated their health as poor or very poor, while 73
percent reported their health as all right to very good (the remaining 1 percent did
not have an opinion).

VA HEALTH PROGRAMS FOR GULF VETERANS

o SPECIAL HEALTH EXAMINATION: A free, complete physical examination
with basic lab studies is offered to every Persian Gulf veteran, whether or not the
veteran is ill. A centralized registry of participants, begun in August 1992, is main-
tained to enable VA to update veterans on research findings or new compensation
policies through periodic newsletters. This clinical database also provides informa-
tion about possible health trends and may suggest areas to be explored in future
scientific research. The 57,000 Persian Gulf veterans who have taken advantage of
the physical examination program become part of a larger Persian Gulf Registry.
As defined by P.L. 102-585, this includes 181,000 Gulf veterans (generally including
those counted in the special examination program) who have been seen for routine
VA hospital or clinic care, or who have filed compensation claims—or whose survi-
vor registers a claim.

« PERSIAN GULF INFORMATION CENTER: VA offers a toll-free information
line at 800-PGW-VETS (800-749-8387) where operators are trained to help veter-
ans with general questions about medical care and other benefits. It also provides
recorded messages that enable callers to obtain information 24 hours a day. Infor-
mation also is being disseminated 24 hours a day through a national computer bul-
letin board, VA-ONLINE, at 800-US1-VETS (800-871-8387). It also can be
reached at telnet://vaonline.va.gov via the Internet.

¢ SPECIAL ACCESS TO FOLLOW-ON CARE: VA has designated a physician at
every VA medical center to coordinate the special examination program and to re-
ceive updated educational materials and information as experience is gained nation-
ally. Where an illness possibly related to exposure to an environmental hazard or
toxic substance is detected during the examination, followup care is provided on a
higher-eligibility basis than most non-service-connected care. As with the health ex-
amination registry, VA requested and received special statutory authority to bypass
eligibility rules governing access to the VA health system.

o PERSIAN GULF REFERRAL CENTERS: If the veteran’s illness defies diag-
nosis, the veteran may be referred to one of four Persian Gulf Referral Centers. Cre-
ated in 1992, the first centers were located at VA medical centers in Washington,
D.C.; Houston; and Los Angeles, with an additional center designated at Bir-
mingham, Ala., in June 1995. These centers provide assessment by specialists in
such areas as pulmonary and infectious disease, immunology, neuropsychology, and
additional expertise as indicated in such areas as toxicology or multiple chemical
sensitivity. There have been approximately 296 veterans assessed at the centers;
most ultimately are being diagnosed with known/definable conditions.

e STANDARDIZED EXAM PROTOCOLS: VA has expanded its special examina-
tion protocol as more experience has been gained about the health of Gulf veterans.
The protocol elicits information about symptoms and exposures, calls the clinician’s
attention to diseases endemic to the Gulf region, and directs baseline laboratory
studies including chest X-ray (if one has not been done recently), blood count, uri-
nalysis, and a set of blood chemistry and enzyme analyses that detect the “bio-
chemical fingerprints” of certain diseases. In addition to this core laboratory work
for every veteran undergoing the Persian Gulf program exam, physicians order addi-
tional tests and specialty consults as they would normally in following a diagnostic
trail—as symptoms dictate. If a diagnosis is not apparent, facilities follow the “com-
prehensive clinical evaluation protocol” originally developed for VA’s referral centers
and now used in VA and military medical centers nationwide. The protocol suggests
22 additional baseline tests and additional specialty consultations, outlining dozens
of further diagnostic procedures to be considered, depending on symptoms.
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RISK FACTORS OF CONCERN TO VETERANS

Veterans have reported a wide range of factors observed in the Gulf environment
or speculative risks about which they have voiced concerns. Some are the subject
of research investigations and none have been ruled out. There appears to be no
unifying exposure that would account for all unexplained illnesses. Individual veter-
ans’ exposures and experiences range from ships to desert encampments, and dif-
ferences in military occupational specialty frequently dictate the kinds of elements
to which servicemembers are exposed.

Veteran concerns include exposure to the rubble and dust from exploded shells
made from depleted uranium (or handling of the shells); the possibility of a yet-
unconfirmed Iraqi chemical-biological agent; and a nerve agent pre-treatment drug,
pyridostigmine bromide. Many other risk factors also have %een raised. In 1991, VA
initially began to develop tracking mechanisms that matured into the Persian Gulf
Registry as a direct consequence of early concerns about the environmental influ-
ence of oil well fires and their smoke and particulate.

INTERAGENCY COORDINATION AND WHITE HOUSE RESPONSE

The federal response to the health consequences of Persian Gulf service is being
led by the Persian Gulf Veterans Coordinating Board composed of the Departments
of VA, Defense and Health and Human Services. Working groups are collaborating
in the areas of research, clinical issues and disability compensation. The Board and
its subgroups are a valuable vehicle for communication between top managers and
scientists, including a staff office for the Board that follows up on critical issues and
promotes continuity in agency activities. President Clinton designated VA as the Co-
ordinating Board’s lead agency.

In March 1995, President Clinton announced formation of the Presidential Advi-
sory Committee on Gulf War Veterans’ Illnesses to review and make recommenda-
tions on: Coordinating Board activities; research, medical examination and treat-
ment programs; federal outreach; and other issues ranging from risk factors to
chemical exposure reports. It has been meeting since August 1995 and published its
first report Feb. 15, 1996.

MEDICAL RESEARCH

e Environmental Hazards Research Centers: Through a vigorous scientific com-
petition, VA developed major focal points for Gulf veteran health studies at three
medical centers: Boston; East Orange, N.J.; and Portland, Ore. With 14 protocols
among them, the centers are conducting a variety of interdisciplinary projects, in-
cluding some aimed at developing a case definition for an unexplained illness and
clarification of risk factors. Some protocols involve areas of emerging scientific un-
derstanding, such as chronic fatigue syndrome or multiple chemical sensitivity,
while others are evaluating or comparing factors in immunity, psychiatry, pul-
{noxiaryl response, neuroendocrinology and other body systems, some at the molecu-
ar level.

¢ Health Survey and Mortality Study. VA’s Environmental Epidemiology Service
is surveying 15,000 randomly selected Gulf veterans and an equal size control group
of veterans of the same time period (but who were not deployed) to compare symp-
toms in veterans and their family members, examining risk factors and providing
Ehysica] examinations for a representative sample to help validate the selt-reported

ealth data. That office also is engaged in a mortality study, analyzing death certifi-
cates to determine any patterns of difference in causes of deaths between deceased
Gulif veterans and matched controls. Preliminary data have suggested the deployed
veterans have a higher rate of post-war deaths due to accidents and traumatic in-
jury as opposed to diseases or illness. Further analysis is continuing, with a report
expected to be submitted for publication in a scientific journal later this year. (Inde-
pendent of the study, VA has learned of 2,900 deaths among deployed veterans,
which is lower than expected under general U.S. mortality rates.)

¢ Exposure-Oriented Studies: Some current VA investigations are examining
hypotheses of specific potential risks and comparing study subjects with controls
who did not serve in the Gulf to determine differences in health patterns. A Balti-
more project is following the health status of individuals who retained tiny embed-
ded fragments of depleted uranium. A Birmingham, Ala., pilot program offers an ex-
tensive battery of neurological tests aimed at detecting dysfunction that would be
expected after exposure to certain chemical weapons.

e Other Federal and Collaborative Studies: In its second annual report to Con-
gress in March 1995, VA, on behalf of the Persian Gulf Veterans Coordinating
Board participating agencies, detailed about 50 Persian Gulf research initiatives, re-
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views and clinical investigations, many involving VA. For example, VA investigators
are collaborating with the Naval Medical Research Center in San Diego in general
epidemiological studies comparing Gulf veterans and control-group veterans (who
served elsewhere) to detect differences in symptoms, hospitalizations, and birth out-
comes in large cohorts of active duty servicemembers. A detailed research working
plan is available online at http:/www.dtic.dla.mil/gulflink/varpt via Internet.

e Outside Reviews: With the Department of Defense (DOD), VA has contracted
with the National Academy of Sciences (NAS) to review existing scientific and other
information on the health consequences of Gulf operations. Congress has authorized
VA and DOD to provide up to $500,000 annually to fund the review. In its first re-
port issued in January 1995, a committee of the NAS Institute of Medicine called
for systematic scientific research, including large epidemiological studies. Its rec-
ommendations urged greater coordination between federal agencies to prevent un-
necessary duplication and assure high-priority studies are conducted. :

Another nongovernment expert panel brought together at an NIH technology as-
sessment workshop in April 1994 examined data and heard from both veterans and
scientists, concluding that no single or multiple etiology or biological explanation for
the reported symptoms could be identified and indicating it is impossible at this
time to establish a single case definition for the health problems of Gulf veterans.
A copy is available through VA-ONLINE.

VA DISABILITY COMPENSATION

On Feb. 3, 1995, VA published a final regulation on compensation payments to
chronically disabled Persian Gulf veterans with undiagnosed illnesses. The
undiagnosed illnesses, which must have become manifest either during service in
or within two years of leaving the Southwest Asia theater, may fall into 13 cat-
egories: fatigue; signs or symptoms involving skin; headache; muscle pain; joint
pain; neurologic signs or symptoms; neuropsychological signs or symptoms; signs or
symptoms involving the respiratory system (upper or lower); sleep disturbances;
gastrointestinal signs or symptoms; cardiovascular signs or symptoms; abnormal
weight loss; and menstrual disorders. While these categories represent the signs and
symptoms frequently noted in VA’s experience to date, other signs and symptoms
also could qualify for compensation. A disability is considered chronic if it has ex-
isted for at least six months. For claims considered under this special regulation,
VA has a 29 percent approval rate among claims where the veteran has dem-
onstrated symptoms within a required two-year period after leaving the Gulf.
Among the remaining 71 percent, most are diagnosable conditions treated under
conventional regulations, while some symptoms fail to meet the 6-month chronicity
requirement or are found to be related to another known cause.

Outside of the new regulation, VA has long based monthly compensation for veter-
ans on finding evidence a condition arose during or was aggravated by service. VA
has approved 22,694 compensation claims of Gulf veterans for service injuries or ill-
nesses of all kinds, including 1,033 claims in which the veteran alleged the cause
was an environmental hazard, and within that group, 421 claims approved under
the new undiagnosed illnesses regulation.

Mr. SHAYS. Thank you, Dr. Garthwaite.

Do any of you want to just make a point before we start the
questioning?

[No response.]

Mr. SHAYS. I don’t know if that’s against protocol or not, but we
do things a little differently.

Thank you for your gracious comments when we started. I appre-
ciate it.

Mr. Towns.

Mr. TowNs. Thank you very much, Mr. Chairman.

Dr. Garthwaite, let me begin by first asking you, how is this tele-
phone number advertised? How would people know that it exists?

Dr. GARTHWAITE. I think it’s included in everything that we send
out or attempt to do in our public service announcements, in our
pamphlets. It is given to every place we can possibly send it.

Maybe Susan can respond.
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Dr. MATHER. The veterans service organizations make this num-
bﬁr available in their literature, their magazines, and things like
that.

Mr. Towns. In other words, you put forth a great effort to make
certain that veterans are aware of this number.

Dr. GARTHWAITE. We've had, I believe, over 150,000 calls to date.

Mr. TowNs. So they know about it.

Dr. GARTHWAITE. A fair number do.

Mr. TowNS. Yes. The President has said that there should be no
stone left unturned in trying to discover the cause of health prob-
lems of Persian Gulf vets. Do you believe that you are effectively
carrying out this mandate?

Dr. GARTHWAITE. We're making every effort we can, within the
funds available to us, to turn over every stone that’s possible. As
with any illness for which we as yet do not have a cause or the
definitive therapy—cancer, heart disease, Alzheimer’s disease, and
many others—it always seems like we could do more. We would al-
ways like to do more, but we bump against the reality of what’s
possible with the funding that’s available.

I would say that we are making every effort to coordinate those
research endeavors to make sure we get the maximum utilization
of the dollars we'’re given, to pursue funding. We are open to every
suggestion. We make our research dollars available to all good
ideas and subject all those to peer review, but we are open to any
and all suggestions, in terms of research.

Mr. TowNs. So budget cuts might hamper your mandate?

Dr. GARTHWAITE. Well, the total amount of research that one can
do is limited by the number of dollars provided to do it. Most re-
search is people-intensive and requires appropriate funding.

Mr. TowNs. In our first hearing on this subject, several of the
veterans testified about the Department of Defense responsibility
in keeping and forwarding medical records to the VA. Do you be-
lieve that this is a fair criticism, and, if so, what suggestions would
you offer to assist in improving record coordination, which seems
to be a problem, based on some of the comments that were made
from the witnesses.

Dr. GARTHWAITE. I think I will ask Fran to respond.

Dr. MURPHY. Maybe I can help with that. Part of the difficulty
that the veterans are referring to is the difficulty in keeping good
medical records in a wartime situation. They were working in a
combat zone. There were paper records that, after the conflict, were
boxed up and sent to warehouses.

So sometimes, when the veterans come to VA for health care, the
records from their service during Operation Desert Shield and
Desert Storm have not been collated with their consolidated health
record that we would use to provide medical care. And that creates
some concern and confusion on the part of both the veterans and
the health care providers.

The way we approach that, in providing medical care, is that the
physician would take an exposure history and a medical history,
the same as you would do for any patient, and document the veter-
ans’ concerns and their reports about exposure, and then do appro-
priate diagnostic testing and physical examination based on that.
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There is a system in place whereby military records are trans-
ferred from DOD to VA for compensation purposes, and maybe I
can turn that over to Mr. Kinderman to expand on.

Mr. KINDERMAN. Thank you. Mr. Towns, we have a records proc-
essing center in VA where we receive the records directly from the
service departments. That’s been in operation for a couple of years,
and that’s helped a great deal in getting the records. A problem
that Persian Gulf veterans have had that has not been a problem
in prior periods is, a lot of reservists were called up. A lot of the
clinical records of the reservists are back in the Reserve units all
over the country.

When we centralized processing of a lot of the Persian Gulf
claims to four different area processing offices, we call them, four
regional offices, we first experienced some problems getting those
records, say, from Philadelphia, for a veteran who lived somewhere
else on the East Coast and would normally be served by a different
regional office.

We adjusted our procedures in order to get full cooperation of the
local regional office dealing with those local National Guard and
Reserve units. So we think we’ve got, sort of, that problem under
control, but it’s still something that requires us to get actively in-
volved and be persistent in every case.

Mr. Towns. Thank you very much, Mr. Kinderman.

Mr. Chairman, should I continue? I see the red light is on.

Mr. SHAYS. I'm sorry. There’s no red light. I apologize.

Mr. Towns. OK. Thank you.

Mr. SHAYS. You didn’t see a red light.

Mr. TowNs. Thank you very much. Thank you very much. I ap-
preciate that. I do have a few more questions.

Concerns have been expressed that the various research efforts
into the illnesses of Persian Gulf veterans are taking too much
time. Can you explain why this is happening?

Dr. GARTHWAITE. I think I can explain, from a more generic
sense, that anytime that you're suffering from an illness for which
there’s not a clear diagnostic set of criteria, or for which there’s no
clear treatment, then research is taking too much time. I think
that’s true for many diseases that plague mankind.

And I think that it’s part of the reason that many of us went into
medicine in the first place, is a hope to be able to help either de-
liver the known treatments or to find new ones. From my review
of the research efforts of the VA since I've come to Washington,
about 14 months ago, is that were very aggressively pursuing
every research opportunity we have to find the answers for Persian
Gulf syndrome.

So the fact that research is a methodical endeavor, the fact that
the answers often aren’t obvious, the fact that sometimes it’s more
luck than anything else that leads us to the dramatic advances in
medicine, are frustrating when you have an illness for which you
would like to have help.

Mr. Towns. What I’'m really sort of getting to is that, when I talk
to veterans, they will say to me, “Look, why don’t you put more
money in research?” And, of course, what I'm saying to you is, do
you have sufficient resources to be able to pursue this aggressively?
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Because if you have more people involved in looking at a problem,
sometimes that creates some of your luck, you know.

Dr. GARTHWAITE. Yes. Well, as a general supporter of biomedical
research, I'd be happy to think that the Nation feels comfortable
adding additional dollars to biomedical research, and as someone
who really cares deeply about finding an answer for Persian Gulf
illness, I would hope, it would be nice to have additional dollars to
spend there.

I think, a couple administrations ago, war was declared on can-
cer. And although I think there have been improvements, I don’t
think we can say we have won that war. So resources alone aren’t
always the final answer for finding all the cures to the maladies
that plague mankind.

Mr. Towns. I understand that. But I think that, when I'm asked
the question, you know—and I really want to sort of like hear an
answer on your side. They are saying, “Why don’t you take this
very seriously?” Because, see, they connect you and I, you know,
not only because I'm a veteran, but they connect us because you're
with the Government and I'm with the Government, you know. So
they sort of tie me into that whether I should be in it or not.

So when they ask me, “Congressman, why don’t you pursue this
much more aggressively? You need to have more people involved in
research. You need to have things going on, because, after all,
we've defended the country. We were out there, and now nobody
cares about us,” I mean, how do I answer that? That’s a real con-
cern. If you tell me we have one person somewhere doing it, you
know, but is that sufficient, though? Do you know what I'm saying?

Dr. GARTHWAITE. Yes. I think my simple answer is, we would
love to have additional resources to turn to this.

Mr. Towns. OK. In other words, really, I should be very careful
when I answer that question; is that what you’re saying to me?
That I should say, you know, “Let me talk to them again.” I mean,
I'm not sure what you're saying here. Are you saying that you need
more resources?

I know you’re saying, “If we had it, we could use it,” which is not
quite an answer for me. Because I need to have something solid to
say to these veterans out here that are coming to my office asking
very specific questions on “What should we do?,” you know.

Mr. SHAYS. See, he’s trying to get you in trouble.

Dr. GARTHWAITE. I think I'm simply trying to say that more
money doesn’t guarantee an answer, but the more research we do,
the more we learn, the closer we come to answers. I think that has
been true over the past 20 or 30 years in medicine. We know more
and we have better techniques than we've ever had to answer sci-
entific questions.

But the answer to Persian Gulf illness may come from funding
microbiological research on plants or something. I mean, the his-
tory of science is that a lot of the very great advances and under-
standings are often unrelated to the actual designed studies. I
think we need to do both.

Mr. SHAYS. If the gentleman would yield a second.

Mr. Towns. I would be glad to yield.

Mr. SHAYS. We both are coming from the same direction on this.
We need to be certain that you have all the direct resources you
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need to do what we’re asking you to do, and we have to be sure
that we’re not being hypocrites, complaining that you’re not doing
something that we haven’t given you the resources to do.

Both Mr. Towns and I want to help focus the attention of both
DOD and the Department of Veterans Affairs on medical research,
as best you can and we can. We also want to provide a greater
sense of urgency than we think exists to deal with the existing
complaints the veterans have, whether or not we establish it as re-
lated to the Gulf war. And we need to be sure that you have the
resources to do it.

So we'’re going to make a request that you tell us if you have the
resources you need, in writing, and if you don’t have what you
need, and maybe give us levels. I mean, this is level one, level two,
level three. Then we, collectively, on a bipartisan basis, will go to
our colleagues to ask that, if you don’t have certain things, that
you get them.

Dr. GARTHWAITE. I hear what you're saying.

Mr. SHAYS. Obviously, you have to be responsible in that request.
But that will give you time to work out, with OMB and others in
your department, what you may need to do before answering the
question. We don’t want to be throwing stones if you don’t have the
ability to catch them.

Dr. GARTHWAITE. I hear what youre saying. Maybe Dr. Gerrity
has a point, also.

Mr. SHAYS. So you’re going to followup on that?

Dr. GARTHWAITE. We will.

Mr. SHAYS. Thank you.

Dr. GERRITY. Mr. Shays, the Medical Research Service is one of
the three research services of the Office of Research and Develop-
ment in the Department of Veterans Affairs. The cornerstone of re-
search in the Medical Research Service is, as Dr. Garthwaite indi-
cated, investigator-initiated research. We support approximately
4,000 scientists across a very wide range of disciplines within that
Research Service. These are scientists who share both academic as
well as VA affiliations.

