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A NATIONAL  INSTITUTES OF

HEALTH STUDY MAY | HAVE
WASTED $75 MILLION

(Mr. WHALEN (at the rcquest of Mrs.
HeckLEr of Massachusetts) was granted
permission to extend his remarks at this
point in the Recorp and to include ex~
traneous matter.)

Mr. WHALEN. Mr. Spcaker, we are all
concerned aboul how cilectively the Fed-
eral Government uses the hard-carned
tax money of its citizens. .

We would like to think that none of it

- i1s wasted or used improperly. It is part

N\

press and bhe goepeers 61 boe pnibl
to be watehlul thal sneiy oocesnen
ocenr,

However, we Kiow o exproriehee
thad bhe thxpavers' doilirn are nol als-
wavs wisely spenb amd Trecrvel lo indform
my collensues thal T Yhave ndjormntion
SnGicathge that hin hen hogspraned arcdn.

The enne in poinl Loon 2070 ailiion re-
senreh project, mitiated 10 yesrn neo by
the National Tostitale of Jictrolosiend
Disease and Dlindness o ML, NN
is part of the Nallonal Institutes of
Tealth, which comes under thie epart-
ment of Health, Fducation, and Wellare.

The sbudy covers 60,0000 precian)
women and their offspring and was the
subiret of an evaluation by n bluc-ribhon
commilice which filed a report critical
of the project. .

Among olher things this report re-
fleeted two  pinrlnge delcieneics, Itirst,
millions of dollars were authorized for a
proicet which now anpears to have heen
poorly delined and impioperly  con-
structed. Scecond, there has Leen an abe-
sence of conpressional oversinht i as-
certaining whether taxpayers’ funds are
bzing effectively utilized in conncclion
with the study.

Steps apparently are beives {oen by
NIIL authorities to correct tine jrobicins
identified in the cvaluation ropovi. ilow=
cver, Mr. Speaker, such netion probably
has come oo lale. Conclusicns, vased In
part on 10 ycars of quesbionabic statis-
tics, always will reinain suspect.

My attention was drawin to thi: study
by the Daylon Dadly News, an oulsiand-
ingr Ohio newspaper, and its astute medi-
cal reporter, Miss Jayne THison. T would
like to commend Miss Bliison and the
Dayton Daily News for their dilimence
and public service i this maticr.

The newspaper published & compre-
hensive story on the study and the
cvaluation report in its cditions on Scp-
tember 22, 1967,

Tor the information of my colicagues,
I hereby insert the full text of the ac-
count in the Recorbp:

A NATIONAL INSTITUTES 0F HRALTIT STUDY MAY
Have WasTtep $75 MiLLioN
(By Jayne Ellison, Daily News stafl writer)

Conpgressman Charles W. Whalen Jr. {R-
Obio) today charged that a $75 million fed-
cral heaith research project was “poorly de-
fined” when begun 10 years ago and that
stop-gap salvage aftempis have ‘‘probably’
come too late.”

Ile scored o study involving 60,000 preme
nant women and their olfspring, which haa
drawn the fire of a biue-ribbon evaluating
committce.

i 1ot

~ o
»

has been supprees ‘.
was prepared as an evaluation of a

project begun in 1957 in 16 Amcriean hosple

lals, under the title of “collaborative perl-

natal research program®” of the National

Institute of Neurological Disease and Bind-

ness (NINDB). )
CRITICIZED I'tOM 5TAQT

The project has been criticized v scien-
tific Investigators almost since it began,

The Dally News sifted tiirouwih reporis and
consulted top medical authoriiies I UNCOV-
ering the ad hoc Gordon conuuittee fudings,

Dr. Harry Gordon, dean of the Albert
Einsteln college of medicine, New York,
chaired the evaluating committee, Al:o
serving was Nobel laurcate Dr. Frederick Q.
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Robbing, dean of Western Reserve univers
sty sehool of medlcine,

Project wenkne es found by the evaluat-
oy contvmut bee weee:

Chitldeen’s  Twwplal, San Franelseo, and
Tale university, puited out of the project
Bocatise “there tustituitona could not falfill
thetr committmend to the propram.”

