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MR. GLENN SKLAR: .to SSA's conference on HIV and the disability

program | realize many of you have traveled from far and
wide to be here. We are extrenely appreciative. W think
today is a really inmportant day as we begin our journey of

| ooking at the medical criteria with H'V, for determ ning HV
under SSA's disability prograns.

Before | start, | want to introduce a couple of folks who are
here that you will see out and about throughout the day,
handling the mcs, fielding questions; first Dr. Monte
Het | and, behind Monte, Barry Eigen our Executive Program
Policy Officer, Dr. Desi, our internist, and Paul Scott,
Seni or Anal yst at SSA.

I guess | need to introduce nyself. I'm Gl enn Sklar, |I'mthe
Associ ate Commi ssion for the Officer of Disability Programs.
We are the policy group at Social Security. We help wite
the standards for medical criteria for all diseases. And |

t hi nk what you're witnessing today is a different type of

met hod for comng up with criteria. W really are moving to
a nmore interactive method where before we put pen to paper,
before we do anything with any of our disability criteria we
go out and find out what's on people's mnds. W invite in
the very best nmedical experts we can find, advocates,

pati ents, whoever can really make a contribution to our

| earni ng and t hought process. W bring themall in. W
think it's really inmportant to hear from everybody and we
hope today is a really interactive session as well.

I'"mgoing to start with a two-m nute overview of the prograns
that SSA runs, just so everybody starts with the same type of
background. SSA has two main disability programs; the social
security disability insurance program and that's funded out
of your FICA contributions that you pay every week or every
ot her week out of your paycheck. SSA also runs another

di sability program the supplenment security income program

or SSI program That's nore of a mean's [phonetic] tested
program
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The important thing to realize in the context of H'V, is not
only are these potential benefit streams [phonetic] for

i ndi viduals, they are also gateway progranms to other health

i nsurance benefits. Soci al Security Disability Insurance
could be a gateway programto Medicaid, help to Medicare,
Suppl emental Security Income, it could be a gateway program
to Medicaid. So | am sure we will have plenty of discussion
t oday about the inmplications, not just of the benefit stream
[ phonetic], but what it means in terms of health insurance as
well. Although we are not the keepers of the health

i nsurance program that is CMS, our cousin, the Centers for
Medi care and Medicaid Services. W do realize that there is
connectivity, and in particular how fol ks get on the
disability roles and how important it is, particularly in the
content, context of HIV.

So where are we in updating our medical criteria at Soci al
Security in terms of disability generally? W're on a five-
year plan to update all of our criteria. W really want to
keep them as current as possible. Utimately we'd like to be
on a three-year cycle. Unfortunately, not all of our
criteria are that up to date right now, including the HIV
criteria. Paul will explain that we really haven't made
significant substantive [phonetic] changes to the HV
criteria in over a decade. And that's why today is so

i mportant to help us get to the right answer.

A couple of adm nistrative points about today, the
proceedi ngs are being transcribed. We have a
transcriptionist. So it is important that whenever you cone
to a mc you identify who you are and that you al so speak
clearly so that she can transcribe the best way possible.
Really we're building a record, and it's a record that we'll
use to write the standards. So just so everybody is on
notice that today the entire proceedi ng, anything that is
said will be transcribed, so please identify yourself.

We're also going to be fairly careful about staying on time.
We have some wonderful practitioners with us, but our
obligation to themis to get them back to their practices so
they can see patients. Some need to see patients today. So
pl ease, if you do have a time slot, please be cognizant of
that. And we don't want to insult anybody, but we will be
hol di ng up placards, 10 m nutes, 5 m nutes, just so that we
can run the conference on time as well.
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Okay, what | would like to do is bring up Paul. Paul is
going to talk in detail about the current HIV standard. And
again, welcome to the conference. We hope we can be really
interactive. And we're going to try to have a di al ogue
during the various portions on the agenda. Where you see
public input we are going to hopefully have a very thoughtf ul
back and forth discussion. So we encourage your
participation. Thank you.

MR. PAUL SCOTT: Good morning. My name is Paul Scott. | ama
Policy Analyst in the Office of Disability Programs. And I
want to thank you for attending our conference today on the
H 'V infection listings. W are here today to hear your
comments on these |istings.

We have a number of excellent speakers today who will be
presenting information. And we're just very happy to have
everyone who is speaking. And we will have two panel

di scussi ons, one this norning, one this afternoon, that wil
give everyone a chance to present information or to
partici pate.