We invite these researchers to submit proposals to tackle some
of the most difficult questions facing the health problems of veter-
ans, not just Persian Gulf illnesses. So we have certainly very im-
portant and viable mechanisms in place to invite investigators to
come in.

In addition to that, though, we have directed efforts in research.
For example, the Medical Research Service initiated three major
environmental hazards research centers through a directed request
for applications over 2 years ago, and they have been up and run-
ning and are now beginning to produce research results.

So we feel that we are very concerned that we are, as President
Clinton said, leaving no stone unturned. Part of doing that is rest-
ing our research on this foundation of investigator-initiated, peer-
reviewed research, which has been endorsed over and over again
as the right way to address the health needs of both our citizens
as well as the world community.

Dr. GARTHWAITE. We will respond in writing. I will say that, at
the current time, I think we’re funding 15 percent of the ideas that
are sent to us and the grants that are sent to us. We wouldn’t
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judge the remaining 85 percent as worthy of funding, in terms of
their scientific quality, but there’s a fair amount of difference be-
tween those that are qualified and those that we can actually fund.

So that will give you some sense of the desire in the community
to perform research and the ideas that are coming forward. We try
to rate those and rank them, with the scientists, to do the best
ones and the most likely to yield fruit. But at the current time
we're funding about 15 percent of those submitted.

Mr. TowNs. Let me just say, I'm not here to bash. I mean, really,
I want you to know that. I'm not. But I'm here to try to see if we
can’t get some answers. And maybe there are some things that we
need to do on this side, as well, and I'm prepared to do that. Be-
cause when I look at those veterans out there, and when they come
and ask questions, you know, I think that we need to be able to
say something to them. v

On that note, what about the coordination between other Federal
agencies, how are you doing with that, others that are involved in
research? One thing I've found with agencies is that coordination
sometimes can be a serious problem, not only in your agency, but
even in law enforcement. I've heard where one agency locked up
another agency’s person who was working on the same case. And
the police department, I mean, I've heard all kinds of stories. So
I know coordination can be a problem. How are you doing, in terms
of coordination?

. Dr. GARTHWAITE. I think that there may have been an issue
early on with that, but I think that we’re doing well with the Per-
sian Gulf Interagency Council and research working groups. They
meet on a regular basis and compare notes, and plan, and
strategize together. I haven’t gone to those meetings, but I think
maybe others would comment. I think that, over the last couple of
years, certainly the last year, the coordination has been markedly
improved and quite good.

Dr. GERRITY. Yes. The VA has been designated by President
Clinton as being the lead Federal agency for coordination of the
Federal research effort. VA chairs the research working group that
Dr. Garthwaite referred to. This working group meets on a monthly
basis to discuss a variety of issues related to research in the pri-
mary departments of concern, and that’s DOD, VA, and HHS.

We also maintain a data base of research projects that are either
sponsored by or conducted by Federal departments. We work very,
very hard to ensure that that data base is as complete as possible.
We recognize that there may be some imperfections, but we feel
that we have captured, in that data base, the vast majority of re-
search that is going on in the Federal sector. But it isn’t just a
matter of capturing that data, it’s also doing the active coordina-
tion of the research, which does go on through the research work-
ing group.

Mr. TowNs. But you do feel there’s cooperation coming from the
other agencies?

Dr. GERRITY. Absolutely. I would say that this is, in my experi-
ence in working in the Federal Government, an unprecedented de-
gree of cooperation among departments on this particular issue.

Mr. TownNs. I'm going to ask two more questions, Mr. Chairman,
and then I will yield back.
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It is my understanding that some veterans are helped by treat-
ment provided by private physicians. Can you tell us whether the
VA incorporates new or innovative treatments by private doctors
into the VA system?

Dr. GARTHWAITE. Yes. We look at everything that we can find
that’s available on Persian Gulf. Much of that information comes
from published studies, but we’ve become aware of anecdotal infor-
mation from veterans who have been helped, by a variety of means,
letters, telephone calls, press clippings, and so forth, and have
made an honest attempt to investigate everything that has been
put forward, met with many of the investigators who have used
nonconventional or even perhaps yet unproven treatments, and
tried to put some scientific background to them.

I mean, there is a fine line that confronts all clinicians when
they have a disease that shows some evidence, perhaps, of an infec-
tious etiology, of using antibiotics on an empiric basis, because the
antibiotics are approved for other conditions but not for the par-
ticular one you are treating. And most State laws give you the li-
cense to do some of that. It’s often an individual judgment.

Where we have to look carefully, I think, is in providing the good
scientific basis. This committee and others have criticized the mili-
tary for their use of physostigmine in the Persian Gulf experience,
for a condition it may or may not have been approved for. We have
to be careful not to get into that same situation. We must make
sure that we have sound scientific evidence, and the FDA has to
be involved, before we can find treatments that are given the seal
of approval.

But we should be looking carefully, and we are, I believe, looking
at the research opportunities with regard to those kinds of treat-
ments.

Mr. TowNs. Thank you very much.

Thank you, Mr. Chairman, for your generosity. I yield back.

Mr. SHAYS. Thank you. The gentleman may have more time
afterwards, when I'm done.

Mr. Towns. Thank you.

Mr. SHAYS. I have a number of questions. Does the VA accept
that the Persian Gulf war veterans’ health problems are real and
might very well be a consequence of the Gulf war?

Dr. GARTHWAITE. Yes.

Mr. SHAYS. What kind of feedback have you received? Can you
give us a description of the kind of feedback you’ve received from
Persian Gulf veterans? What kind of feedback are you getting from
ghgm,? in terms of their feelings about the job the department is

oing?

Dr. GARTHWAITE. I think they are quite variable. Some veterans,
I believe, have some significant issues. I had the opportunity to lis-
ten to a variety of those during a town hall meeting in the evening,
in Baltimore, a few months ago. Dr. Murphy has done many of
those meetings, and maybe I will let her kind of just summarize
some of the concerns they still have.

Mr. SHAYS. That would be helpful.

Dr. GARTHWAITE. But we are attempting to get out and to listen
very carefully to them.



155

Mr. SHAYS. Well, I have a sense of what they are telling me. I
just want to know if you’re getting the same message.

Dr. GARTHWAITE. Sure.

Dr. MurpPHY. I think I have the honor of being the only person
sitting at the table who has actually treated and cared for Persian
Gulf veterans. I began my involvement in Persian Gulf veterans’
illnesses as the director of the DC VA Referral Center for Persian
Gulf veterans and had the opportunity, on a daily basis, to interact
with veterans and hear about their concerns, to try to provide the
best medical care and treatment for them.

Many of them expressed their gratitude to the VA, because, in
fact, the majority of veterans do go away with a diagnosis and
treatment for those diagnoses. We recognize that there are some
very vocal critics of the VA, and we hear their concerns and we
take them to heart. And we have altered our programs, begun
quality control programs based on the kinds of difficulties we have
heard that veterans and their families have had with the VA re-
sponding to their needs.

We are concerned about the timeliness of the VA response, access
of veterans to care, and the quality of that care. We have designed
programs and continue to improve our programs to try to take
those concerns into consideration. We have, for instance, put into
place a number of performance measures that allow us to track
when the next available appointment is for Persian Gulf Registry
examinations. Our centers report in, on a bimonthly basis, allowing
us to monitor how well we're addressing the varying demand for
those registry examinations.

I would be happy to expand on any particular issue that you are
concerned about related to the veterans.

Mr. SHAYS. What is the primary complaint you receive from Per-
sian Gulf veterans in terms of the response of the VA?

Dr. MURPHY. The largest concern that I hear from veterans relat-
ed to the VA’s response is the VA’s inability—or the medical com-
munity at large—inability to define a cause for their symptoms.
They want to know why they are sick and how they can get well.
Unfortunately, at this point, for some veterans, we’re not able to
give them those answers.

Mr. SHAYS. Well, isn’t the first complaint that sometimes they
don’t feel that you’ve even diagnosed their illness? So, I mean, their
first complaint is, one, not that they want to know the cause, but
they want to know what their problem is that needs to be treated.

Dr. MURPHY. But, in fact, in the majority of veterans’ cases, we
can provide a diagnosis.

Mr. SHAYS. So you can.

Dr. MurpPHY. There are about 25 to 30 percent who go away
without a clear-cut diagnosis for their conditions.

Mr. SHAYS. Isn't that a particularly high number?

Dr. MuURPHY. You know, I would hesitate to compare this popu-
lation with the general U.S. population. But if you look at primary
care clinics and general practice nationwide, there are probably
about 25 to 30 percent of symptoms that don’t get diagnosed in
those patient populations also.
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Mr. SHAYS. But then they go somewhere else. Where does a vet-
eran go? When you can’t diagnose their symptoms, where do they
go?

Dr. MURPHY. We have a referral mechanism. At the smaller VA
Medical Centers, they can refer to their regional center for further
diagnostic evaluation. And if the tertiary care medical centers in
their locality cannot provide a diagnosis and effective treatment,
we have four referral centers set up nationwide: at Washington,
DC; Birmingham, AL; Houston; and West LA.

Mr. SHAYS. And then you pay to send them there?

Dr. MUrPHY. Yes, we do. We provide transportation.

Mr. SHAYS. So would it be your testimony that any veteran who
you can’t diagnose would be given the opportunity to go to one of
those four centers?

Dr. MURPHY. If a veteran has a difficult-to-diagnose condition or
a condition that has not responded to treatment, their physician
may make a referral to any of those four referral centers for fur-
ther evaluation and treatment. That is correct.

Mr. SHAYS. And you pay the cost of the physician? You're talking
about their own—Ilet me get this straight. They come to the VA to
be diagnosed; 25 to 30 percent do not get a diagnosis. I mean, you
just don’t know what their problem is. Then what do you do? Do
you send them to their own private caregiver, send them there; is
that what you do?

Dr. MURrPHY. No. We continue to provide medical care within the
VA system, if that’s what they choose.

Mr. SHays. TI'll tell you why I'm confused. So you need to
straighten this out. I'm confused because you gave the implication
is that they aren’t getting to one of those four sites unless one of
their own physician suggests that they go there.

Dr. MURPHY. I was referring to a VA physician.

Mr. SHAYS. OK. So I just want to know what your testimony is.
If the veteran coming to you does not know what his or her prob-
lem is, and you don’t know what his or her problem is, are they
sent to one of these four sites?

Dr. MurpHY. If that is a necessary part of their medical care.

Mr. SHAYS. I don’t understand that. The problem to the veteran
is that they are sick.

Dr. GARTHWAITE. I think maybe there is some evidence.

Mr. SHAYS. I'm not trying to put you on the spot. I'm trying to
understand this.

Dr. MurpHY. 1 think maybe the misunderstanding is that, in
many cases, these are nonspecific symptoms that may not receive
a diagnosis at a private medical clinic, at a DOD facility, or at a
VA facility.

Mr. SHAYS. Now, “private medical clinic” is their own doctor.

Dr. MURPHY. Their own physician.

Mr. SHAYS. OK.

Dr. MuUrPHY. You know, it’s not uncommon for most of us to have
symptoms that don’t result in a characteristic set of physical signs
and diagnostic tests that allow us to make a diagnosis.

Mr. SHAYS. It just strikes me that 25 to 30 percent is a very
large number.
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Dr. MURPHY. Actually, it’s not. Many people in this country com-
plain of fatigue and headaches and joint pains. I think, if we asked
the people in this room, many of us have had those symptoms at
some time or another.

Mr. SHAYS. OK. Let’s accept that.

Dr. MurPHY. If you go to a physician, they will provide sympto-
matic treatment for those conditions.

Mr. SHAYS. So your basic testimony would be that this 25 to 30
percent is not much different than what it would be for the so-
called “private world”?

Dr. MURPHY. We're looking at prevalence of symptoms, through
scientific studies, and comparing them to a population of non-
deployed veterans to try to get a better understanding of whether
Persian Gulf veterans, as compared to other healthy military popu-
lations, have a higher rate of these symptoms.

Mr. SHAYS. I'm not sure if that’s a yes or a no.

Dr. GARTHWAITE. I think she’s trying to answer from a statistical
standpoint.

Mr. SHAYS. Yes.

Dr. GARTHWAITE. As practicing physicians, it’s not uncommon
that you don’t come up with a clear answer or you don’t feel that
the severity of the symptoms warrants referral to a specialist,
doing fancy tests, and so g)rth. It’s of interest, in the registry exam,
even those with symptoms, a significant portion of those 23 percent
who have symptoms and undiagnosed illness, still rate their health
overall as fairly good.

Mr. SHAYS. I thought it was 25 to 30 percent. Are you saying 23
percent? Is it 25 to 30 percent?

Dr. GARTHWAITE. I think that’s correct.

Mr. SHAYS. So it’s 23 percent. I was saying 25 to 30. If I say
something wrong, correct me.

I misunderstood you. I thought you said, Dr. Murphy, 25 to 30
percent.

Dr. MURPHY. It depends on which population you look at. If you
look at the registry population, 77 percent go away with a diag-
nosis; 23 percent have symptoms but no diagnosis. If you look at
the super-selected population that go to the VA referral centers,
the percentage becomes slightly higher, up to 30 percent of individ-
uals who come to that setting. So I gave you a range, trying not
to mislead.

Mr. SHAYS. Yes. Because I asked you those people who come to
the department to be examined. What was your point?

Dr. GARTHWAITE. Even of those who have symptoms and yet no
diagnosis, some of those rate their overall health as being good or
fairly good. They have symptoms. They are concerned about the
long-term effects. They are concerned about the effects on their
family. They are concerned about a variety of things with Persian
Gulf illness. They are not incapacitated by it, but they don’t feel
extremely well. Those may be patients that are elected to follow for
a period of time. They are not interested in pursuing a diagnosis;
others may be.

The options, I think, are, for a VA physician who does the initial
exam, try to make a diagnosis. If you can make it, try to treat it.
If you can’t make a diagnosis, ask for help. I think that’s what all
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physicians, hopefully, are trained to do, and most do on a regular
basis. The initial phase of asking for help may be to try to find spe-
cialists locally at another VA.

Mr. SHAYS. It seems logical to me, but the disadvantage is I'm
not a doctor. The advantage is, though, that I'm just trying to think
like a normal person would think. And it would seem logical to me
that, if you have a number of veterans who are pretty determined
that they are not well, and you all don’t get it, and you have—
what’s the total number of facilities that they could go—come in to
be examined, around the country, approximately?

Dr. GARTHWAITE. We have 173 hospitals.

Mr. SHAYS. Right. Plus some clinics, and so on.

Dr. GARTHWAITE. A lot of clinics; right.

Mr. SHAYS. So, you've got 173 different ways of looking at it. You
would like to have one set of protocols, and so on, and everybody
be consistent. It’s logical and it’s comforting to know that there are
these four centers. But it would seem to me that someone who is
convinced that they are not well should have the right to go to one
of these facilities. So I want to get a sense of what determines who
gets to go.

And I would see the advantage of these facilities is that you have
people who see the same kind of—potentially, the same kinds of
problems. They deal with the same kinds of frustrations. They
would be, potentially, a little more sympathetic and a little more
understanding in how they get at both the mental and physical
needs of these individuals.

Dr. GARTHWAITE. Let me just try a couple of things and see if
they help. I think one of the things is that we’re trying to do is
quality measurement, so we try to assess the quality at each indi-
vidual place. We have picked out individuals to coordinate who are
sort of the lead individuals, physicians.

Mr. SHAYS. In each hospital?

Dr. GARTHWAITE. Yes, for each hospital, for Persian Gulf illness,
so we can communicate with them better; hopefully, increase their
basic knowledge so that they become aware of all the other referral
possibilities.

There probably will be an occasional person who feels that they
would like more of an answer, and our only hope of reaching those
is to encourage them to call, or to do more surveys.

Mr, SHAYS, What's the gate that gets someone in one of these
four facilities?

Dr. GARTHWAITE. A referral from another VA, largely.

Mr. SHAYS. And what determines how each VA is going to decide
who goes to one of those four facilities?

Dr. MATHER. I think that has a lot of different aspects, but the
patient is a partner in the diagnosis and treatment of these ill-
nesses. And I think the patient also helps decide how far, at this
point in time, he or she wants to go with the workup. Sometimes
they choose to try symptomatic treatment for a while and see what
that does. They can always come back and change their minds. To
go far away from home and to have to be hospitalized, and most
of these intensive workups do require approximately 2 weeks in the
tmspickal, this may not be a commitment that the veteran is ready

0 make.
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Mr. SHAYS. Well, let me be clear on this point, because we will
have veterans afterwards who are going to come up to us, and they
are going to tell us things. I wonder if what they are going to tell
me is, “I wasn’t well, and I was given the opportunity to go.” I want
to know how you decide who you extend this invitation to.

Dr. MURPHY. If a VA physician has a patient, a veteran, who has
an undiagnosed illness or someone they feel needs further evalua-
tion or a second opinion, they, in consultation with that veteran,
will offer them the opportunity, in many cases, to go to one of these
referral centers. The physician providing the care for that veteran
then contacts the director, the physician-director, of the Persian
Gulf referral center in their region, and they exchange medical
records, plan a workup, and arrange for an evaluation at the ap-
propriate referral center.

So the mechanism is to try to use the registry examination and
the uniform case assessment protocol to make a diagnosis locally.
If that does not happen, and the veteran wishes to pursue further
evaluation, which, again, requires the time commitment on their
part, the referral gets made.

Mr. SHAYS. I know. But some of these people are very sick peo-
ple, who are not well, not happy, not able to get any work done.
So I have personally been in contact with a number of these indi-
viduals. It would be interesting for me to go back and ask this
question. If I asked this question, what do you think the answer
would be? “Were you given the opportunity to go to one of these
referral centers?” What do you think their answer would be? We're
going to get them back here. What do you think their answer
would be?

Dr. MURPHY. It’s hard for me to predict, but I would suspect that
many of them have been offered that opportunity.

Mr. SHays. OK.

Dr. GARTHWAITE. If they haven’t been offered that opportunity,
and they have those concerns and would like that opportunity, we
would encourage you to have them contact us or for you to contact
ul.?, and we will get in contact with them and try to arrange for
that.

Mr. SHAYS. So would it be fair to say that anyone who did not
get a diagnosis—they were not able to get one—would have the in-
herent right to make this request, and it would be more than likely
that it would be accepted?

Dr. MURPHY. Yes.

Dr. GARTHWAITE. I think that’s fair, yes.

Mr. SHAYS. OK. But you're not able to say, categorically, that ev-
eryone who is in that circumstance has been offered that? I'm not
trying to pin you down.

Dr. MURPHY. In fact, I would say no.

Dr. GARTHWAITE. I would probably say it probably hasn’t been of-
fered to everyone, but there may be reasons.

Mr. SHAYS. There’s no written statement that you have, no proto-
col, that basically says, if you can’t diagnose it, give them the op-
portunity, as a veteran, to go to these facilities. There’s nothing in
writing, no direction.

Dr. MURPHY. The program manual for the Persian Gulf health
examination program has a stipulation that, if the physician feels
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that the veteran has an undiagnosed illness, they should then go
on to phase two, or the uniform case assessment, a protocol exam-
ination.

Mr. SHAYS. Phase two doesn’t necessarily mean being referred.

Dr. MurpHY. That could be done at any tertiary care center or
any VA Medical Center, nationwide. And the goal is to provide care
locally as much as possible, to decrease the inconvenience, and also
to have continuity.

Mr. SHAYS. No. But, see, the problem I have with that is, the
reason why you have these centers, it seems to me, is that you're
trying to really focus just on the Persian Gulf veterans and the fact
that many of us suspect that their problems may be somewhat
unique.

I'm surprised, in your statement, Dr. Garthwaite, that there are
only 300 that have been referred. That seems like a very small
number to me.

Dr. MuURPHY. But we have large medical centers that are tertiary
care centers that are highly university-affiliated, that have aca-
demic physicians, at numerous sites around the country. And the
referral center exam, the protocol exam can be done at any of those
medical centers, and it often is accomplished at that level.