Too few wonen were enrolled o the study
fn the Orst weeka of prepmnaney,

Desdon for penctie stadica was found une
mubabio and “doea not Juastify the progrmm's
existence,”

Some peincipal nvestigators drifted awny
from the researeh and left work to project
directors,

Too many stitations, too many study
enses,

Data coliected were uneven and differed,
even within the same {nstitutions,

There wias no strong dicection for the
project,

Too much Information was collected In the
collaborating  Institutions which detracted
from items of primary intereat,

Some institudons were a year behind in
ecditing mateclal required by the Perinatal
Research board of NINDD.

Institutions dld oot have competent stafls,
despite funding to {rain them, to pursue
some aspects of the project.

N technlenl solution is possibie to solve
the problemu of collected data of questlons
able quanlity.

Orlzinally, the glant project bepan to study
conditions or cvents from conceplion to
pregnnney wilch aifeet the baby at birth, At
this time, the study encompasscs cerchral
palsy, epilepsy, mental retardation, defects
of speech, hearing and vision, organic he-
haviornl diseasen, and reading nnd learning
deticlencles as they relate to the perlod be-
tween conception and the early months of
1ife, N

Plans are also under wny to follow children
through ajre seven or beyond.

FNORMOUS UNDYERTAKING

Enormity of the undertiaking reflects in
the four milllon cards, with nbout 30 miilion
“bits of Information™ yet to be evaluated.

Commniittee chadrman Dr, Gordon refused
to conunent on the report when contacted by
The Dally News,

The NINDB rose to its own defense, after
the commlttec report was delivered to Dr.
James A. Shannon, director of the National
Institutes of Health,

Dr. Richard L. Masland, NINDB dlirector,
admitted “there are differences In the qgual-
ity and completencss (of datn) between in-
stitutions nnd within single Institutions at
different times.” :

“Wo have greater falth In the quality of
the date—or In tho extent of usable data—-
than 1s impiled by the comumitiee's report,”
he wrote.

The Gordon ad ho¢ committee urged that
a strong research sclentiat hond the project.
D, Masland replied thnt this wuan'c fensibloe
on n temiporary basls and proposed o small
working committce to review datn analyses
already completed and to direct evaluation of
data base ns recommenderd,

Dr. Stuart Scssons, deputy director of the
Natlonal Institutes of Health, was told The
Dally News had a copy of the Gordon com-
mittee report and Dr. Masland's responsc,

“Belng aware of the critlcism, Dr. Shannon
deliberately undertook 10 have an analysis
of the program to ldentify the problem nreas
and seo what recommendations the group
(Gordon ad hoc evaluation committee)
could make,” Dr. Sessons said. )

“You will notice he selccted committee
members who have no assoclation with the
project.”

CONTROLS TIGIITENED

He agreed that Dr, Masland's response wWas
defensivo, N
“Information that we now have appears

\cleaﬂy evident that all parties are how more
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com{oriabin with the ronmiiness of the datn
base,” e, Desaoms eald, ihers has been o
penerad conclunjon that 1L ts predty sound
and whil o forwned whhout Jeabardy,

SUome nspects will be run, wie they nay In
the Navy, sa n Hlpzhter sidp”

Ve, Bestown dended that the Leleagrered
coilnborative prafeet ot oul of hinndd, The aaded
istend that 14 beeame & gueration of how
mueh conld be added to the orlphud destsn
without demngingg Lho orlpinad Intention,

Calln {o D, Atastinaud's olllce wore ilrealed
o the NINDH public Informalion olilee. N

A npokesman sald, 1L may lake o year Lo
eviduile tho mulerial on the collaboratlve
alwiy)”

“Thie mamntlade of thig hasa't heon fully
apprecinted yet,” he sald, “IE s faatastle,

They tried to enroll enourh women to et

shrnlfleant numbers and 1t s now the largest
study of {ls kind in the world,

“One of the real weaknesses was in the
collaboration belween institutions. It madoe
it «iilicult to keep a tight reln, Human
nature ag {t g, some hospitals didn't have
ripid controls,

“I felt some of the Gordon commitiee were
binsed. Bveryone s interested in mothers and
bables and they want fuformation.”

According to the spokerman, all collubo-
rating Institutions were changed from granis
to contracts July 1, 1067, to tighten controls.