Mr. SHAYS. I don’t mean to beat this to death, but I'm going to
make sure that I do it enough so I don’t have to come back to it.
What is the purpose, then, of these four facilities? If we've got
other places, then what is the purpose of these four facilities?

Dr. MATHER. I think there are several purposes. One is that, for
some veterans, to actually have a time in the hospital where you
can intensively look at them would be a benefit. It’s not a benefit
for everyone. Many of these examinations can be done on an out-
patient basis. But for some, there is a value to putting them in the
hospital, what in the old days they used to call “for observation.”
It’s a very directed period of time, very intense period of time, and
it allows them to be seen by people who are interested and who do
have experience. It’s a second opinion, in many cases.

They were set up at a time when not every hospital was fully up
and running, as far as doing the uniform case assessment. We've
continued them because there is a value in this inpatient, this hav-
ing an observation from new physicians who haven’t seen the pa-
tient.

Mr. SHAYS. What I hear you saying, Dr. Mather, is that these fa-
cilities were set up not necessarily to have just four places where
you would just focus on Gulf war veterans’ illnesses, but that you
had areas in the country where you couldn’t give the service, so you
at least made sure they could be sent there. Plus, you do see the
advantage.

Dr. MATHER. There are advantages to having these centralized
places and disadvantages. I think we've chosen to continue them—
and, in fact, originally we had three; we have added a fourth one—
because they are valuable. But I don’t think anybody should get
the impression that you're getting something different when you're
going to a referral center. You’re getting a more concentrated ap-
proach, and you're getting a focused examination.

Mr. SHAYS. This is what Dr. Garthwaite said in his testimony.
He said, “The expertise developed in the referral centers has re-
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sulted in diagnosis and treatment of many veterans with previously
unexplained illnesses.”

Dr. MATHER. Exactly. As we said, about 70 percent of those who
go to the referral centers do end up with a diagnosis. Sometimes
it’s a confirmation of a diagnosis that was suspected at the local
center. '

Mr. SHAYs. What I'm going to do is—I don’t know if there are
any veterans—I think there may be one or two in this audience.
If you feel like your illness has not been diagnosed just speak to
some of the staff behind me so that I could just pursue this point.

PI'm sorry to put you through this process of where we have to
go vote, but we're voting on a rule, and there are two votes. I sus-
pect that we will be back in the next 15 minutes. But if you’re back
by 25 after, we will be fine.

Dr. GARTHWAITE. No problem.

Mr. SHAYS. We will recess for that.

[Recess.]

Mr. SHAYS. I call this hearing to order again. Thank you for your
patience.

We didn’t have anyone who came up to us, attending this hear-
ing. We had some who came up and made some other comments
but nothing regarding this issue of referral to one of the four cen-
ters.

But one of the inferences that has been made, one of the claims
that has been made is that, in the past—not now—in the past,
early on, people in the department, in the hospitals, were not en-
couraged to diagnose an illness that they could call an illness relat-
ed to the Gulf war. It could be an illness, but not related to the
Gulf war. That, I think, is changing, at least I hope it is.

The reason I asked about feedback was, we’ve had a lot of people
giving us complaints that when they go into one facility they are
treated one way; when they go to another facility, they are treated
another way. We've had some who have said that they still are get-
ting a reaction from some who examine them that it is more psy-
chological than physical.

What I've learned so far from this hearing is that these four cen-
ters were basically established, first and foremost, to be a facility
someone could go to to get a diagnosis, not necessarily that you
were going to try to specialize in these four centers and that this
would be the gravity to which everything would be attracted, but
that there are some benefits, obviously, if all they do is focus in on
undiagnosed illnesses from Gulf war veterans.

Do you agree with this and what the consequences are if it’s
true? Dr. Garthwaite, is it true that a lot of veterans were sent to
the Persian Gulf without a physical before they were sent?

Dr. GARTHWAITE. I have no personal knowledge.

Mr. SHAYS. Do you know from any of your dealings with DOD?

Dr. Murphy, you were at our other hearing, and you know that
to be the fact.

Dr. MURPHY. I believe that the DOD has provided testimony to
that effect. I think that the specifics of that should be referred back
to them, or, if you would like, we can get the information and pro-
vide it to you in writing.
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Mr. SHAYS. Is it true that some veterans completed their service
in the Persian Gulf and were not given physicals?

Dr. MURPHY. We have certainly heard from veterans that, upon
returning from the Persian Gulf, they did not receive a physical ex-
amination. They were, in many cases, offered the exam, and if they
chose to go home without it, they were allowed to do that.

Mr. SHAYS. OK. It would seem to me that, one, you would have
a really good handle on both of those facts, not something you
would even wonder about. Because what is the significance of not
h%w‘/’ing a physical before and after? What does that say about your
job?

Dr. GARTHWAITE. In a sense, our job is to deal with the veterans,
those who have been discharged from the service and when we pick
them up. We believe that there should be better coordination be-
tween the military and the Department of Veterans Affairs in
terms of that transition from being in active military and being a
veteran. So we actually have some pilot studies that the discharge
physical from the military, in a sense, is an initial physical for the
Department of Veterans Affairs. And we hope to expand that pro-
gram. We're working with DOD to do that.

Mr. SHAYS. It seems to me this is really a no-brainer. You don’t
know if they went into the Gulf war with an illness, and that
would certainly be helpful. And you don’t know if, immediately
after, they left with an illness that they didn’t have before.

Dr. GARTHWAITE. Correct. I mean, we don’t perform those exams
or set that policy, but certainly it makes common sense that it
would be very helpful to know the physical state of everyone and
their readiness for combat.

Dr. MurPHY. In many cases, those examinations were not done
by DOD prior to deployment to the Persian Gulf, nor were all the
tfloops provided a physical examination on returning. We've heard
that.

Mr. SHAYS. Do you know if there’s a protocol that basically says
that that should be done?

Dr. MurPHY. The Department of Defense has developed a new
medical surveillance program for deploying troops which enhances
and improves their ability to provide examinations prior to deploy-
ment, better medical surveillance for environmental and other ex-
posures during deployment, and better followup and post-
deployment examinations. So they recognize that there were dif-
ficulties with the way they dealt with those issues in Operation
Desert Shield and Desert Storm and have proposed mechanisms to
allow for better approaches in the future.

Mr. SHAYS. I would think that your department would also be—
it’s good that they are doing that, but I would think your depart-
ment—to me this is kind of a no-brainer that your department
would be recommending that this happen, and that they are mak-
ing your job a hell of a lot more difficult by their not doing that.

Dr. MURPHY. We have done that. We have ongoing discussions.

Mr. SHAYS. Can you supply the committee with any documenta-
tion where you've done that?

Dr. MURPHY. Yes.

Dr. GARTHWAITE. Sure. That’s actually part of our—we have a re-
inventing government initiative that we're working with the De-
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partment of Defense on, on sharing of a variety of things and
where we can work together mere collaboratively in the future.
And planning for the medical consequences of war is amongst those
initiatives.

Mr. SHAYs. Now, we have a circumstance where some medical
records are lost, they are just literally lost or they are just very in-
complete. How does that impact the research that you do, the medi-
cal research that you do?

Dr. MUrPHY. In some respects, it makes quality epidemiologic
studies very difficult to design. One of the aspects that we need to
look at in doing research is what exposures are associated with out-
comes, health consequences. And if we don’t have a good measure
or documentation of exposure, it makes the kinds of conclusions
that we can draw limited.

MI“) SHAYS. What’s the challenge for the veteran when this hap-
pens?

Dr. GARTHWAITE. It should not interfere with our ability to either
compensate the veteran or to give them health care, unless infor-
mation is of clinical importance. For the most part, much of that
clinically important stuff can be reconstructed. But that’s always
an issue with a missing medical record.

Mr. SHAYS. Is the presumption with the veteran, or is it with the
Government, that they don’t have an illness and that the Govern-
ment isn’t responsible?

Dr. GARTHWAITE. Quentin.

Mr. KINDERMAN. Very often—I might say, Mr. Chairman, that
there is—in the absence of an induction exam, there’s a presump-
tion of soundness, going on active duty.

Mr. SHAYS. No. The presumption is—the veteran has to prove
that they are not well, not the other way around.

Mr. KINDERMAN. Yes.

Mr. SHAYS. So when the department loses records, how the heck
are they able to—I mean, that’s a gigantic disadvantage for that
veteran.

Mr. KINDERMAN. Well, very often, it depends on when he files his
claim. If he files his claim at separation or shortly thereafter, we
would set up an examination for him, and very often we would be
able to discover the cause of the disability very close to the exit of
service, and we could assume that that happened on service.

Very often, though, disabilities that appear years later are ad-
dressed in other ways. It’s a 2-year presumption for service connec-
tion for Persian Gulf veterans leaving the Persian Gulf, for
undiagnosed illnesses. And other conditions have presumptions, as
well, to address that lack of evidence, very often.

The lack of a separation exam might be remedied by the fact that
we had in-service clinical records.

Mr. SHAYS. Can you move the mike just up a little? It's down a
little too low.

Mr. KINDERMAN. Yes, sir.

Mr. SHAYS. Thank you.

Mr. KINDERMAN. Even if we didn’t have a separation exam—and
we are very serious about getting separation exams and working
with DOD on that—we may have a clinical record of treatment on
the veteran, while he was on active duty, that would be useful.
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Mr. SHAYS. I want to talk about the registry, and I'm just going
to jump back to one issue. I'm still trying to wrestle with the uni-
formity and the protocols that you use. We have too many veterans
who feel that there is a bias toward the illness being psychological.
Do you have a document that the committee can see, or do we have
a document that I should be asking for, that makes it very clear
what the protocols are when someone comes in?

Dr. GARTHWAITE. My understanding is that we have provided the
standard protocol to the committee. I have some extra copies with
me and would be happy to give you those.

Mr. SHAYS. I guess what I wanted to do is, we have too many
people who suggest that there is just a bias toward the psycho-
logical. And I guess ’m interested to know, do you have anything
that specifically addresses that issue?

Dr. MURPHY. I believe we do. We have provided you some of the
documentation from the data that we have obtained through the
registry examination program. And you will see that, from the di-
agnoses that are made by VA physicians, from the registry exam-
ination program, that about 14 percent of Persian Gulf veterans
who come into a VA hospital and get the registry examination are
given a mental diseases diagnostic category diagnosis. That could
include anxiety, depression, PTSD, or other conditions. But that’s
a relatively small number of the total diagnosed conditions.

That doesn’t negate the importance to the individual veteran who
is suffering from a mental illness or a disorder that might be relat-
ed to wartime stress. The pain and the suffering is just as real for
people suffering from psychological conditions as it is from a condi-
tion that stems from a physical disorder.

Mr. SHAYS. But some feel that the department focuses on psycho-
logical illnesses, and it is very frustrating for them to hear, “Well,
you have a psychological problem.”

Dr. MURPHY. And I think the record shows that, in fact, VA phy-
sicians, in large part, don’t focus on that.

Mr. SHAYS. We have too many veterans who have been in contact
with this committee that would disagree, and too many organiza-
tions that gave testimony at the last hearing—you were at the first
hearing. You heard testimony from individuals that would suggest
that there’s too much of a focus on the psychological.

Let me just get into the whole issue of the participation in the
registry program. I need to just get a sense of how significant the
program is. It really is an opportunity for me to suggest to you why
I have been a little frustrated.

But on question No. 9, we said, “Please indicate the total number
and nature of claims filed by veterans of the Persian Gulf war who
have alleged that they contracted their illness or disease during
service, including service-connected disability claims as well as
death claims. Please include information by age, gender, unit as-
signment, and all medical conditions listed in the claims.”

Now, that’s a fairly comprehensive question, but it struck me as
not unreasonable. You responded to question 9, but then the de-
partment said, “We do not maintain statistics by age, gender, unit
assignment, and claimed medical conditions,” which is surprising to
me. Then we got another response that said you could get this in-
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formation but it would cost money that you don’t have available,
that it would be laborious, and so on.

This gets me to the whole issue of what is in this registry? You
have 54,000 individuals who are in this registry; correct? You say,
“Part of a larger Persian Gulf registry, which includes 180,000 Gulf
veterans who have used a variety of other VA health services.”

What's the difference between the two?

Dr. GARTHWAITE. Dr. Mather.

Dr. MATHER. OK. I think there is some understandable confusion
between what the registry is—there are two components to the reg-
istry, and those components are not related to the disability claims
process.

The registry examination program is the one that was set up in
1991-92 that was designed as a clinical program to make it easier
for Persian Gulf veterans to access VA health care, unrelated to
whether their problems or their conditions are service-connected.
They come in, they get a physical examination, and we collect cer-
tain data from those physical examinations as a sort of operational
tool. It’s not a research tool; it’s a clinical operational tool.

Mr. SHAYS. May I interrupt? Can you give me the simple an-
swer? What'’s the difference between the 180,000 and the 54,0007

Dr. MATHER. The 180,000 are all the people who have come to
the VA for health care who not necessarily have had an examina-
tion.

Mr. SHAYS. They are all Persian Gulf?

Dr. MATHER. Yes. Yes. But they may be coming because they
have hurt their leg, or they are having chest pain, or for any num-
ber of reasons. They come and ask for health care and receive it.

Mr. SHAYS. Why is participation in the registry voluntary? Let
me preface it by saying that, in our testimony at the first hearing,
the Institute of Medicine has criticized the VA’s registry as “not ad-
ministered uniformly,” and because the veterans who participate in
the registry are self-reported, “productive scientific research” can-
not be generated from the registry.

Dr. MATHER. Their criticism was of the registry as a research
tool. The registry is not a research tool; it’s a clinical operational
tool to allow us to see these veterans, to provide them medical care,
but also a complete physical examination. And it’s a voluntary
thing.

Mr. SHAYS. But why?

Dr. MATHER. Because we’re not the Army; they are not in the
military. We can’t force them to have an examination that they
don’t want.

Mr. SHAYS. Right.

Dr. MATHER. And we don’t require that they be sick. A person
who just wants to be in the system, who served in the Persian
Gulf, who's afraid they may have problems develop later on that
may be related to the Persian Gulf, they want that examination.

Mr. SHAYS. We're all Americans, and we all want to help those
who aren’t well. If you had 60 people in a unit and 15 of them had
a serious illness, wouldn’t there be an effort to contact the other
45 to see if they had a problem?

Dr. MATHER. If we were responsible for the unit. But the Depart-
ment of Veterans Affairs was not set up to respond from that point
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of view. I think, to look at a unit is, in a sense, an epidemiologic
problem, and it’s a problem perhaps for the Department of Defense.

Mr. SHAYS. That may make sense to you, but that doesn’t make
sense to me. If I have 15 people out of 60 who have a serious prob-
lem, I would want to know if the other 45 did. And I would want
to know, what did those 15 do that maybe the other 45 didn’t do.

Dr. MUrPHY. In some instances.

Mr. SHAYS. Did they go visit mine fields? Did they take the pills
when others didn't, et cetera. And in my mind that was part of
what the whole registry was to do. Well, you know, then I'm begin-
ning to think the registry is a joke.

Dr. MURPHY. Well, let me clarify.

Mr. SHAYS. No, m beginning to think it’s a joke.

Dr. MURPHY. Let me clarify the differences. What you're talking
about is a cluster evaluation, a cluster investigation. In some cases,
that has been done. The Indiana 123d Army Reserve unit, for in-
stance.

Mr. SHAYS. Who did that?

Dr. MurpPHY. That was done by DOD. When VA heard that there
was a group of Air National Guard members up in Pennsylvania
who had an outbreak or a cluster of illnesses, we immediately con-
tacted the Centers for Disease Control and asked for their coopera-
tion in performing an outbreak investigation in that unit. And that
is currently being prepared for publication.

Those kinds of efforts are necessary and are ongoing. When we
hear about a unit that has a large number of veterans who are ill,
we can address it.

Mr. SHAYS. What constitutes a large unit? I want to know what
you mean by that. I want to know—when you hear—what happens
if you don't hear? And how are you going to hear? Who is supposed
to hear? Who is listening? Think about it for a second. When you
say “we,” who is “we™?

Dr. MuRPHY. The Department of Veterans Affairs in collabora-
tion with DOD and HHS.

Mr. SHAYS. Someone has a physical in San Diego. Someone has
a physical in Alabama. Someone has a physical in New York City.
Someone has a physical in Boston. To each of those individuals,
wherever a veterans’ facility is, to each of those individuals it’s not
a cluster. But then it may have been a cluster. How do you have
the ability to take all of this and bring it together?

Dr. MUrpPHY. All of those examinations that are done in the VA
registry program are entered into a computerized data base, and
we can look across the system to see if there is any single illness
or set of illnesses.

Mr. SHAYS. If I asked you now to produce later today a document
that would tell me, in a particular unit, what types of illness,
would you have the ability to do that?

Dr. MURPHY. In people who are currently serving in the military
or in veteran populations?

Mr. SHAYS. 'm going to let you answer that question. I'm not
going to help you out.

Dr. MURPHY. Some of the documentation that we have provided
you divides the registry participants into people who served in Re-
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1s)er‘i'{e units and National Guard units. And certainly we can go
ack.

Mr. SHAYS. That’s it?

Dr. GARTHWAITE. Some of the published data talks about finding
the symptoms in units that were in various parts of the Gulf, from
infantry and artillery to others.

Mr. SHAYS. No, but you used the word “cluster,” Dr. Murphy. I
was driving at the word “cluster,” but I didn’t use it. You used the
word “cluster,” so I'm getting impressed. You’re telling me that,
when you hear that there is a cluster, you deal with it. I want to
know how you find out if there’s a cluster.

Dr. MURPHY. One of the ways that we’ve tried to address that in
a more a scientific way is through the VA’s national Persian Gulf
survey. That will allow us to survey a representative sample of
Persian Gulf veterans, 15,000 veterans and 15,000 who did not
serve in the Gulf, along with their unit designations, their location
in the Gulf.

Mr. SHAYS. You want to be helpful to us. This is not to embar-
rass you all, but we’re trying to find out where we’re content and
where we’re not content. Has DOD given you the unit location data
to match veterans in the registry?

Dr. MurpHY. The Geographic Information System, which is the

unit location roster that you are referring to, was just recently com-
pleted by DOD. We do have access to that. We have set up a brief-
ing, and we’re going out.
- Mr. SHAYS. So it’s not possible now to cluster, is it? I mean, the
honest answer is—I mean, if you really are honest with the com-
mittee, you do not have the ability to cluster, because you don’t
know who is in what unit. Isn’t that true?

Dr. MURPHY. But.

Mr. SHAYS. Please, please, no. Isn’t that true?

Dr. MURPHY. It will be possible from our research.

Mr. SHAYS. No, no, not “will.” Not “will.” Not “will.” Not “will.”
Not “will.”

Dr. MURPHY. But we don’t.

Mr. SHAYS. No, answer the question, please. The question is, do
you have the ability to know what soldier, man or woman, was in
what unit and how large that unit was?

Dr. MURPHY. Yes, we do. '

Mr. SHAYS. You do.

Dr. MURPHY. But we have not done that at this point with the
registry data, because it is not a research study, and we would be
further criticized by the Institute of Medicine and other scientists
for trying to do that. It’s a self-selected, voluntary population, and
you can’t draw those kinds of conclusions.

Mr. SHAYS. I'm missing something. Dr. Murphy, I'm missing
something, though. In my simple mind—I'm not where you are—
but in my simple mind, I'm just thinking in terms of numbers and
groupings. And you tried to give me the impression, which I think
is a false impression, that if you have someone who went to a vet-
erans’ facility in Connecticut and someone who went to a veterans’
facility in New York, and someone who went to a veterans’ facility
in Florida, and they all happened to be in the same unit and they
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all happened to have the same problem, you would know to cluster
them together, and then you would look into this.

I need you to be very clear and not mislead the committee. I
want to know now, not what you intend to do. Can you tell me
what you intend to do? Do you have the ability to cluster people
together?

Dr. MurPHY. We have not performed that analysis today. We
have the ability to do that.

Mr. SHAYS. And how do you have the ability, because you know
everybody in every unit?

Dr. MURPHY. No, because there is a Geographic Information Sys-
tem that was developed by DOD, which allows us to place individ-
ual units in the Gulf, at various locations, at various times.

Mr. SHAYS. But that will help you in terms of location.

Dr. MURPHY. We can take our registry data base and match that
against the Geographic Information System. In fact, there are
plans to do that, to allow us to see if, in fact, the registry data ana-
lyzed in that way gives us any further information. But it is lim-
ited by the fact that these are individuals who may not be rep-
resengaltive of either their units or the Persian Gulf population in
general.

Mr. SHAYS. That’s true. It may not be, but how do you know un-
less you get the entire unit and find out? There are five major theo-
ries. There might be more you could add to them, but the five theo-
ries are: long-term exposure to burning oil wells, exposure to chem-
ical or biological weapons, reaction to vaccines, reaction to the
antinerve drug, and exposure to depleted uranium.

Are those basically the five that we should be focusing in on? Are
there others, as well? And then I guess I'd put “other.”

Dr. GERRITY. Well, Mr. Chairman, I think we do adopt the view
that we will—even though this is a stone unturned in our research
effort—but we also have made a conscious effort to focus our atten-
tion on certain areas. You did name, indeed, some of them as you
spoke, and that is not necessarily exhaustive.

I would like to return, for a moment, to this discussion about
clusters. There is research going on right now, that is being spon-
sored by VA, that is utilizing troop unit location data to conduct
epidemiologic investigations, to try to identify risk factors associ-
ated with the illnesses being reported by Persian Gulf veterans.
The Boston VA Medical Center, the Environmental Hazards Center
there, is using it, and the Portland Environmental Hazards Center
is using that troop unit location data.

Indeed, right now—1 think it sounds like a small thing, but the
Boston center is able to say that, when veterans come into their re-
search study, when they say they were at a certain location, that
when they are asked the question, “Where were you and when
were you there?” and they report that, when they check that
against the troop unit locations, they get concordance with the two.

Mr. SHAYS. 'm going to yield to Mr. Towns. But what I'm wres-
tling with is that a lot of physicals were not given when soldiers
went in; they weren’t given when they left. What I'm wrestling
with is that this registry is voluntary. And I understand you can’t
force people, but you sure as heck can encourage. And telling an
800 number is not quite what I'm suggesting. I mean, I could see
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a letter that is sent out to a unit that says, you know, “Fifteen of
your?fellow soldiers have reported this illness. Do you have this ill-
ness?”

I don’t think you have the capability, the Veterans Administra-
tion does not have the capability to know who was in those units,
to be able to write letters to those individuals, and to me that’s
kind of scary. And I get the sense that, from your standpoint,
you're the Department of Veterans Affairs, and then you've got
DOD, and, you’re not responsible for what they did. But we are,
here. And I'm just trying to get an idea of why it’s so crazy.

Dr. MurpHY. The Persian Gulf programs are coordinated across
the three departments, VA, DOD, and HHS, through the Persian
Gulf Coordinating Board. And, in fact, DOD did make an effort to
send out letters to both people on active duty and those who had
left the military, back last year. Secretary Perry and General
Shalikashvili personally sent letters to those individuals who par-
ticipated in Desert Shield and Desert Storm.

Mr. SHAYS. How many letters went out?

Dr. MURPHY. 1 believe they tried to contact every individual who
served during that period of time. We know from personal experi-
ence, trying to do the national survey through a mail mechanism.

Mr. SHAYS. May I say something to you? If it was 100,000, I
would be amazed. So you're saying that, and it will get reported
that they have done that, and there could be in inference. I'm not
aware that many letters were sent out. So would you just give me
an estimate of how many letters you think were sent out?

Dr. MURPHY. I can tell you what they have reported in public tes-
timony.

Mr. SHAYS. What did they report?

Dr. MurrHY. Which is that they tried to send a letter to all
690,000 individuals.

Mr. SHAYS. No, but they could tell you exactly how many letters
they sent out. How many letters did they say?

Dr. MurPHY. They said they sent one to every participant of
Desert Shield and Desert Storm.

Mr. SHAYS. OK. And who said that?

Dr. MURPHY. The Department of Defense.

Mr. SHAYS. Can you kind of nail it down a little better for me?

Dr. MURrPHY. The letters were sent by Secretary Perry.

Mr. SHAYS. No, because we’re going to go to the Department of
Defense, and we’re going to ask them how many letters they sent
out. And if it was more than 100,000, I will be amazed.

Mr. Towns.

Mr. TowNs. Thank you, Mr. Chairman.

I just want to sort of get some clarification of comments that
were made earlier. Is the 14 percent of diagnoses for psychological
disorders included in the 23 percent of undiagnosed illnesses, or is
that a part of the 77 percent of the illnesses with a diagnosis?

Dr. MURPHY. That’s part of the 77 percent with a diagnosis.

Mr. TowNs. How many Persian Gulf vets receive disability com-
pensation as a result of Persian Gulf service, would you know?

Mr. KINDERMAN. If I could indulge you just a moment and go
through the numbers.

Mr. TowNS. Sure.



170

Mr. KINDERMAN. We've received over 75,000 claims from Persian
Gulf veterans for disability compensation. We’re paying service-con-
nected compensation to about 23,000. Now, that includes any con-
dition that they acquired on active duty, whether they were in the
Persian Gulf or not.

Within those claims, about 9,000 we identified as perhaps due to
something that happened in the Persian Gulf, probably environ-
mental. Of those 9,000, approximately 1,000 were granted service-
connected compensation under our existing laws, and about an-
other 440 under our specific authority under Public Law 103-446
for undiagnosed conditions. So some subset of the 23,000 are dis-
abilities incurred in the Persian Gulf.

Mr. Towns. Do you have any reason to believe that Persian Gulf
vets receive Social Security disability because they do not qualify
for VA disability compensation?

Mr. KINDERMAN. I have no way of answering that question, Mr.
Towns. I have no familiarity with eligibility for Social Security
among Persian Gulf veterans. Are you saying that certain people
ar% getting disability Social Security based on Persian Gulf disabil-
ity?

Mr. Towns. Yes, because they don’t qualify for VA. For one rea-
son or another, they didn’t qualify for VA disability.

Mr. KINDERMAN. I don’t know. We could seek to get that answer
and provide that for the record, sir.

Mr. TownNs. Mr. Chairman, I would like for the request to be
made officially for the record that this information be part of the
record.

Mr. SHAYS. Would you state exactly again what it is?

Mr. TowNS. In other words, it’s my feeling that some veterans
might have to go on Social Security disability because they do not
qualify for VA disability. I'm asking, how many? I wanted to find
out. He said he did not have the information, but what he would
do isdget it for us, and I would like to have that included in the
record.

Mr. SHAYS. Is that a number you can get for us?

Mr. KINDERMAN. Well, we would probably have to ask Social Se-
curity for that. I believe—I'm not an expert in Social Security, but
I believe that, if the disability is sufficiently severe, permanently
and totally disabling, a veteran could qualify for both disability So-
cial Security and VA compensation on the same disability.

Mr. SHAYS. But you will followup with our committee on that?

Mr. KINDERMAN. Yes, sir. '

Mr. SHAYS. Thank you.

Mr. Towns. Yes. I would like to know. The other question that
is not clear, I want to make certain, is the referral process the
same for Persian Gulf vets as for all other veterans, or is there a
different process? Because I'm hearing—for Persian Gulf vets, the
referral process, is it the same?

Dr. GARTHWAITE. It’s largely the same, although there are, I
think, a couple unique facets. Any veteran whose treating physi-
cian needs help has that capability of asking for help from a spe-
cialist or someone with more knowledge in a particular area. In ad-
dition, for Persian Gulf veterans, the second physical, or phase two
or the referral to the tertiary care facility, is a very comprehensive
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examination by a protocol. So that’s slightly different. We wouldn’t
necessarily have a protocol other than the medical protocol via the
training and certification of clinicians.

Then the third option, to go to a specialized center for Persian
Gulf, would only exist for certain other specialized centers that we
have, like a transplant center or an open heart surgery center or
a spinal cord injury center. So for specific other veterans who have
specific diseases, there could be a referral on to what we call a cen-
ter of excellence or a special center for that particular condition.

Mr. Towns. Could you explain to me what “priority care” means?

Dr. GARTHWAITE. I think, in terms of Persian Gulf veterans, that
we are mandated to take care of patients with service-connected
disabilities, and we have nonmandatory or discretionary care for
others who meet a means test. Persian Gulf veterans have a prior-
ity of care probably in between the two, in terms of a priority for
caring for those.

At the current time, we care for most of the discretionary pa-
tients. There are probably a few in what we used to call “Category
A” that we can’t see at every facility. But, by and large, the Persian
Gulf veterans we’re seeing in the highest range, just below service-
connected.

Mr. TowNSs. Mr. Chairman, I think that, in light of my concern
about coordination and making certain that everybody is doing
what they are supposed to do and when they are supposed to do
it, I think that at our next hearing we should ask DOD to come
in, because I see a lot of questions here that I would like to raise
with them.

I yield back.

Mr. SHAYS. I would just like to followup on the very kind of ques-
tion that was being asked in terms of, I'm trying to understand
who our universe is. I always thought the universe was 697,000
people. That’s the number of people who went to the Persian Gulf;
am I correct?

Dr. GARTHWAITE. That’s my knowledge.

Mr. SHAYS. Of that number, how many are still actively in the
service?

Dr. MURPHY. About one-third are still on active duty, and about
two-thirds are now eligible for VA.

Mr. SHAYS. It’s the “about” that concerns me. Do we know?

Dr. MURPHY. It’s a number that changes on a daily basis as peo-
ple get discharged.

Mr. SHAYS. Fair enough. Fair enough.

Dr. MURPHY. But, yes, we do have a specific number that we can
provide you.

Mr. TowNs. Mr. Chairman, does that include the reserves, too,
that number, the one-third?

Mr. SHAYS. Yes, that’s a good question.

Dr. MUrpPHY. The reserves would not be considered active duty
at this point, so they would be included in the two-thirds, as would
the National Guard members who were deployed to the Gulf.

Mr. TowNS. I'm having some trouble with the numbers, though.
It would be one-third that would still be on active duty. What num-
ber would probably be in the reserves or National Guard?

Mr. SHAYS. Of the two-thirds.
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Mr. Towns. Of the two-thirds.

Mr. SHAYS. Yes.

Dr. MuUrPHY. I don’t know the numbers broken down by people
who are in that category. About 17 percent of the individuals who
went to the Gulf were on reserve or National Guard duty and acti-
vated at that point. My understanding is that most of those indi-
viduals would be in the two-thirds that are VA-eligible and no
longer eligible for active duty at this point.

There are a small number of individuals who would be consid-
ered active National Guard members and who might still be eligi-
ble, under certain circumstances, for DOD care. But my belief is
that most of the reserve and National Guard members, that 17 per-
cent, are now veterans and VA-eligible.

Mr. SHAYS. If you can think the way I think for a second, you
will know why I find this kind of astounding, in one way. First off,
do you have a list of every individual who has been discharged who
fought in the Gulf war?

Dr. MURPHY. We have a list of every individual who served in the
Persian Gulf.

Mr. SHAYS. You have a list of 697,000 names?

Dr. MURPHY. We do.

Mr. SHAYS. OK.

Dr. MURPHY. We have it on a roster in a computerized data base.

Mr. SHAYS. So, when someone comes in, you can compare them
to that data? You would have that in your computer?

Dr. MuRPHY. Yes. And, in fact, we update that list on a frequent
basis, because the period of the Persian Gulf war was not closed
after Desert Storm, and people would still be considered Persian
Gulf veterans who served in the Gulf theater of operations even
after the hostilities ended. So now we have almost a million indi-
viduals who would be included on a larger roster.

Mr. SHAYS. Well, you're giving an answer that I'm happy to
know. You have a list of everyone who served. You also should
have a list of everyone who was discharged. OK. And you do not
have the ability, though, to break down whether they were in the
reserves or National Guard.

Dr. MUrPHY. Yes, we do.

Mr. SHAYS. OK. I'm looking at your Persian Gulf Veterans Co-
ordinating Board fact sheet, and it says, “Persian Gulf Registry.”
Help me out here.

“The clinical data base also provides a mechanism to catalog
prominent symptoms, report exposures and diagnoses.” Then it
says, “The more than 54,000 Persian Gulf veterans who have taken
advantage of the physical examination program become part of a
larger Persian Gulf Registry which includes over 180,000 Gulf vet-
erans who have used a variety of other VA health services, have
an approved benefits claim, or whose survivor receives benefits.”

Now, you started to explain it, and let me put it in my words to
see if I understand it. You're telling me that, if I subtract 54,000
from 180,000, those are individuals who have come, who have cho-
sen not to become voluntarily part of the registry of 54,000.

Dr. MuUrPHY. It’s actually a little bit more complex than that.
There is some overlap. We’ve done more than 57,000 Persian Gulf
Registry examinations to date. About 155,000 individuals, unique



173

veterans, have come to get outpatient care in VA Medical Centers
and facilities around the country, and about 14,000 have been ad-
mitted to VA Medical Centers for inpatient hospitalization.

There is some overlap between the outpatient visits and the reg-
istry, so that’s where you’re getting confused.

Mr. SHAYS. When they come in, and they are not part of the
54,000, do you ask for all the information and ask if they would
be willing to have a physical and do all the things that would put
them in that list? Why wouldn’t your list be over 100,000?

Dr. MURPHY. The registry health examination program is a spe-
cialized examination done according to protocol. We encourage all
of the Persian Gulf veterans to come in and get that examination,
whether they are sick or not.

Mr. SHAYS. So I make an assumption that all of them were in-
vited and all of them refused, if they weren’t part of the 54,000.
That’s the assumption I make.

Dr. MURPHY. Yes.

Mr. SHAYS. Is that a correct assumption?

Dr. MURrPHY. In some cases, I think that’s probably not true.
There may have been veterans who, you know, were missed. But
I don’t think they are a large percentage. Certainly, when a vet-
eran comes in to a VA Medical Center, we have, in policy, the Med-
ical Administration Service is to make them aware of the registry
examination, and we certainly have done an outreach to veterans
of the Persian Gulf to encourage them to come in for registry ex-
aminations.

So I would say the majority, the vast majority of those individ-
uals have chosen not to participate.

Mr. SHAYS. Let me just end with asking you about this docu-
ment, the “Physicians Program Guide, Persian Gulf Spouses and
C}ﬁilqdren Program.” Is that a book by you all? Whose document is
this?

Dr. MURPHY. It was produced by our office.

Mr. SHAYS. OK. Table 11 is the distribution of cancer by site
among 52,216 veterans on the Persian Gulf Registry. It’s just sad
that it can’t be larger than 52,000, but, at any rate, that’s the num-
ber. Is the VA collecting data on the incidence of cancer among Per-
sian Gulf veterans?

Dr. MurpHY. That information is collected in several different
ways. The table that you’re referring to is the total number of can-
cer diagnoses in people who participated in the registry health ex-
amination program. If you look further back in that document, we
also have produced a look at hospital admissions from our inpa-
tient treatment file. And we can determine how many inpatients
were Persian Gulf veterans and may have received a cancer diag-
nosis.

Mr. SHAYS. Where would I see that chart? What chart is that?

Dr. MATHER. Table 17.

Mr. SHAYS. Table 17. So, in other words, the Table 11 is just the
52,000. And it gives percentages. Table 17? I must be on the wrong
table. Page 177

Dr. MURPHY. In other words, there were 15,486.

Mr. SHAYS. I want to know what you're looking at.

Dr. MURPHY. Table 17.
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Mr. SHAYS. OK.

Dr. MurprHY. OK. There were 15,486 Persian Gulf veterans who
had inpatient admissions at VA Medical Centers around the Na-
tion, and 4.9 percent received a diagnosis of some kind of a neo-
plastic disease or a cancer diagnosis. Of those, 2.1 percent had ma-
lignant cancers.

Mr. SHAYS. Of the 4.9, 2.1 percent.

Dr. MATHER. This is all the Persian Gulf veterans who were ad-
mitted to VA hospitals.

Mr. SHAYS. Is this your list of 180,000?

Dr. MURPHY. They are part of that list.

Dr. MATHER. This is the 15,486 who were actually admitted to
VA hospitals, who were Persian Gulf veterans.

Mr. SHAYS. I don’t mean to be facetious, but is it conceivable that
you have veterans who have cancer, who are not part of Table 11,
who were Persian Gulf veterans?

Dr. GARTHWAITE. If they were treated outside the VA.

Mr. SHAYS. Then why is this table helpful? I mean, if you have
cancer, you've got cancer. I'm trying to understand why I should be
impressed with this voluntary effort. I mean, if a veteran decides
not to become part of this registry, but he has cancer.

Dr. GARTHWAITE. I think this table is important because it basi-
cally says, in 30,000-plus veterans, 15,000 who were deployed to
the Gulf and 15,000 who were of the same era, and presumably
have a variety of other characteristics of age, sex, and so forth.

Mr. SHAYS. You're talking about Table 17?

Dr. GARTHWAITE. Yes. Then you could see whether or not—you
have an opportunity to see whether or not certain illnesses occur
in a greater frequency in those who were deployed versus those
who were not deployed.

Mr. SHAYS. And the answer is yes? And the answer is no?

Dr. MATHER. Yes, for some diseases; no, for others.

Dr. GARTHWAITE. Right. And these are serious enough to get you
in the hospital, so it selects, from both populations, a special group.

Mr. SHAYS. OK. But that’s not really the question I asked. We're
not going to, obviously, nail this down today. There were 697,000
who went to the Persian Gulf. There are only 54,000 or so who are
on your registry, and they are the ones who voluntarily decided to
be part of your registry. And the question I asked is, are there Gulf
war veterans who are not part of the registry, of the 54,000, who
have cancer? And the answer is yes.

Dr. GARTHWAITE. Likely, yes.

Dr. MATHER. Most likely, yes.

Mr. SHAYS. At least, what, 15,0007

Dr. MURPHY. That data is not tracked.

Dr. GARTHWAITE. You can only make a guess. If the percentage
in those who don’t use the VA for care were similar to the percent-
age who might use the VA for care, you could extrapolate some of
the data. I think that really points to the issue of why we believe
that a prospective study, where we randomly select individuals and
then aggressively survey their health status, is really the answer
to the question you're asking.

Mr. SHAYS. Right. And what is the status of that?
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Dr. GERRITY. Mr. Chairman, there are several attempts at this.
Right now, there is the development of the mechanism to establish
a cancer surveillance registry, first in the State of Massachusetts
where there is a cancer registry within the State. This will go fur-
ther in establishing linkages to cancer registries that are available
in adjacent States in the New England area. So, as an initial at-
tempt at addressing this question, we are moving forward and
making those data base linkages.

Dr. MURPHY. Maybe I can answer the question that you asked,
which was, where are we with the national Persian Gulf survey?
The survey was begun with the first mailing of the questionnaire.

Mr. SHAYS. To how many people?

Dr. MurPHY. 15,000 Persian Gulf veterans selected as a rep-
resentative sample, with oversampling of women and minorities.

Mr. SHAYS. At random.

Dr. MurpPHY. Yes. And 15,000 Gulf era veterans, people who
served in the military but did not get deployed to the theater of op-
erations. We've sent out the first two mailings of the questionnaire;
a third mailing will go out next month. And we expect to follow
that with a sample of 1,000 Persian Gulf veterans and their fami-
lies and 1,000 Gulf era veterans, and invite them in for physical
examinations to determine their health status.

Mr. SHAYS. That would seem very logical we should do that, Doc-
tor. I had a distorted view of what the Persian Gulf Registry was.
For me, it's almost meaningless, whatever the statistics are, be-
cause it’s only those who voluntarily came forward. And you're tell-
ing me that, if they went in and decided that they didn’t want to
go under the protocol of the registry, if they have cancer, they don’t
show up here.