™G SUCCTESS OR FIALCO

NINBD, a satcllite of the Natfonal Insti-
tutes of Health, 1s part of the Department of
Health, ¥ducntton and Welfare.

Dr. Georpre Stiver, assistant acting secte-
tary for health and sclientific affairs, was
asked if the Gordon committeo report didn't
make the collaborative study look lke a
Ilanco.

“Well,” he sald, “tho ad hoc commitico
report ia over a year old, It was a fair report,
but the commlttce was prejudiced apgainst
cotlaborative studies,

“It i3 not as critical as 4 appenrs to be.
There nre bugs.

“Can you say ‘finsco’ before the datn evalu-
atlon Is made?

“You can cail it a finsco or & blg success
when the report 1s in”

Acocrding to Dr. Silver, the research thus
far s “positive.” Iie ooncurred with Dr.
Sessons that the evaluation “isn’t really such
severe criticlsm.”

Is the projoct an albatross.

“We don't know that yet,” he replied.
(Copyright, 1967, The Dally News)

Wio Dip EVALUATION, HOwW WAS MONEY
SreNT?

Who were members of the ad heoc com-
mittco who evaluated the $76 milllon ree
scarch project in 14 American hospitala?

Two of them were Dr. Harry Gordon, dean
of the Ailbert Elnsteln collefe of medicine in
New York and Dr. Frederick G, Robbins,
dean of Wostern Renervo untversity achool of
medicine,

Dr. Gordon waa chalrman of the com-
mittee, whose members included:

Dr, Wiiliam M. Allen, obstetrics and pynes
cology, Washinton university scliool of med-
feine; Dr. Leslie B. Arcy, analomy, North-
western unlversity school of medicine; Dr,
Alfred L., Baldwin, psychology, New York

‘university.

Dr. Arthur L. Benton, ncurology, State
Unlversity of Iowa; Dr. Joe Robert Brown,
neurology, Mayo clini¢c; Dr. Robert W,
Delsher, dircctor, child health division, Uni-
versity of Washington.

Dr. Wilfrid Dixon, Unlversity of Californin
school of medlcine, Los Angeles; Dr, B,
Clark Fraser, genctics, MceGill university; Dr.
Brian MacMalion, epldemlology, Harvard unie
versity; Dr. Edith Potter, pathology, Uni-
versity of Chlcago Lying-in hospital,

Dr. R. L. Schiefelbusch, director, Univer-
aity of Kansas burcau of child research, and

Seplewher 25, 1067
/ )

Pr. ity M, Zhmerian, Iaboratory divl
nion, Mantchore b
Che ad hoe cammdbies win reinforeed dor
ing the evaluation by a adeel proup of 3
cpeclallada from anedient rohooln, hoapllals
nnd henltde departimente, T'hey were ehoser
for recognlecd wbillbics 1 arcos coyered by
the coltnboratlve wsliudy, fiich ns eplitemn.
folory, penetien, nevrolopy, speeeh g hear-
Ing pethol ehitd  development,  chifle
Dealbh e ahletben aned pyneeniogy,

Hiow wan tha 3590 tailblon cpent?

Accartding Lo Lhe Gordan ped hoe eomimitber
report, costn for the Perpnatad Hesenrch
braneh within NINDD, are $2.7 intilion per
yenr.

Then, awnrds were tindde (o the eollaborats
Ing institutions on an annnal baska, Boston
Lying-in bospltal, for extample, received over
35 mion durlng Lhe 10 years, plus overhead
expences of either 16 or 20% snnunlly In a
number of years., University of Minnesota
recelvedd over %3 nillion, with  similar
amounts going to the other institutions in
the siudy,

Partieipating Inctituitons ;

Boston  Lying-in horpltal;  Children’s
Medical center, Boston; I'ennsylvanin hone
pital, Phildelphin; Children's hospltal, Phil-
adelphla;  Institute for Iealth Helences,
Providence, R.I; Unlversity of Minne.ota,

New York Medical ecollege (Metropolitan
hospltal); Medical collepe of Virginia, Unte
versity of Oregon Medlieal rehool; Johns Hop-
kins hospital; Charily hospital, New Orleans;
Cotumbin university; Children's hosplital,
BuilalQ, and University of Tennessee.
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