I understand why some veterans are telling me that you're keep-
ing two books, you know, one set is here and there’s another set
that nobody knows, they feel. I mean, but that’s the feeling, and
I understand why, because they say, “Well, I'm not part of this reg-
istry. I have cancer, and I don’t show up.”

So, Doctor, I would love to have a private conversation with you
later. I just need to sort out some things, and we will have that
conversation.

Dr. GARTHWAITE. Any time. .

Mr. SHAYS. The last thing I want to do is give any impression
that you are less interested. I would say you are more interested
’trhan we are to nail this down. But maybe not as much as Mr.

'owns.

Mr. Towns. Thank you. I appreciate that.

Mr. SHAYS. I know that you all want to deal with this. I am left
with a feeling that, in some ways, though, there’s the challenge
that the VA has and the Department of Defense has. And the vet-
erans are talking to one group, and then they are talking to an-
other group. They talk to their private physician and get one story;
they talk to someone from the VA. They hear that some people get
sent to the centers and some people don’t, and why.

They hear that there’s one set of numbers that say, you know,
of the people in the registry—and then I'm beginning to say, “Well,
so what. What does it really mean? It’s voluntary.” I'm hearing
that people are coming into your hospitals who are not willing to
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go under the protocol. So, you know, it just raises a lot of questions
that we need to sort out.

Is there anything that you want to ask or say?

Mr. Towns. No. I would just like to thank the witnesses for the
testimony, Mr. Chairman. Also, as indicated, I look forward to talk-
ing to DOD, because I really feel that the coordination here is very,
very important, with HHS and, of course, the VA, and also DOD,
because I think there’s more that could be done. And I think, with
that kind of coordination, if we really stress it, I think that we can
learn a lot, too, at the same time.

I think it's a great opportunity for us to get some information,
retrieve it, and to be able to use it to better life for all. I think we
should make certain that we avail ourselves of that opportunity.

Mr. SHAYS. Thank you.

If you had the names of 697,000 soldiers, why don’t you have
their units? I just don’t understand that.

Dr. MURPHY. We do have their units.

Dr. GARTHWAITE. We just got it, though.

Mr. SHAYS. You just got it.

Dr. MURPHY. We just got it.

Mr. SHAYS. Five years later. When did you get this list of
697,000?

Dr. MURrPHY. In 1992.

Mr. SHAYS. So you got it in 1992, and it didn’t give you the units
that they served in. Doesn’t that seem kind of crazy to you that you
wouldn’t have gotten it? And why you wouldn’t have demanded it?

Doctor, one of you might answer.

Dr. GARTHWAITE. My sense is, when you're dealing with numbers
that large—the focus going into the Persian Gulf was the war, the
concern about biological hazards and other things. So, prospec-
tively, things were not done.

Mr. SHAYS. That'’s a good try, but, you know, we’re paying checks
to people who served. We had to verify that they served, and I can’t
imagine that we don’t know who’s in and who’s out. And I can’t
imagine why that wouldn’t just be given to the VA.

Dr. GARTHWAITE. In terms of troop location and actual exposure,
that would be helpful.

Mr. SHAYS. I'm just talking units.

Dr. GARTHWAITE. Branch of service.

Dr. MATHER. Well, we have branch of service.

Mr. TownNs. That would be DOD, though; right?

Mr. SHAYS. I know DOD has it, but once they have it, they
should share it.

Dr. MURPHY. Actually, there’s another level of complexity, be-
cause, in fact, people’s unit designation may not always give you
good information about what unit they served with in the Gulf, be-
cause people were detailed to work with other units. So it becomes
a very complex issue.

Mr. SHAYS. I realize that, but if you can at least know where the
units are. I mean, I understand you’ve got locations. And I'm not
going to beat this to the end, but it’s just, to me, crazy.

Any comments you all want to say? Doctor.

Dr. GARTHWAITE. I think we’re all learning from this. As I say,
I think we went into this to fight a war and to win a war, and no
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one anticipated the health issues and implications of being there,
and no one anticipated what veterans would experience. It’s our
pledge to continue to try to learn, and we welcome the opportunity
to rﬁeet with you at any time and discuss anything further, as you
neea.

Mr. SHAYS. Thank you. Believe it or not, we are a friendly com-
mittee. If there are resources that you need, we will fight to get
those resources. But I have learned that the bureaucracy in Wash-
ington is extraordinary. You didn’t create it, and we all have to
deal with it. I don’t blame you or anyone else, Republican or Demo-
crat. This is a gigantic government, and everybody wants to protect
information they have.

I wouldn’t be surprised if I found out from some of my friends
overseeing the National Security Committee that they would say
they just don’t want you to have information, because they don’t
want you to know who served in what. But it’s not a good answer,
if that’s the answer.

So I thank you all. We will go to our next panel. Thank you.
Thank you very much.

Our second and last panel is Dr. Clauw, Georgetown University;
Dr. Penny Pierce, University of Michigan; and Dr. Howard
Urnovitz, who is a research microbiologist. This is our last panel,
and we would ask all three to stand, and we will swear you in.

[Witnesses sworn.]

Mr. SHAYS. We will go in the order I called you, actually. We will
start with Dr. Clauw, and then we will go with Dr. Pierce, and
th(eln we will end with you, Dr. Urnovitz. We will do it in that
order.

STATEMENT OF DANIEL J. CLAUW, ASSISTANT PROFESSOR OF
MEDICINE, GEORGETOWN UNIVERSITY; PENNY F. PIERCE,
ASSISTANT PROFESSOR, SCHOOL OF NURSING, UNIVERSITY
OF MICHIGAN; AND HOWARD B. URNOVITZ, RESEARCH
MICROBIOLOGIST

Dr. CLAuw. Thank you.

My name is Daniel Clauw. I am an assistant professor of medi-
cine and rheumatology at Georgetown University Medical Center in
Washington, DC. T have been involved in a number of areas of re-
search related to illnesses associated with deployment to the Per-
sian Gulf. I have just been awarded a large U.S. Army grant to
study these illnesses, and am also the principal investigator of an
NIH grant related to a syndrome termed “fibromyalgia.”

In addition to performing research on fibromyalgia, I have treat-
ed more than 1,000 individuals with this or related disorders. I
would like to briefly summarize the reasons for my opinion that
many Gulf war veterans developed fibromyalgia and related condi-
tions as a result of their military service, and suggest some steps
which could be taken to improve the care of these individuals.

Fibromyalgia is a disorder defined by the presence of diffuse
musculoskeletal pain and by the finding of widespread tenderness
on physical examination. In addition to diffuse pain, individuals
with fibromyalgia typically also suffer a number of other symp-
toms, including fatigue, weakness, and memory problems. These
other symptoms are outlined in the figure on the following page.



_ough fibromyalgia is the most common rheuma%a\,Te
.«aividuals below the age of 60, affecting at least 2 percent of the-
population, I suspect that many of you have not even heard of this
disorder. Yet I am certain that all of you know individuals who suf-
fer from this condition, although many of these persons have not
yet been appropriately diagnosed or treated.

There are several reasons for this general lack of recognition of
fibromyalgia in the medical community, and I will explain some of
these since these are germane to the problems that the Gulf war
veterans have been enduring. One of the reasons for the incomplete
recognition of fibromyalgia is that this symptom complex is given
many different names and many different attributions.

For example, if one looks at a large group of individuals with
fibromyalgia, you will find that most of these individuals will also
meet criteria for one or more of another group of illnesses, includ-
ing chronic fatigue syndrome, multiple chemical sensitivity, and
somatoform disorders.

The overlap between these systemic disorders is represented in
the figure below, as is a depiction of the fact that most individuals
with unexplained illnesses associated with deployment to the Per-
sian Gulf will meet criteria for one or more of these diagnoses.

Thus, it appears that there is a group of closely related systemic
conditions, such as fibromyalgia and chronic fatigue syndrome, as
well as a group of closely related organ-specific conditions, such as
migraine headaches and irritable bowel syndrome, that form one
large spectrum of illness with common demographics, inciting fac-
tors, and treatment.

It is important to recognize that these illnesses individually or
collectively occur with a very high frequency in the general popu-
lation. The systemic illnesses noted in the second figure occur col-
lectively in approximately 4 percent of the U.S. population, where-
as the aggregate incidence of the organ-related illnesses in the first
figure is much higher, affecting well over half the population.

Another significant problem with the recognition and acceptance
of fibromyalgia and related conditions is that these illnesses, in
general, have become known as psychosomatic conditions. All of
these illnesses are either triggered by or exacerbated by a variety
of physical, immune, or emotional stressors, and there is likely a
common underlying cause or causes for this entire spectrum of ill-
ness. Unfortunately, the root causes for this spectrum of illness are
not presently known.

The link to emotional stress and the fact that, at present, we
have no blood test or other objective diagnostic test that can verify
the presence of these conditions has led some to contend that these
illnesses are “all in the head.” Well, in fact, the most recent re-
search into these conditions suggests that these illnesses really do
begin in the head, but that instead of these being psychiatric condi-
tions, these entities are characterized by dysfunction of various
components of the central nervous system.

Finally, the relationship between these disorders and psychiatric
conditions needs to be clarified. Many individuals with fibro-
myalgia and related conditions will have concurrent psychiatric di-
agnoses; however, in most cases, the psychiatric diagnosis is not
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the primary problem but, rather, occurs as a result of the physical
symptoms that the person experiences.

In clinical practice, telling an individual with this type of illness
that it is all in their head or that there is no “organic cause” for
their symptoms will always lead to frustration and a sense of aban-
donment by that individual. It is not difficult to see why many of
the veterans with these illnesses, as well as their families and ad-
vocates, have become so frustrated with this vicious cycle of no di-
agnosis, no effective treatment, and the psychiatric attribution of
their symptoms.

This may be of little consolation to the Gulf war veterans, but
millions of Americans are struggling with all these same issues on
a daily basis when they are seen with these same types of syn-
dromes in the private sector. Thus, we should be careful not to
place the blame regarding the inadequate treatment or diagnosis of
these individuals solely on the VA or military hospitals. This is a
much larger problem that involves our entire medical system.

Nearly all of the unexplained symptoms seen in the Gulf war vet-
erans are seen in fibromyalgia and related conditions, and my opin-
ion is that this is the illness that many of these individuals are ex-
periencing. The countless individuals who were previously healthy,
who returned from the war with severe symptoms, are compelling
evidence that these individuals developed these illnesses as a re-
sult of their military service.

Then why and how could this happen? There seem to be a vari-
ety of physical, immune, and emotional stressors that are capable
of triggering or exacerbating this entire spectrum of illness. Phys-
ical trauma such as motor vehicle accidents, immune stressors such
as infections, and emotional stressors of virtually any type are the
best described triggers of fibromyalgia and related illnesses. Indi-
viduals deployed to the Persian Gulf may have been exposed to any
or all of these types of biological stressors.

I am aware that there is an ongoing debate regarding the poten-
tial role of biologic or chemical weapons or toxins in the develop-
ment of these symptoms. I feel that these questions remain unan-
swered at present, so I will not offer opinions about whether these
types of environmental exposure may have played a role in causing
the symptoms in some of the veterans. However, from a biologic
standpoint, it is quite plausible that these illnesses could have been
triggered without any of these types of environmental stimuli.

Also, studies suggest that the risk of developing these symptoms
had little to do with where in the Persian Gulf an individual was
deployed. And this same set of symptoms has occurred after nearly
every conflict that the United States has been involved in, although
different names have been used to describe the symptom complex.
Thus, if specific environmental exposures are involved in the devel-
opment of these illnesses, they probably play a minor role.

Once an individual develops fibromyalgia or a related disorder,
it does not appear to matter what triggered this illness; the treat-
ment remains the same. In fact, this focus on causation is not only
unlikely to be of benefit, but it may actually be harmful.

It is clear that when a patient with this type of illness develops
a victim mentality and focuses on the fact that something or some-
one caused their illness, they rarely improve. Instead, it is more
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important that patients, health care providers, and policymakers
begin to focus on better understanding this entire spectrum of ill-
ness and to use our existing knowledge regarding these entities to
de\llelop multidisciplinary treatment programs for afflicted individ-
uals.

Numerous types of therapy have been demonstrated to be effec-
tive in treating these disorders. My personal experience is that, in
some cases, the VA Medical Centers are not well-versed in treating
this spectrum of illness, perhaps in part because these conditions
occur more frequently in females and so few women are seen with-
in the VA system, and perhaps because there has been, in the past,
a cultural bias within the VA system to too quickly refer these pa-
tients to psychiatrists.

I will end by giving a few discrete recommendations. I will be
more blunt than Mr. Garthwaite was able to be this morning and
say that much more funding is needed for research into this whole
spectrum of conditions. The problems regarding the diagnosis and
treatment of Persian Gulf veterans are a symptom of a much big-
ger problem that we have in this country.

Amazingly enough, despite the very high prevalence of these ill-
nesses in the population, the aggregate amount of yearly funding
for these conditions, through all of the institutes at the NIH, and
through other sources such as the DOD, may perhaps reach $20
million. This spectrum of illnesses cost the government alone bil-
lions of dollars in lost productivity disability and health care costs.
The costs to the private sector are much larger.

Second, most of the experts on these types of illnesses in this
country are not in the VA or military systems. An expert panel
could be formed to help address issues regarding treatment and re-
search into the pathogenesis of these conditions, which could pro-
vide recommendations, either to Congress to the VA.

Finally, and perhaps most importantly, continue to take these
veterans seriously. The physical and emotional toll of this type of
illness is great, and these individuals developed these problems
while serving our country. View with skepticism anyone who might
assert that because there are no abnormalities on these individuals’
blood tests, x-rays, or other diagnostic studies, that there is nothing
wrong or that these are psychiatric conditions. It is arrogant of us,
as scientists, to feel that because we cannot precisely define a prob-
lem that it does not exist.

Thank you.

[The prepared statement of Dr. Ciauw follows:]
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BACKGROUND. My name is Daniel Clauw. | am an Assistant Professor of
Medicine and Rheumatology at Georgetown University Medical Center in Washington,
D.C. 1have been involvec in a number of areas of research related to the ilinesses
associated with deployment to the Persian Gulf. | have just been awarded a large U.S.
Army grant to study these ilinesses, and am also the Principal investigator of an NIH
grant. | have studied a group of disorders called Environmentally Associated
Connective Tissue Diseases, where people become ill because of exposure to
something present in the environment, whether this is a drug, toxin, food, medical
device, etc. Because of this expertise, | serve as a consultant to the Food and Drug
Administration on these issues.

My other area of research is in the syndrome termed fibromyalgia, as well as in
other entities closely related to this condition. In addition to performing research on
this iliness, | have treated more than a thousand individuals with this or related
disorders. 1 would like to briefly summarize the reasons for my opinion that many Gulf
War veterans developed fibromyalgia and related conditions as a result of their military
service, and suggest some steps which could be taken to improve the care of these
individuals.

DEFINITION OF FIBROMYALGIA. Fibromyalgia is a disorder defined by the
presence of diffuse musculoskeletal pain, and by the finding of widespread tenderness
on physical examination. In addition to diffuse pain, individuals with fibromyalgia
typically also suffer a number of other symptoms including fatigue, weakness, and

memory problems; these are outlined in the figure on the foliowing page.
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N Cognitive difficulties
Tension/migraine headache

Ocular complaints

Atfective disorders (xerostomia. accommodation problems)

Temporomandibuiar Vestibular complaints

foint syndrome Multiple chemical sensitivity.

“allergic" symptoms

Constitutional X |
Weight fluctuations Esophageal dysmotility

Night sweats Neurally mediated hypotension.
Weakness

mitral valve prolapse
Sleep disturbances

Pulmonary symptoms

Irritable bowel

syndrome Interstitial cystis

female urethral syndrome.
vulvar vestibulitis.
vulvodynia

Nondermatomal
paresthesias

Although fibromyalgia is the most common rheumatic disease in individuals below the
age of 60, affecting at least 2% of the population, | suspect many of you have not even
heard of this disorder. Yet, | am certain that all of you know individuals who suffer from
this condition, aithough many of these persons have not yet been appropriately
diagnosed or treated. There are several reasons for this general lack of recognition of
fibromyaigia in the medical community, and | will explain some of these, since they are
germaine to the problems that ill Gulf War veterans have been enduring.

REASONS FOR A LACK OF RECOGNITION OF FIBROMYALGIA IN THE
MEDICAL COMMUNITY. One of the reasons for incomplete recognition of fibromyalgia
is that this symptom complex is given many different names, and many different
attributions. For example, if one looks at a large group of individuals with fibromyalgia,

you will find that most of these individuals will also meet criteria for one or more of
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another group of illnesses including chronic fatigue syndrome (CFS), multiple chemical
sensitivity, and somatoform disorders. The overlap between these systemic disorders
is represented in the figure below, as is a depiction of the fact that most individuals with
unexplained illnesses associated with deployment to the Persian Gulf also will meet

criteria for one or more of these diagnoses.

Overlap between fibromyalgia
and closely related disorders

CHRONIC FATIGUE
SYNDROME atfects less than

FIBROMYALGIA 1% of population, deﬁned by the
presence of severe fatigue, and
affects 1 - 2% of 4/8 of the following: myaigia,
{’::;::?;’;;g:“"‘d by arthralgia, headache,
w post-exertional malaise, tender
widespraad pain, and g, \ nodes, sore throat, unrefreshing

11/18 "tender points"

sleep, impaired concentration
on physical exam eep. Imp:

PERSIAN GULF
SYNDROME defined SOMATOFORM
by the presence of DISORDERS affects

unexplained symptoms about 4% of the population,
associated with return characterized by the

from deployment in the presence of muitiple

Guif War unexplained physical
symptoms

Thus, it appears that there is a group of closely related systemic conditions, such as
fibromyalgia and chronic fatigue syndrome, and a group of closely related organ-
specific conditions, such as migraine headaches and irritable bowel syndrome, that
form one large spectrum of iliness, with common demographics, inciting factors, and
treatment. It is important to recognize that these ilinesses individually or collectively

occur with a high frequency in the general population. The systemic ilinesses noted in
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the second figure occur collectively in approximately 4% of the U.S. population,
whereas the aggregate incidence of the “organ-related” illnesses in the first figure is
much higher, affecting well over half of the population.

Another significant problem with the recognition and acceptance of fibromyailgia
and reiated conditions is that these ilinesses in general have become known as
“psychosomatic” conditions. All of these conditions are either triggered or exacerbated
by a variety of physical, immune, or emotional stressors, and there is likely a common
underlying cause or causes for this entire spectrum of illness. Unfortunately, the root
causes for this spectrum of iliness are not presently known.

The link to emotional stress, and the fact that at present we have no blood test
or other objective diagnostic tests that can verify the presence of these conditions, has
led some to contend that these illnesses “are all in the head.” Well, in fact, the most
recent research into these conditions suggests that these ilinesses really do begin in
the head, but that instead of these being primary psychictric conditions, these entities
are characterized by dysfunction of various components of the central nervous system.

Although our incomplete understanding of the precise mechanisms which lead to
symptoms in these disorders should not lead to treating this group of patients differently
than those with ilinesses we understand better, this is commonly done. Furthermore,
the fact that these conditions can be either initiated or exacerbated by stress should not
be viewed by either patients or physicians as a negative factor, since we now know that
nearly all ilinesses, including cancer and coronary artery disease, can likewise be

profoundly affected by stress.
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Finally, the relationship between these disorders, and psychiatric conditions,
needs to be clarified. Many individuals with fibromyalgia and related conditions will
have also have concurrent psychiatric diagnoses. However, in most cases, the
psychiatric diagnosis is not the primary problem. |n most cases, the individual has
developed a mood disorder such as depression or anxiety disorders as a result of the
physical symptoms.

THE PROBLEM WITH CONSIDERING THESES ILLNESSES AS PSYCHIATRIC
CONDITIONS. In clinical practice, telling an individual with this type of illness that it is
“all in their head,” or that there is no “organic” basis for their symptoms, will always lead
to frustration and a sense of abandonment by that individual. it is not difficult to see
why many of the veterans with these ilinesses, as well as their families and advocates,
have become so frustrated with this vicious cycle of no diagnoses, no effective
treatment, and psychiatric attribution of symptoms.

This may be of little consolation to the Gulf War veterans, but millions of
Americans are struggling with all of these same issues on a daily basis when they are
seen with these same syndromes in the private sector. Thus, we should be careful not
to place the blame regarding the inadequate treatment of these individuals solely on
the VA or military hospitals. It is actually a much larger problem with our entire medical
system.

ARE THE UNEXPLAINED ILLNESSES SEEN IN THE GULF WAR VETERANS
EXPLAINED BY FI3BROMYALGIA AND RELATED CONDITIONS? Nearly all of the

unexplained symptoms seen in the Guif War veterans are seen in fibromyalgia and
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related conditions, and my opinion is this is the iliness most of these individuals are
experiencing. Since these illnesses occur at such a high frequency in the general
population, some have argued that the symptoms in Gulf War veterans merely
represent the high background rate of these conditions in the general population. | do
not agree. The countless individuals who were previously healthy who returned from
the war with severe symptoms are compelling evidence that these individuals
developed these ilinesses because of their military service.

WHY WOULD GULF WAR VETERANS DEVELOP FIBROMYAILGIA AND
RELATED CONDITIONS? Why and how could this happen? There seem to be a
variety of physical, immune, and emotional stressors that are capabie of triggering or
exacerbating this entire spectrum of illness. Physicai trauma such as motor vehicle
accidents, immune stressors such as infections, and emotional stressors of virtually any
type are the best described triggers of this fiboromyalgia and related illnesses.
Individuals deployed to the Persian Gulf may have been exposed to any or all of these
types of stressors. | am aware that there is an ongoing debate regarding the potential
role of biological, chemical, or toxins in the development of these symptoms. | feel that
these questions remain unanswered at present, so | will not offer opinions about
whether these types of environmental exposure may have played a role in causing
symptoms in some of the veterans. However, from a biological standpoint it is quite

plausible that these illnesses could have been triggered without any of these types of

environmental exposures. Also, studies suggest that the risk of developing these

symptoms had little to do with where in the Persian Gulf an individual was deployed.
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And this same set of symptoms has occurred after nearly every conflict that the U.S.
has been involved in, although different names have been used to describe the
symptoms. Thus, if specific environmental exposures are involved in the development
of these ilinesses, they probably play a minor role.

IF THESE INDIVIDUALS SUFFER FROM FIBROMYALGIA, WHAT SHOULD
WE DO NOW? Once an individual develops fibromyalgia or a related disorder, it does
not appear to matter what triggered the iliness; the treatment remains the same. In
fact, this focus on causation is not only unlikely to be of benefit, but may actuaily be
harmful. It is clear that when a patient with this type of iliness develops a “victim”
mentality, and focuses on the fact that someone or something caused their iliness, they
rarely improve. Instead, it is more important that patients, health care providers, and
policy makers begin to focus on better understanding this entire spectrum of ilinesses,
and to use our existing knowledge regarding these entities to develop multidisciplinary
treatment programs for afflicted persons.

Types of therapy which have been demonstrated to be effective include low
doses of tricyclic drugs, graduated low-impact aerobic exercise programs, and
cognitive-behavioral therapy. Other types of drugs may be effective but have yet to be
proven so in double-blind, placebo-controlled trials. My personal experience is that in
some cases the VA Medical Centers are not well-versed in the treatment of these
conditions, perhaps in part because these illnesses occur more frequently in females
(and so few women are seen within the VA system), and perhaps because there is a

culturai bias within the VA system to quickly refer these patients to psychiatrists. ifa
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physician or other health care provider does not believe that these individuals are
suffering from a real disease, they will likely be ineffective in treating this group of
patients.

| will end by giving a few discrete recommendations:

® Much more funding is needed for research into these conditions. The
problems regarding the diagnosis and treatment of Persian Gulf veterans are a
symptom of a much larger problem in this country. Amazingly enough, despite the very
high prevalence of these illnesses in the population, the aggregate amount of yearly
funding for these conditions through all institutes at the NiH, and through other sources
such as DOD, may perhaps reach 20 million dollars. This spectrum of iliness costs the
government alone billions of dollars in lost productivity, disability, and heaith care
costs. The costs to the private sector are much larger.

® Most of the experts on these types of ilinesses in this country are not in the
VA or military systems. An expert panel could be formed to heip address issues
regarding treatment and research into the pathogenesis of these conditions, which
could provide recommendations either to Congress or to the VA.

® Continue to take these veterans seriously. The physical and emotional toll of
this type of iliness is great, and these individuals developed these problems while
serving our country. View with skepticism anyone who might assert that because there
are no abnormalities on these individuals’ blood tests, x-rays, or other diagnostic
studies, that there is nothing wrong, or that the individual is suffering from a psychiatric
condition. [t is arrogant of us as scientists to feel that because we cannot precisely

define a problem, it doesn't exist.
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Mr. SHAYS. Thank you.

I guess, Dr. Pierce, you are next.

Ms. Pierce. Thank you.

I welcome the opportunity to speak before you this morning. I am
an assistant professor at the University of Michigan School of
Nursing and a faculty associate at the Institute for Social Re-
search. My work is focused specifically on women who served in
Desert Storm.

As we all know, the Gulf war imposed very unique threats and
stressors on our military forces, as the prolonged buildup led to a
very short, decisive victory. However, many troops spent months in
the desert under constant stress and uncertainty about the events
to follow, and they lived under very harsh, unsanitary, and de-
manding conditions.

Mobilization for the war included an unprecedented number of
women from the active forces as well as the Reserves and National
Guard. Over 33,000 United States military women served in key
combat support positions throughout the Persian Gulf region. Yet
there is a very acute lack of attention to assessing if there are long-
term outcomes of toxic exposure common to the combat scenario
that may pose particular and specific threats to women'’s health.

Little is known about the general health effects of combat expo-
sure on women’s health, despite their service alongside their male
counterparts. Since the end of the war, there has been increasing
concern about the possible health effects for both men and women,
and yet there has been little systematic research devoted particu-
Larly to women who were deployed in these unprecedented num-

ers.

To my knowledge, the two studies I have conducted to date with
my collaborator, Dr. Amiram Vinokur, are the only randomized
studies focusing solely on the health effects of service in the theater
of the war on women’s health. These studies were conducted with
the support of the Tri-Service Nursing Research Program, and we
are extremely grateful to them for the resources to conduct these
projects.

In the first study, that was conducted 2 years after the war, we
selected a randomized sample of 525 Air Force women from the ac-
tive, Reserves, and Guard who were deployed to the Gulf, with a
comparison group of women deployed elsewhere during the same
time period.

In a followup study conducted 2 years after that, we again meas-
ured the health status of the same sample of women. In this follow-
up study, we were interested to see if the physical health effects
reported in the first year were limited to the initial year of read-
justment or if they continued for an additional period of time.

In the first survey, we asked respondents to report any of the
conditions or symptoms for which they had sought medical services
from beginning service in the armed forces. The results comparing
the ratings of both general as well as gender-specific health prob-
lems indicated there were no differences in the baseline. That's an
average of about 10 years of military service prior to the war.

But there was no difference between those deployed in the Gulf
and those deployed elsewhere on any of the baseline symptoms.
Therefore, women deployed to the theater and those deployed else-
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where were equivalent in terms of their prior health status. When
we analyzed health problems based on the length of time in the
theater, however, we found very significant findings.

Among the general health problems, there were significant dif-
ferences between the two groups in reports of skin rashes, and dif-
ferences in depression between the two groups, unintentional
weight loss, insomnia, and headaches. Health problems are higher,
in general, for those serving in the Persian Gulf region, and ratings
are highest among those no longer in the military. Presumably,
some have left due to health reasons.

When we conducted our followup survey 2 years after the first
one, which was about 4 years after the war, we found a very dif-
ferent display of symptoms, with the exception of the skin rashes,
which continue to persist among those that had served in the thea-
ter.

The symptoms reported in the first survey included depression,
unintentional weight loss, and insomnia, but they were no longer
statistically significant. However, the problems of cough and res-
piratory problems, irritability, joint and muscle pain were reported.
Also, memory problems were very significantly different between
those deployed to the Gulf and those deployed elsewhere.

The same was true in gender-specific health problems, and this
is where I would like to draw your attention today. When we
looked at the prior gynecologic and reproductive health of the
women, there had been no differences between the two groups that
either were deployed to the Gulf or deployed elsewhere.

However, when we measured this group after the war, we found
that there were striking differences between those deployed in the
theater and those depioyed elsewhere. We found significant dif-
ferences, for example, in the reporting of lumps or cysts in the
breast, and findings of abnormal PAP results. Both were clinically
and statistically significant and require much further investigation.

In summary, we believe that there is sufficient evidence to war-
rant further study of the group of health problems, including rash-
es, depression, cough, unintentional weight loss, insomnia, joint
pain, and memory problems. We need to look closely for other ex-
planations for the vague configuration of symptoms, despite the
fact that they do not fit into existing diagnostic categories.

Vigilant followup and care of those no longer in the military is
warranted, since it appears that poor health following the Gulf war
may have been a contributing factor to their leaving the military.
The incidence of gender-specific health problems, in particular,
warrants further attention and points directly to the unique health
care needs of military women.

Specifically, there is a need for rigorous followup on the signifi-
cant findings concerning changes in breast lumps and cervical al-
terations that have been reflected in our finding of a twofold in-
crease among women serving in the Persian Gulf. We need to know
now if there are gynecologic or reproductive problems that may
pose a risk to future generations that are the beneficiaries of
health care.

The opportunity to study the health consequences of Persian Gulf
veteran women in a timely fashion meets a critical and longstand-
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ing need. The priorities for a national agenda of military women’s
health research should, in my opinion, include the following:

First, we should commit the needed resources to establish the
prevalence of health problems of Gulf war veteran women in well-
designed epidemiologic studies.

Second, we need to document and monitor the health effects of
occupational and environmental stressors found in combat to better
understand the effects of gender, menstrual cycle, reproductive ca-
pability, and the interaction of these factors on the health and well-
being of American women who serve their country in uniform.

In this regard, we must all recognize that environmental and oc-
cupational exposures may affect women differently than men, and
we need to have scientific information upon which we can reliably
determine if there are preventable risks that are associated with
specific military duties, certain deployment locations, or a combina-
tion of factors.

The third priority acknowledges that women play a key role in
the military readiness of this country, and keeping them healthy
}s as vital to our Nation’s defense as other members of the armed
orces.

It is time that attention is given to better predeployment health
screening of women, improved gender-specific health care for
women in deployed locations, and better surveillance and treat-
ment of health problems in the postdeployment period.

Ultimately, we hope that future research will help us determine
if there are preventable risks to women that are associated with
military duties, so that they can be modified to protect the health
and reproductive capability of service women during times of peace
as well as war.

Thank you very much.

[The prepared statement of Ms. Pierce follows:]

PREPARED STATEMENT OF PENNY F. PIERCE, R.N., ASSISTANT PROFESSOR, SCHOOL OF
NURSING, UNIVERSITY OF MICHIGAN

The Gulf War imposed unique threats and stressors on our military forces as a
prolonged buildup led to a short and decisive victory. However, many troops spent
months in the desert under constant stress and uncertainty about the events to fol-
low living under harsh, unsanitary and demanding conditions. Mobilization for the
Gulf War included an unprecedented proportion of women from the active forces
(7%) as well as the Reserve and National Guard (17%). Over 33,000 U.S. military
women served in key combat-support positions throughout the Persian Gulf region
(U.S. Dept of Defense, 1992). Yet, there has been a %ack of attention to assessing
if there are long-term outcomes of toxic exposure common to the combat scenario
that may pose particular and specific threats to women'’s health.

Little is known about the general health effects of combat exposure on women’s
health despite their service alongside their male counterparts. Since the end of the
war there have been increasing concerns about the possible health effects for both
men and women yet there has been little systematic research devoted particularly
to women who were deployed in unprecedented numbers. To my knowledge, the two
studies I have conducted to date, with my collaborator, Dr. Amiram Vinokur, are
the only randomized studies focusing solely on the health effects of service in the
theater of the war on women’s health. These studies were conducted with support
of the Tri-Service Nursing Research Program and we are grateful to them for the
resources to conduct this project in the first study, we selected a randomized sample
of 525 Air Force women from the active, reserve, and guard who were deployed to
the Gulf with a comparison group of women deployed elsewhere during the same
time period (Sept. 1991-Aug. 1993). In a follow-up study, conducted from September
1994 to August, 1995, we again measured the health status of the same sample of
women. In this follow-up study we were interested to see if the physical health find-
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ings reported in the first year were limited to the initial year of readjustment or
if they continued for an adgitional period of time.

In the first survey we asked the respondent to report any of the conditions or
symptoms for which they sought medical services since beginning service in the
armed forces. Results comparing the ratings of both general as well as gender-spe-
cific health problems indicated that there were no differences between those de-

loyed to the Gulf and those deployed elsewhere on any of the baseline symptoms.

herefore, the women deployed to the theater and those deployed elsewhere were
equivalent in terms of their prior health status. When we analyzed health problems
based on the length of time! in the theater, we found several significant findings.

Among the general health problems, there were significant differences in the first
survey in reports of skin rashes between women who did not deploy to the theater
and women who were in the theater over 120 days (1.172 vs. 1.50, p=.008), signifi-
cant differences in depression between those deployed elsewhere and those in the
theater less than 120 days (1.84 vs. 2.22‘;(?:.03), unintentional weight loss was sig-
nificantly different between those deployed elsewhere and those in the theater (1.07
vs. 1.27, p=.006) as well as a significant difference between those in the theater less
than 120 days and those in theater more than 120 days (1.03 vs. 1.27, p=.006), and
reported frequency of insomnia was significantly different between those deployed
in the theater less 120 days and those deployed elsewhere (2.34 vs. 1.90, p=.04).
Health problems are higher in general for those serving in the Persian Gulf region
and ratings are highest among those no longer in the military, presumable some left
due to health reasons.

When we conducted a follow-up survey 2 years after the first and 4 years after
the war, we found a different display of symptoms with the exception of skin rashes
which continues to persist among those who served in the theater. The symptoms
reported in the first survey including depression, unintentional weight loss, and in-
somnia are no longer statistically significant. However, reports of cough emerges as
a significant findings between tgose deployed elsewhere and those deployed to the
theater less than 120 days (1.49 vs. 1.91, p=.004) as well as those remaining in the
theater over 120 days (1.49 vs. 1.85, p=.004). Also, reports of memory problems are
significantly different between those deployed elsewhere and those in theater less
than 190 days (1.60 vs. 2.13. p=.008).

Based on the findings of our first survey there were no differences in reported
gender specific health problems between women who deployed to the theater and
those deployed elsewhere on the basis of their prior gynecologic and reproductive
health (during the entire length of their military career). However, when the same
group was measured again two years later, there are striking differences between
those deployed to the theater and those deployed elsewhere. We found significant
differences in reports of lumps or cysts in the breasts (p=.001), and headaches
(p=.001). Findings of abnormal Pap results (4.9 vs. 10.4) is both clinically and statis-
tically significant (p=.03) and requires further investigation.

In summary, we believe there is sufficient evidence to warrant further study of
the group of general health symptoms including: rashes, depression, cough, uninten-
tional weight loss, insomnia, and memory problems. We need to look closely for
other explanations for the vague configuration of symptoms despite the fact that
they do not fit into existing diagnostic categories. Vigilant follow-up and care of
those no longer in the military is warranted since it appears that poor health follow-
ing the Gulf War may have been a contributing factor to their leaving the military.
The incidence of gender-specific health problems, in particular, warrants further at-
tention and points directly to the unique health care needs of military women. Spe-
cifically, there is a need for rigorous follow-up on the significant findings concerning
changes in breast lumps and cervical alterations that are reflected in the two-fold
increase among women serving in the Persian Gulf. We need to know now if there
are gynecolo%ic or reproductive problems that pose a risk to future generations that
are the beneficiaries of mili ealth care.

The opportunity to study the health consequences of Persian Gulf women in a
timely fashion meets a critical and long-standing need. The priorities for a national
agenda of military women’s health research should include the following: First, we
should commit the needed resources to establish the prevalence of health problems
of Gulf War veteran women in well-designed epidemiological studies. Second, we

1Mean and median length of time for deployment in the theater was 120 days so the analysis
for those deployed to the Persian Gulf includes one group deployed less than 120 days and an-
other group degloyed over 120 days.

2These numbers represent the mean severity rating of each symptom based on how often they
experienced the symptom (l=hardly ever or never, 2=about once a month or less often, 3=about
2-3 times a month, 4=about once a week, 5=about 2--3 times a week, 6=about every day).
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need to document and monitor the health effects of occupational and environmental
extremes found in combat, to better understand the effects of gender, menstrual
cycle, reproductive capability, and the interaction of these factors on the health and
well-being of American women who serve their country in uniform. In this regard
we must all recognize that environmental and occupational exposures may affect
women differently than men and we need to have scientific information upon which
we can reliably determine if there are preventable risks that are associated with
specific military duties, certain deployment locations, or a combination of factors.
The third priority acknowledges that women play a key role in the military readi-
ness of this country and keeping them healthy is as vital to our nation’s defense
as any other member of the armed forces. It is time that attention is given to better
predeployment health screening of women, improved gender-specific health care for
women in deployed locations, and better surveillance and treatment of health prob-
lems in the postdeployment period. Ultimately, we hope that future research will
help us determine if there are preventable risks to women that are associated with
military duties so they can be modified to protect the health and reproductive capac-
ity of our servicewomen during times of peace as well as war.

Mr. SHAYS. Thank you.

Dr. Urnovitz.

Mr. Urnovitz. Thank you, Mr. Chairman.

I am grateful to this subcommittee for allowing me to discuss
some preliminary research findings on Persian Gulf-related ill-
nesses or, as I will call it, “Gulf war syndrome.”

My name is Howard Urnovitz. I am a research microbiologist and
immunologist from the University of Michigan, as my two col-
leagues are here. I have served as a postdoctoral fellow in the De-
partment of Pathology at both Washington University in St. Louis
and at the University of Iowa. I have spent the last 11 years in bio-
technology firms and founded my own company in 1988.

One of my research efforts is focused on how chemical and infec-
tious agents interact to initiate and maintain a chronic disorder. I
became actively involved with the mysterious, unexplained ill-
nesses surrounding Gulf war syndrome because the symptoms are
similar to those of over a dozen unexplained epidemics over the last
60 years. The common features of these various illnesses include
headache, muscle pain, slight paralysis, damage to the brain, spi-
nal cord, peripheral nerves, mental disorders, and minimal or no
fever. These epidemics have had a number of names over the years,
including epidemic neuromyasthenia, benign myalgic encephalo-
myelitis, Icelandic Disease, chronic fatigue syndrome, post-polio
syndrome, and post-viral fatigue syndrome.

The difficulty in defining these various types of syndromes has
been the lack of clearly defined, objective clinical markers. It is for
this reason that my colleagues and I began trying to identify mark-
ers for Gulf war syndrome.

Various reports on Gulf war syndrome suggest that there might
be an underlying problem with the immune system. Therefore, the
first marker for our studies was selected because of the substantial
body of literature on the subject: the antibody response to the polio
vaccine. A survey study was designed to test whether military per-
sonnel who had developed symptoms of Gulf war syndrome had ex-
pected antibody responses to the oral polio vaccine. According to
government records, military personnel were given an adult booster
just prior to their deployment to the Persian Gulf war.

A serum survey was conducted on age-matched subjects in three
groups: First, 345 randomly selected, nonmilitary civilians; second,
134 subjects deployed to the Persian Gulf, many of whom had
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symptoms consistent with Gulf war syndrome, 35 veterans from
California and 99 from Arkansas; and the third, 32 Arkansas veter-
ans who were not deployed to the Gulf. These studies were done
in collaboration with Dr. Susan Guba, assistant professor of medi-
cine and pathology at the University of Arkansas for Medical
Sciences and the Little Rock Department of Veterans Affairs Medi-
cal Center; Prof. Marie Chow, who is professor of microbiology, im-
munology, and pathology, also at the University of Arkansas for
Medical Sciences; and Dr. Jean Higashida, who is chief of
rheumatology at the Veterans Affairs Northern California Health
Care System.

The response of the random civilian population showed the ex-
pected level of antibodies to all three strains of the polio virus. A
small difference was noted among the test groups with respect to
the antibody to polio type I. In contrast, the serum from the mili-
tary test groups, both deployed and not deployed, showed an unex-
pectedly low response to polio type II. Moreover, only the deployed
military personnel showed a low antibody response to polio type
II1. The levels found in the nondeployed group of veterans were not
significantly different from that of the general public.

The poor antibody response to polio suggests and supports the
concept that there is an underlying problem with the immune re-
sponse of Persian Gulf war military to a vaccine considered to be
effective over the last four decades.

It is important to note that several recent studies have suggested
that prolonged and aggressive antibiotic therapy appears to abate
many of the symptoms associated with Gulf war syndrome. Usu-
ally, the therapy takes longer than ordinary treatments, that is, 6
to 9 weeks instead of the usual 3 weeks, and in many cases the
symptoms return when the therapy is discontinued. It is not clear
whether the response is directly due to the control of some anti-
biotic-sensitive microorganisms or a direct action on an inflam-
matory or neurologic process, or some placebo effect. My strong rec-
ommendation to this subcommittee is that controlled, rigorous clin-
ical trials must be initiated to test the effect of various antibiotic
and antiinflammatory agents, with continuous monitoring of diag-
nostic markers.

Although the failure to mount an antibody response to live polio
vaccine has been observed in association with post-viral fatigue
syndrome, this study cannot conclude that post-viral fatigue syn-
drome is the underlying cause of Gulf war syndrome. It is impor-
tant to note that other mechanisms may be involved, either inde-
pendently or in direct association.

It is known that the Persian Gulf war was one of the most toxic
battlefields in the history of modern warfare, as has been reported
by Mr. James Tuite, who has written several government reports
for the U.S. Senate on this issue. Syndromes associated with
organophosphate-induced delayed neuropathy, OPIDN, could ex-
plain many of the observed and unexplained illnesses. However, it
may not be mutually exclusive to have tissue damage as a result
of toxic exposures leading to inflammatory responses in critical tis-
sues with ensuing opportunistic bacteriological, viral, and fungal
infections. The continued presence of these pathogens may greatly
impair a possible healing process. All of these risk factors need to
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be considered in trying to understand the underlying pathology of
Gulf war syndrome.

The results of this serum survey actually raise more questions
than they answer.

First, what experience did the veterans share that would result
in observed phenomena?

Second, why are the nondeployed veterans showing an abnormal
response to type II polio yet no signs of Gulf war syndrome?

Third, why are the ill deployed veterans showing an abnormal
response to type II and type III polio?

Fourth, what other immunologic, neurologic, and microbiologic
markers must be tested?

Fifth, why does antibiotic therapy seem to result in symptom
abatement in some of the sick veterans? Are these effects
antimicrobial, antiinflammatory, biochemical, or simply placebo?

Sixth, why do many of these veterans show signs of illnesses con-
sistent with toxicologic syndromes such as organophosphate-in-
duced delayed neuropathy or microbiological syndromes such as
post-viral fatigue syndrome? Is there a link between chemical agent
exposure, persistent inflammation, and microbial disease?

As scientific investigators, we must understand that each one of
these questions contains clues as to where we must look to solve
the problem. There is no question in my mind that a problem ex-
ists. It is my own personal commitment to continue to pursue the
underlying mechanism of Gulf war syndrome. It is my very strong
belief that the results of this line of inquiry will have major impli-
cations on our approach to diagnosing and treating other chronic
illnesses such as cancer, neurologic disorders, which I would like
to chronic fatigue syndrome in, autoimmune diseases, and AIDS.

1 appreciate the opportunity to discuss with you our survey and
its implications. I wish to thank my collaborators who worked so
hard to obtain samples and provide critical analysis of the data. I
especially want to thank the brave men and women who have sus-
tained these severe health problems from the development of this
illness while serving their country in the Persian Gulf war. It is
our objective to ensure that science makes every effort to determine
the cause, course, and consequence of this illness, with the hope of
a meaningful treatment. The American government and the Amer-
ican people owe them no less.

I ask that the full text of my statement be submitted for inclu-
sion in the record of the hearing. Thank you.

Mr. SHAYS. Thank you.

I would just like to note for the record, it's not often, when we
have a department come and testify, that they stay and listen to
the testimony of those who follow them. I just want to thank Dr.
G}‘rlarthwaite and others who stayed. That’s very nice of you to do
that.

Mr. Towns. I would like to associate myself with that remark.

Mr. SHAYS. I think one of the bottom line points is that each of
you have done research that would—and all of you are proponents
for continued research, potentially at government expense, that
would pursue areas that you have spent a lot of time and focus on.
And that would add to our point that we had better make sure
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we’re not hypocrites on this side, saying, “Well, this needs to be
done.” We need to make sure there’s money to do it.

I don’t have the ability to know whether any of the three of you
deserve to have something funded or not. But you struck the staff’s
consciousness in terms of the work you have done, and it seems
fairly thorough. So I'm just going to say that I'm happy to have
given you all this platform to make a very important point as it
relates to your area of expertise. We certainly don’t have the ability
to evaluate it, but others do.

What does interest me, though, is that all of you got drawn into
this. You got drawn into this in part because you started to see
symptoms that you had been aware of, or, in the case of you, Dr.
Pierce, you have been intrigued with this issue of how are women
affected differently than men. But, in all instances, you ended up
with contact with Gulf war veterans.

Your contact was, they came to you, or you went to them?

Dr. CLaAuw. My contact with Gulf war veterans has been limited
to date. I probably have only seen about five veterans. My contact
is with patients who have these same types of symptoms that we
would call fibromyalgia or chronic fatigue syndrome.

Mr. SHAYS. So, in other words, you started reading about what
veterans have declared as symptoms, and you have seen it in your
own work.

Dr. CLAuw. Exactly. What I see is that symptoms that have been
reported to be a unique illness associated with Gulf war deploy-
ment are not at all unique. They are the same things that we see
and call “chronic fatigue syndrome” or “fibromyalgia.”

Mr. SHAYS. OK. But it is not a mental disorder; it leads to a
physical. They combine. But they actually have physical symptoms.

Dr. CLAUW. Very physical symptoms, and I think that’s one of
'tlllle things that all of us sort of emphasized. This is a very physical
illness.

Mr. SHAYS. Doesn’t the medical community acknowledge there’s
obviously a very real relationship between mental and physical?

Dr. CLauw. It’s one thing to recognize that there’s a relationship;
it’s another to act on that. What happens in the practice is that a
lot of physicians don’t like to see this group of patients. They are
quite frustrated with these illnesses, because we can’t diagnose
them very well with a blood test, and we don’t have very effective
treatment, at present, for them.

So these people, like I said, get the runaround in the private sec-
tor on a daily basis, just like some of the veterans have described
to you occur in the VA hospitals or the military hospitals.

Mr. SHAYS. Probably more frustrating, though, if you are a vet-
eran, because you feel that you didn’t get sent there voluntarily. 1
mean, you did volunteer, but you went because your country called
you. And if you do see that relationship, you do feel that the Gov-
ernment has a specific and necessary role to play in that.

Dr. Pierce, did you seek out veterans? Did they seek you out? Is
it a combination?

Ms. PIERCE. My interest really stems—I'm a scientist, but I'm
also an Air Force Reserve officer, and I spent 6 months in the Gulf
doing aeromedical evacuation as a flight nurse.

Mr. SHAYS. During the Gulf war?
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Ms. PIERCE. Yes, sir.

Mr. SHAYS. So did you have veterans who came to you?

Ms. PIERCE. Yes, I did.

Mr. SHAYS. Did you have trouble finding veterans?

Ms. PIERCE. You mean for the study?

Mr. SHAYS. Yes.

Ms. PIERCE. Did they come to me? No, sir. We randomized them
from the data base.

Mr. SHAYS. And who provided you the data base?

Ms. PIERCE. The Defense Manpower Data Center.

Mr. SHAYS. And this was funded by whom?

Ms. PIERCE. It was funded by the Tri-Service Nursing Research
Program. It was the first year of funding, in 1991.

Mr. SHAYS. But is that funded by the Veterans Department?

Ms. PIERCE. No, sir.

M}r. SHAYS. I'm not familiar with the organization. Who funded
you?

Ms. PIERCE. It’s through the Department of Defense, at the Uni-
formed Health Services University.

Mr. SHAYS. OK. DOD did it, funded you, then. OK.

Ms. PIERCE. It’s a very small pot of money, but it was an oppor-
tunity to document the effects of war, combat exposure, on women.

Mr. SHAYS. So this was not really to see, you know, if there was
this tie-in with veterans in the Gulf. This was an opportunity to
look at any group of women who had been in a combat environ-
ment.

Ms. PIERCE. We looked at health effects. We were concerned
about the effects of mother separation on their children and chil-
dren’s adjustment. This was relatively new.

Mr. SHAYS. But is the answer yes, though, to the question? The
question being that you were really looking—your focus—this isn’t
passing judgment. Pm just trying to get—your focus was, here is
a group—a case study that you could have. There was a war, and
you could go now and see it. You weren’t out to seek that there was
a, “Gulf war syndrome?”

Ms. PIERCE. No, not at that time.

Mr. SHAYS. OK. But you used the word “significant,” and you
didn’t give statistics next to it, but you saw a disproportionate
share of women versus the control group. In the group in the Gulf,
you noticed a distinct difference.

Ms. PIERCE. Yes, very distinct.

Mr. SHAYS. OK.

Ms. PIERCE. They are in the testimony. I just didn’t verbally give
you all the statistics.

Mr. SHAYS. Yes. So the value to our committee, aside from the
work you’re doing with women, is that here you started doing it
and you saw a big difference.

Ms. PIERCE. Yes, sir.

Mr. SHAYS. OK. Doctor, did veterans get drawn to you, or did you
get drawn to them?

Mr. URNOVITZ. My research is all based on survival. I'm going to
die in the next few years of cancer. My entire family has. Pm look-
ing for groups out there.
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Mr. SHAYS. Slow down. Slow down. Slow down. Let’s take this
more slowly. You say you are determined that youwre going to die.

Mr. UrNOVITZ. My whole immediate family has died of cancer in
the 1970’s.

Mr. SHAYS. OK.

Mr. UrRNOVITZ. And I'm searching why. So I look for groups that
can help me provide answers, and those two areas are AIDS and
Gulf war syndrome. When 1 was giving a talk at a scientific meet-
ing, I came back to my room—which my co-convenor is in the audi-
ence—and I heard Representative Boyer describing a list of symp-
toms I had just got done talking, and was confused on how this
could make the press so quickly. And then he started talking about
something called Gulf war syndrome.

I then came here to the Hill to find people and was pointed to
a group called the Northwest Veterans for Peace. These are Viet-
nam veterans who were concerned about the fact there might be
ill effe¢ts to veterans. They quickly mobilized samples for us, which
we tested blinded. We didn’t want to know their identity. And then,
when we started to realize that there was an underlying immune
disorder, we then went through IRB approval, institutional review
boards, at northern California, Martinez, and then at the Arkansas
facility in Little Rock.

So we, basically, because of our presence and also the fact that
we put it on our Internet site, which Discover magazine picked as
one of the top health sites on the Internet, we've gotten a tremen-
dous response from everybody who’s got a computer. I wish more
people did. We've just posted, as of last night midnight, 101 papers
on these epidemics that have been called “mysterious,” but they are
out there.

Mr. SHAYS. OK. But the bottom line is, did veterans start to
come to you?

Mr. UrRNOVITZ. Oh, yes. All you have to do is just say, “'m con-
cerned,” and you will get a lot of phone calls.

Mr. SHAYS. When I went to vote the last time, I ran into Joe
Kennedy. I was telling him about this hearing, and he said that,
even though he wasnt on a committee of jurisdiction, he spent
about 500 hours just getting to this issue and has spent a lot of
time on it, and has found that, it’s different groups, nobody talking
to each other. They still haven’t connected, whether they are pri-
vate or public.

But he then said that—which kind of touches on the point—I
want to do him justice and I won’t, and unfortunately I mentioned
his name—but the bottom line is that our generation is living with
chemicals that no other generation has lived with. And that’s, obv1-
ously, a factor in this whole debate.

Mr. UrNOVITZ. Yes. It’s a very big factor. And I want to point out
for the committee and for testimony that we think this is solvable.
But we also think we can get at the cause, because we're going
international, not just national, although we’ve had a lot of great
response from the Americans.

There doesn’t seem to be a Gulf war syndrome in France. And
we can probably piece together the difference of exposure in the
French troops. We know they got the inactivated polio vaccine, but
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we also know that they were wearing their MOP units whenever
the alarms went off.

So we believe strongly that our research efforts will take us to
an international level. We know the British have Gulf war syn-
drome. We know that the Americans have it. The French do not.
So we’re going to focus a lot of our attention also internationally.

Mr. SHAYS. That’s a strong statement to say they don’t. I don’t
know if some veterans in France would agree or not.

Mr. UrNoviTZ. Well, we’ve been looking, and we can't find people
to come out with the same incidence. And there’s roughly about the
same number who served as did the British.

Mr. SHAYS. See, in my simple mind, these are the—I say “simple
mind,” But in my “uneducated mind” is probably a better way to
say it. The clusterings to see where there are—how they did it dif-
ferently than us and how we did it differently than them, and, you
know, there are questions about the masks that we used and the
viability of those masks, and so on. So there are a whole host of
factors that, obviously, will take a long time, but our veterans can’t
wait forever.

Mr. UrNOVITZ. Well, there is a medical treatment out there now,
but I think it should be done under clinical trials. Prolonged anti-
biotic therapy is working for many veterans. I've witnessed it on
just four, but we do know that there are about 100 that are, in fact,
doing well. I think it should be done under clinical studies.

Mr. SHAYS. I'm going to give the floor to Mr. Towns. But I will
say that one of the challenges that I have is that I do think that
there is a relationship between mental and physical. And when vet-
erans have to go out of their way to convince people that they are
sick, I think they make themselves sicker.

That’s the thing that’s—you know, if we can at least get beyond
the point where people at least believe them that they are sick, and
then say, “You’re sick. Now, how can we help you?” I think that
will go a long way. That will be, obviously, a nice way to start the
healing process.

Mr. URNOVITZ. I agree.

Mr. SHAYS. Mr. Towns. :

Mr. TownNs. Thank you very much, Mr. Chairman.

Let me begin by thanking all of you for your testimony.

Let me just begin with you, Dr. Pierce. In our previous hearing,
we heard from the wife of a vet concerning her health concerns.
Have you done any research concerning this group of women?

Ms. PIERCE. No, I haven’t, personally.

Mr. Towns. Thank you.

Mr. SHAYS. You're talking about the spouses.

Ms. PIERCE. Spouses.

Mr. TOwNS. Yes.

Ms. PIERCE. No, I haven’t.

Mr. Towns. You haven’t. OK. In our first hearing on this subject,
several of the veterans testified about the Department of Defense
responsibility in keeping and forwarding medical records to the VA.
Do you believe that this is a fair criticism, and, if so, what sugges-
tions would you offer to assist in improving record coordination?
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You know, I'm very concerned about coordination. I guess you
pfr:obal;ly detected that by now. Any comments on that, either one
of you?

Mr. UrNovVITZ. We would certainly like to have access to a data
base of the units. I think you were asking all the right questions
this morning. If you’re going to do a good epidemiology, I wouldn’t
do it self-serving. I would go out there and make sure that there
was some way to find out what units were in what positions, what
their vaccine records were, what their exposure records were. Tie
% to the chemical logs that were—you know, let’s do a real study

ere.

My fear is, we may blow the greatest opportunity medical science
has ever had because a tragedy happened and we refused to ac-
knowledge it. You knew that there were roughly 700,000 people
over there; about 10 percent are ill. You knew they weren’t ill when
they went over there. And I would like to see coordination going
on,

So we've set up our own little Web site, but certainly we would
like to be a little bit more formal in being able to have access to
unclassified documents. I'm not here to tell the military how to run
their business, but I would like to be an advisor, because we think
we have strong experience, too. But we really need access to medi-
cal records.

Mr. ToOwNSs. Are we talking about a lot of money in order to do
Eihisinygu know? Are we talking about a lot of money in order to

o this?

Mr. UrNovITZ. I did my study, personally, for less than $50,000.
And I think that it’s not a question of throwing money at it. I think
you have to throw the right resources at it.

I think the comment that was made earlier was absolutely per-
fect, and that is that we have seen these unexplained illnesses for
years and years. And I think you’re developing a whole new branch
of medicine, which we’re not going to get into at this hearing, but
that the fact is, we need to put the right talented people together.
And I don’t think it’s just going to be government scientists. You’re
goingdto have a lot of nongovernment scientists that should be in-
volved.

I also would like to say, a lot of patient advocates on the board,
also, making sure we're all on the right page, doesn’t hurt. We've
gegn very, very effective in making sure people oversee what we’re

oing. :

Dr. CLAuw. I would like to make just a brief comment, if I could.
Mr. Towns, you've been asking today about coordination. There is
a tremendous lack of coordination within the National Institutes of
Health with these same types of issues. Even though it’s clear, for
example, that chronic fatigue syndrome, fibromyalgia, somatoform
disorders, migraine headaches, TMJ syndrome, all of these ill-
nesses track together, they have the same inciting factors, the
sa}rlne kinds of treatments, the different institutes don’t talk to each
other.

What happens is that there will be an RFA or an RFP for TMJ
syndrome from the Dental Institute, and then there will be one
from NIAM’s for fibromyalgia. And what we really need is that
these research efforts become more integrated, and to recognize
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that this is a very big problem. Perhaps the Office of Women’s
Health could organize it, because these illnesses are overrepre-
sented in women, although they don’t occur exclusively in women,
by any means.

Once again, this is not just a DOD issue or a VA issue. I think
what you’re hearing from all of us is, that this is a bigger problem.
And we do need to throw some money at it, or at least redirect
some money at it, because the amount of money that we spend per
fibromyalgia or chronic fatigue syndrome patient in this country is
1/100th or 1/1000th of what we spend per cancer patient or per
AIDS patient.

I'm not trying to minimize those other diseases, but they don’t
cause nearly—the number people is not nearly as high that are af-
fected with those other diseases as they are with these illnesses
we're talking about.

Mr. SHAYS. If the gentleman would yield.

Mr. Towns. Yes.

Mr. SHAYS. Our committee oversees the National Institutes of
Health and, obviously, all of HHS. So it’s interesting how, some-
times, when we get in one department, we end up seeing the im-
pact on another.

Mr. Towns. Yes. I think that the gentleman’s suggestion is a
very good one, because as I alluded to earlier, I think sometimes
we waste a lot of money by not having the proper coordination. As
I talk, I'm beginning to feel that there is some need for further dia-
log among the various department. And I think that this is a very
serious issue. I think that we should go and try and resolve it. And
I think that, in order to it, we need to have everybody sort of pull-
ing the same way and that information will have to be shared. I
think that we need to make certain that we have the necessary in-
formation.

Mr. Chairman, I think that whatever we can do, in terms of this
committee, to sort of move forward, move aggressively, to sort of
talk to DOD and anybody else that we think might be able to give
some information, it might be helpful. Because when I talk to vet-
erans out there, I mean, they are very frightened about what’s
going on, and they feel that those of us who are involved in govern-
ment are not doing enough.

Of course, they see you as being a part of government, Mr. Chair-
man. I want you to know that. And they see me as being a part
of government. Of course, people who have the responsibility in
these areas, they see you as a part of government, too. So I think
that the time has come when we should all sit down—and if there
is some need for dollars, I think that we have to fight to be able
to put the necessary resources there. Because we probably would
end up saving money if we do it and do it right.

So, Mr. Chairman, I look forward to working with you az you
pull in DOD and, of course, the NIH, and whoever else we think
could be helpful. Thank you very much for this hearing.

And let me thank the witnesses for their testimony. You have
been extremely helpful.

Dr. CLaAuw. Thank you.

Mr. UrNOVITZ. Thank you.
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Mr. SHAYS. I thank our witnesses. Is there any comment that
you want to conclude with?

[No response.]

Mr. SHAYS. I thank you for coming.

I wanted to thank our court reporter. I only have the first name
of Amy. There’s a last name. Rose. Thank you, Amy Rose.

I thank all our witnesses, and I thank the committee staff for
their work on this issue. This is an issue that we’re not just touch-
ing on and going to be forgetting about. We are going to be pursu-
ing this and carrying it out to the end. So I thank you for your con-
tribution to that effort.

Again, I thank the Department of Veterans Affairs for staying for
the entire hearing. Thank you very much.

This hearing is adjourned.

[Whereupon, at 2:05 p.m., the subcommittee was adjourned.]
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THE SECRETARY OF VETERANS AFFAIRS
WASHINGTON
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The Honorable Christopher Shays
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Committee on Government Reform and Oversight
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Washington, DC 20515-6143

Dear Mr. Chairman:
At the March 28, 1996 hearing on llnesses and Diseases Reported by Veterans Who
Served in the Persian Gulf War, VA witnesses agreed to provide you and Congressman

Towns with additional information regarding three issues.

Attached is that additional information.

Sincerely yours,
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esse Brown
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RESPONSE TO WRITTEN QUESTIONS SUBMITTED BY HON. CHRISTOPHER SHAYS AND
HoN. EDOLPHUS TOWNS TO THE DEPARTMENT OF VETERANS AFFAIRS

Question 1: Provide the number of veterans who get Social Security disability
compensation because they can’t get disability compensation through VA.

Answer: The Social Security Agmmxstm' istration has identified 186 veterans receiving
sugplemental security income or disability benefits under title II.

ocial Security disability comy tion is not related to VA compensation. The
two benefits are separate entitlement programs with different eligibility criteria.
Entitlement to one benefit neither precludes nor guarantees entitlement to the
other. An individual may receive both benefits simultaneously, without offsetting
one benefit in favor of the other.

Question 2: Provide documentation that VA has requested the Department of De-
fense perform pre- and post-deployment physical examinations.

Answer: The Veterans Health Administration has recommended, in a number of
forums and through a variety of means, that better health screening including a
physical examination be performed on military service members before and after a
deployment. VA staff have raised this issue during meetings of the Clinical Working
Group of the Persian Gulf Veterans Coordinating Board. Veterans Health Adminis-
tration staff also participated with the DoD Operational Medical Surveillance Plan
Work Group. This work group considered flaws in current capability, what future
deployment needs were and how a dsgloiment medical surveillance plan should be
shaped. No formal minutes from the Work Group deliberations are available but the
VA advocated Fre— and post-deployment plgsical examinations to that grot:ﬁ. The
final product of that process is the Bosnia Deployment Plan which reflects the les-
sons learned from the Persian Gulf War, with attention to potential health risks in
the Bosnian theater. We understand this plan has already been provided to you by
DoD staff. Current activities include a REGO II Project Initiative between VA and
DoD on Deé)loyment Related Issues (Attachment). In that collaborative effort, VA
has stressed again our view that routine annual physical examinations, pre-deploy-
ment health screening, angafost-de loyment physical examinations are of utmost
importance to veterans’ health and a better understanding of the medical con-
sequences of mili deployment.

uestion 3: Does VA have enough resources to conduct research into the illnesses
of Persian Gulf veterans? If not, how much additional resources are needed?

Answer: At the current time, resources to investigate the health problems of Per-
sian Gulf veterans are ad te. VA spent over 53.5 million in appropriated re-
search funds on Persian -related research in FY ’95. VA is ﬁrmlp committed to
allocating appropriate research resources to the investigation of health problems of
Persian veterans. Furthermore, in its role as the coordinator of the Federal re-
search effort, VA is proactive in identifying important areas of research on Persian
Gulf veterans’ illnesses that need addressing by VA and other agencies. As new re-
search results become available, the scope of the research effort could change neces-
sitating alternations in resource commitments through appropriate budgetary proc-
esses.

DEPLOYMENT RELATED INITIATIVES
REGO 1 PROJECT VA/DOD HEALTH CARE SYSTEMS
ISSUE

Deployment Initiatives: The p of this initiative is to develop collaborative
relationships with DoD’s Office of Health Affairs to address their current oper-
ational procedures and to exchange information concerning VA’s policies and proce-
dures for follow-up of veterans’ health concerns. Through this informational ex-
change a continuum of medical care from the active duty troops through their vet-
eran status will be coordinated.

WORKGROUP MEMBERS

Susan H. Mather, M.D., M.P.H., Veterans Health Administration, Washington,
D.C.; Fran M. Mulghy, M.D., M.P.H., Veterans Health Administration, Washington,
D.C.; Han Kang, Ph.D., Veterans Health Administration, Washington, D.C.; Tim
Gerrity, Ph.D., Veterans Health Administration, Washington, D.C.; Craig Hyams,
M.D,, Veterans Health Administration, Washington, D.C.; Al Batres, M.D., Veterans
Health Administration, Washington, D.C.; Artie Shelton, M.D., Veterans Health Ad-
ministration, Washington, D.C.; Quinton Kinderman, Veterans Benefits Administra-
tion, Washington, D.C.; Col. Richard Beauchemin, DoD, Pentagon, Washington,
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D.C.; Col. Salvatore Cirone, DoD, Pentagon, Washington, D.C.; and Cdr. Larry
Grubb, DoD, Pentagon, Washington, D.C.

BACKGROUND

VA'’s Office of (then) Environmental Medicine and Public Health coordinated with
the Army Office of Preventive Medicine when setting up the Persian Gulf Registry
in early 1991. However, this was primarily information sharing and was a continu-
ation of some of the post Vietnam efforts.

Two DoD representatives serve on the VA’s Persian Gulf Expert Scientific Com-
mittee, and have arranged briefings on subsequent deployments for that group.

The establishment of the Persian Gulf Coordinating Board (PGCB) marked a
turning point in substantive interaction and cooperation between DoD and VA.

RECOMMENDED STRATEGY

Through the PGCB, VA, DoD and HHS share information, coordinate research,
clinical and benefits issues and responses. This has been discussed with Dr. John
Mazzuchi, Director, DoD’s Office of Health Affairs, and he has agreed to support the
Board as needed with assi ents of active duty health care professionals for an
indefinite period of time angntl: explore the expansion of issues beyond those related
to the Persian Gulf.

The Medical Surveillance Plan for US Ground Troops Being Deployed to Bosnia
has been shared with VA and plans are underway to establish a small VA/DoD/HHS
Working Group to monitor the surveillance. This activity has DoD support for VA
involvement. One goal is for both Departments to address surveillance concerns
noted in the medical records of Persian Gulf veterans.

PRIORITY

A priority is to develop methodologies to share information with DoD so that a
continuum of care can be implemented to the benefit of individual veteran. Past
military conflicts, i.e. Vietham and Persian Gulf, serve as illustration where both
important medical information is recorded and highlights areas where additional
work is needed. In addition, by develofping complementary and consistent medical
query in original care (i.e., DoD) and follow-up care (i.e., VA) a smooth transition
willhresulllt for the individual patient as he/she moves from one health care system
to the other.

WORK PLAN

It is planned to continue the PGCB’s existence to address future deployments. Dr.
Mazzuchi has agreed with this plan and is supportive of it.

Explore ways that VA Medical Center staff can supplement the pre- and post-de-
ployment medical examinations for the National Guard and Reserves. There were
some inadequates in some of the Persian Gulf medical records. A working group
consisting of VA, DoD, Guard and Reserve medical administrators has been estab-
lished to address these issues.

Collaborations will begin with the U.S. Army Center for Health Promotion and
Preventive Medicine (USACHPPM) to track and assess environmental exposures
and medical outcomes for future deployments and operations in Joint Endeavor
(Bosnia). This has been discussed with DoD personnel and there is agreement to col-
laborate on a plan of action.



THE STATUS OF EFFORTS TO IDENTIFY
PERSIAN GULF WAR SYNDROME, PART III

TUESDAY, JUNE 25, 1996

HOUSE OF REPRESENTATIVES,
SUBCOMMITTEE ON HUMAN RESOURCES AND
INTERGOVERNMENTAL RELATIONS,
COMMITTEE ON GOVERNMENT REFORM AND OVERSIGHT,
Washington, DC.

The subcommittee met, pursuant to notice, at 2:08 p.m., in room
2247, Rayburn House Office Building, Hon. Christopher Shays
(chairman of the subcommittee) presiding.

Present: Representatives Shays and Fattah.

Also present: Representative Buyer.

Staff present: Lawrence J. Halloran, staff director and counsel;
Kate Hickey and Robert Newman, professional staff members;
Tl;?fmas M. Costa, clerk; and Cheryl Phelps, minority professional
staff.

Mr. SHAYS. Some time ago we decided to convene this hearing,
our third on Gulf war issues, to discuss lapses in the coordination
of medical data between the Department of Defense (DOD) and
Veterans Affairs (VA).

During our previous hearings, it became clear that information
on pre- and post-deployment physicals, exposure risks and troop lo-
cation data were not being shared effectively by the two depart-
ments. In particular, I expressed my doubts about the adequacy of
data on neoplasms or tumors occurring in Gulf war veterans.

One corrosive by-product of this uncoordinated approach has
been denials: denials by VA doctors that Gulf war veterans’ ill-
nesses are physiologically based, denials by the VA of service-con-
nection for cancer claims, denial by the VA of compensation claims
and blanket denials by the Pentagon that chemical or biological
agents were present in the Gulf war.

Last Friday, the wall of official denial began to crumble. At last
there is the admission of direct evidence, corroborating the over-
whelming circumstantial evidence produced by veterans and others
over the past 5 years, that U.S. troops were exposed to chemical
and biological warfare agents.

Perhaps now, shed of the need to defend premature conclusions
about what did not happen in that far away desert, the Depart-
ment of Defense and Veterans Affairs can be about the task of
helping those suffering the effects of what obviously did happen.

Perhaps now we will finally be able to admit that the chronic,
debilitating ailments suffered by Gulf war veterans are, in fact,

(207)
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caused in part by low level exposure to the toxic mix of pernicious
agents detected throughout the combat theater.

Perhaps now the true history of the Gulf war can be written in
veterans’ survival rates, not mortality statistics. Perhaps now we
can stop studying Gulf war illnesses literally to death. Perhaps
now.

As a Nation, our obligation is to reach reasonable conclusions
ftbout the causes of veterans’ illnesses in time to be of help to the
iving.

Still, the sad fact remains that through painstaking, sometimes
disingenuous denial of even the possibility of such exposure, pre-
cious time and precious lives have been squandered.

The report the Pentagon hastily announced last Friday merely
confirmed information provided by United Nations inspectors in
1991.

That delay is symptomatic of the languid, disjointed approach to
Gulf war veterans’ problems by DOD and VA noted by witnesses
before this subcommittee and others. Friday’s announcement
should give the diagnosis and treatments of Gulf war illnesses a
sharper focus and renewed urgency.

That focus should be on the effects of low level exposure to chem-
ical and biological agents, effects already known to include the joint
pain, headaches, fatigue, rashes, insomnia, paralysis, loss of sensa-
tion as well as many other symptoms that have come to be called
the Gulf war syndrome.

Other theories of causation—exposure to oil fires, reaction to vac-
cines, reaction to anti-nerve drugs, infection by indigenous agents
and exposure to depleted uranium—should now be evaluated as
secondary risks in the context of probable chemical and biological
contamination.

The announcement last week that United States personnel had
exploded an Iragi munitions bunker that contained chemical weap-
ons dramatically underscored the importance of the issues that
bring us here today. Accurate, timely and transportable informa-
tion on matters affecting the health of Gulf war veterans is an es-
sential component of the care they have earned.

To determine the extent to which the United States troops in,
around and downwind of the Iraqi bunker may have been vulner-
able to low level exposure, both DOD and VA need simultaneous
access, simultaneous access to accurate troop location data, medical
histories and meteorological information.

But troop location data is still not available to the VA. Medical
histories of active duty and reserve troops are inconsistent or in-
complete. Some medical data simply does not survive the trip be-
tween the incompatible VA and DOD recordkeeping systems.

There even appears to be some dispute about the accuracy of the
meteorological data upon which the Defense Department relies to
discount the theory that our own bombing of Iragi chemical weap-
ons plans and depots resulted in the contamination of United
States and allied troops.

Finally, I remain more than a little suspicious about the ade-
quacy and utility of DOD and VA health registry data. With spe-
cific regard to benign and malignant tumors, for example, data, on
the one hand, that is pronounced biased or otherwise inadequate
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to support a conclusion that Gulf war veterans are getting an un-
usual number of cancers cannot be, on the other hand, used to dis-
prove the same conclusion. Yet, that appears to be the official posi-
tion.

On March 11, Brian Martin testified before our committee about
the debilitating effects of the chronic ailments he suffers as a result
of his service in the Gulf, service as a member of the Army’s 37th
Airborne Engineer Battalion, which demolished the munitions
i)lunker now thought to have contained chemical weapons war-

eads.

He has had to fight harder to survive at home than he did in the
Ii'aqi desert, overcoming daunting physical and bureaucratic obsta-
cles,

Many more Gulf war veterans, their families, and the survivors
of those who died, face the same barriers of denial.

Our purpose here today is oversight. Through vigilant and con-
structive inquiry, we seek to make sure those responsible for the
care of Gulf war veterans and their families meet that duty with
the same selflessness and sense of urgency those veterans brought
to the service of their Nation.

We welcome our witnesses, and we appreciate their taking the
time to participate in what I believe is very important work.

Mr. SHAYS. Mr. Fattah, serving as the ranking member today,
your opening statement.

- Mr. FATTAH. Thank you, Mr. Chairman. Congressman Green has
an opening statement that I'd like to submit for the record.

[The prepared statement of Hon. Gene Green follows:]

PREPARED STATEMENT OF HON. GENE GREEN, A REPRESENTATIVE IN CONGRESS
FROM THE STATE OF TEXAS

Thank you, Mr. Chairman, for calling this, the third hearing on the sickness
known as Persian Gulf War Syndrome. These hearings have shown the necessity of
improved record keeping and coordination between the Department of Defense and
the Department of Veterans Affairs. More and more, technology and the expecta-
tions of the public require that the government agencies in charge of the health and
well-being of our soldiers be closely monitored. This requires a more thorough sys-
tem of record keeping than it evidently in use by DOD and the VA.

It is my intention that today’s hearings will shed some light on the reasons why
the DOD and VA are not coordinating as well as they should be. Perhaps the rea-
sons deal with bureaucratic turf, or conflicting missions given to the Departments
by Congress. Nevertheless, I believe this subcommittee has learned of important
shortcomings in the record keeping system of the health of our soldiers and we defi-
nitely need to repair it.

Thank you, Mr. Chairman.

Mr. FATTAH. Let me make a few comments beyond that state-
ment that it’s obvious that the Congress has shown a great deal
of interest in this matter.

Having reviewed the records since September 1992, the Congress
has held a number of hearings, and the 103d Congress authorized
both priority treatment for Persian Gulf veterans and for the provi-
sion of disability compensation for those with illnesses that were
part thereof of what has come to be known as the Gulf war syn-
drome.

I welcome these hearings today. I start these hearings, however,
believing that both the Department of Defense and Veterans Af-
fairs, obviously, are doing all that they can do to respond to these
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issues and iooked forward to us addressing and hearing from them
on these matters as we go forward. So thank you.

Mr. SHAYS. I thank the gentleman. I appreciate your cooperation
with this committee throughout its year and a half.

We have Mr. Buyer, who is a member both of the Veterans Com-
mittee and the National Security Committee and also a Gulf war
veteran who has been at the forefront of this issue for as long as
it has been an issue since 1991, and I appreciate your participation
today, Mr. Buyer.

Mr. BUYER. Thank you, Mr. Chairman. I have an opening state-
ment, if I may. Mr. Chairman and members of the subcommittee,
thank you very much for allowing me to make part in these hear-
ings. I also believe that they're very timely as it has been a while
since the Congress has taken a look at this issue.

We’ve had hearings, as the ranking member has said, not only
on the Veterans Affairs Committee over the last 3 years but in the
House National Security Committee, but I'm really pleased that
Government Reform and Oversight is also taking up the issue.

Mr. Chairman, next week our country will celebrate the 220th
anniversary of our Nation’s independence and freedom on July 4th.

Unfortunately, as I look out there at a lot of the faces of my com-
rades, it’s just another day. It’s another day of actual pain and suf-
fering and fear of the unknown.

You see, Mr. Chairman, these are veterans who served with dis-
tinction and honor in the Persian Gulf war, and they continue to
fight this war on a daily basis, not only with themselves but also
with their families.

Many suffer from illnesses that make day-to-day life extremely
difficult, if not impossible, not only for themselves but also for their
families.

I’'ve met with many of these veterans and their families through-
out this country. I've also traveled across the ocean and met with
families of Gulf war veterans from the United Kingdom.

I could close my eyes, and I would think that we’re talking to
American veterans as I was in the United Kingdom, as they suffer
from very similar undiagnosed illnesses.

Many of these individuals simply want their government to tell
them what has harmed their bodies, if, in fact, they know, and how
do they beat these mysterious illnesses so that they can get on with
their lives.

Mr. Chairman, as a veteran of the Gulf war, I know the sac-
rifices these men and women and their families have made when
they’re called to serve their country.

We, in Congress, with the strong bipartisan support not only of
Congressman Joe Kennedy, Lane Evans and myself, have pio-
neered legislation that have provided for the health care access to
Gulf war veterans.

We've opened up the veterans health system for these veterans—
we did that over 3 years ago—and we funded numerous studies.

And I compliment you, Dr. Joseph. I've had a review of your lat-
est release. I'd like to go over some of that with you here today on
some of the funding. Some of the decisionmaking process for those
funds we’ll discuss here today.



211

Well, I think much progress has been made. I think these hear-
ings are, in fact, critical to check and ensure our policies are being
implemented.

One in particular we’ll also get into, Dr. Joseph, is the funding
of compensation for undiagnosed illnesses.

While, in fact, we had that in the VA, we also put it in the Octo-
ber 1994 Defense authorization bill. I'm curious as to how much of
that has been implemented.

I think these hearings are extremely important, but Mr. Chair-
man, what causes me great concern and challenge during my 3
years of working on this issue is, I think, there are continued at-
tempts by some within the Department of Defense to discount and
discredit the Gulf war illnesses.

You see, Pm one that cringes every time I hear someone refer to
it as the Gulf war syndrome, I cringe because 3 years ago I'm
someone that stepped forward and said there is no sole-source
cause here.

Refer to it as the Gulf war illnesses. A syndrome refers to some
form of sole-source cause, and you’re not going to find that in the
Persian Gulf war.

You’re going to find many different forms of causation, and it
should be referred to as the Gulf war illnesses, not the Gulf war
syndrome.

I do look forward to this hearing, and I appreciate, Mr. Chair-
man, you having me here to testify. I am bothered, though, when
I think that we fund so much in the Pentagon, Mr. Chairman, bil-
lions and billions of dollars, and we spend a lot of money on ships
and missiles and tanks, but then when we look at the pittance that
goes to actually help those who have borne the risk and the cost
of battle, it is not proportionate at all. And I appreciate you having
me here today.

Mr. SHAYS. If I could get some housekeeping out of the way, I
ask unanimous consent that all members of the subcommittee be
permitted to place any opening statements in the record and that
the record remain open for 3 days for that purpose and our guest,
Mr. Buyer. Without objection, so ordered.

And I ask unanimous consent that our witnesses be permitted to
include their written statements in the record, and without objec-
tion, so ordered.

I'm going to submit in the record four documents, a report to the
subcommittee entitled, “Chemical Biological Weapons Exposure
and Gulf War Illnesses” by Jonathan Tucker, Ph.D., dated January
29, 1996—he was with the staff of the President’s Advisory Com-
mission—a letter from Joseph F. Delfico, Acting Assistant Comp-
troller General, General Accounting Office, responding to the sub-
committee’s request for evaluation of the data supplied by the