This morning we will be discussing information concerning
adults, and by adults we mean individuals age 18 and ol der,
and this afternoon we will be discussing information

regarding children, and by children we mean individuals |ess
t han age 18. Now even though this is an SSA sponsored event
we have received a lot of help in putting this together,
especially in regard to finding speakers. I just want to
mention a few names of people that we really appreciate their
help in finding speakers: Andrea Whettle [phonetic], of the
HI V Medici ne Association; Dr. Judith Aberg, who is also one
of our speakers, a Professor NYU School of Medicine; Mark
Del nonte [ phonetic] of the American Academy of Pediatrics;
Cat hy Bowman of the South Brooklyn Legal Services; and, Dr.
Marcy Sedl acek of Montefiore Medical Center. And we al so
spoke to a number of other people and we really appreciate

everyone's willingness to help us.
Now we m ght go through quickly the conference binder, just
so |, we can know it's there. The first half, of course, is

t he agenda, and the second half are speaker presentations.
And these are handouts of the PowerPoint slides of our
speakers today. So you can follow through there or | ook at
the screen once they do their PowerPoints. And they are in
the order of the presentation. Also under handouts we have a
gl ossary of terms that Dr. Nadler will be using in his
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presentation. W also have a copy of the Advanced Notice of
Proposal we're [phonetic] making that we published in March
of this year, asking for comments in regard to our HV
infection listings. And then we have anot her handout for the
adult and child HV infection listings.

We actually have the conmplete introductory text for the

i mmune di sorders, which HV infections are a part of. And we
have 14-1408 [phonetic] for the adults and 141-1408 for
children. Then we have the attendee list. And |I'msure if
you | ook through that and see your name you will agree this
is a very inpressive list of people attending today. And we
have the evaluation formthat we would |like for everyone to
compl ete before they | eave today. We would really appreciate
your feedback.

And al so, we have a couple of brochures in the front of the
bi nder, Disability Benefits and Benefits for Children with
Disabilities. And these brochures provide information
concerning our disability process. And we included those for
peopl e who m ght not be that fam liar with our process,
that's our reference.

Now a brief historical perspective over HIV infection
listing. We did publish in July 1993, final [phonetic] rules
for the i mmune body system that included the HIV Infection

Li stings. Now | didn't participate in that process, so |

feel confortable in saying that over the years we have

recei ved supportive statenments in regard to the listings.

And we actually have an individual here today who
participated in that, and that is Barry Eigen, who was

i ntroduced earlier.

Now |l et's go ahead about 10 years to May of 2003. I n that
time we published an Advanced Notice of Proposed Rul e Making
for the Immune System Di sorders that once again include the
HI'V infection listings. Then we asked for comments on how we
m ght update or revise them Then in, also in 2003 and 2004
we held outreach neetings, simlar to what we're doing today.
I n August of 2006 we published a Notice of Proposed Rule

Maki ng for the Immune System Disorders. And in March of this
year we published Final Rules and they became effective in
June.

Now as a result of this process, and G enn nmentioned this
earlier, we did actually do significant revision to the
i ntroductory text for the HV listings. That's where we
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provi de gui dance for adjudicators. However in regard

[ phonetic] to the criteria or the listings, we only nade a
few changes and primarily those were for clarification. So
basically the listings we have today are the listings that we
published in 1993.

As a result of the comments that we did receive during the
process, and especially on the Notice of Proposed Rule

Maki ng, we did publish, on the same day that we published the
Final Rules for the immune system an Advanced Notice of
Proposed Rul e Making, in which we requested coments on

whet her and how we m ght update our HIV listings. W
appreciate the conments that we received. And as a result of
t hose comments we are here today to receive expert opinion
regardi ng how we evaluate HIV infection, and opinions on

whet her and how we m ght update our |istings. So, again, we
are here today to listen to your coments. And we are very
interested in any suggestions you have on whether and how we
m ght update our HIV infection |listings.

Now | just have a few brief slides. This is the beginning.

I want you to know the creative genius behind this was Barry
Ei gen, including the pictures. So | want himto get ful
credit. Now this is our definition for disability. I'"m
going to go through these slides really quickly. It's a very
strict standard. We require that there must be a medi cal

i mpai rment that causes the inability to work or inability to

do substantial gainful activity - - work. And we have a
duration requirement. That means we expect for the

i mpairment to last for at |east 12 months, either have | asted
or will last for 12 months, or result in death. So that is a

strict standard.

And this slide provides a little nmore information, because
when we consi der whether someone can do any substanti al

gai nful activity we not only consider whether they can do

t heir past work, but we also consider whether they can do

ot her work, considering age, education, and work experience.

Okay, now this is the sequential evaluation process for

adul ts. We have a simlar process for children, but to save
time we're just going through the adult five steps. It is a
series of five steps. And we do stop at any point in which
we can make a determ nation. The first step is we want, we
determne if someone is perform ng substantial gainful
activity. And that is primarily a, determ ned by nonthly
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earnings. And the earnings for someone who is blind is
hi gher because of that's in the statute [phonetic].

The next step, so if someone is perform ng SGA we woul d
determ ne that they are not disabled. But if they are not
wor ki ng they go on to step two, which is, do they have a
severe inpairment. And that really means do they have nore
than a slight or mnimal, an inpairment that has more than
slight or mniml inmpact on their ability to work. So it is
a very low threshold, and most people have a severe

i mpai r ment .

So we go on to step three. This is the nmost inportant step
for today's discussion, because at step three we determine if
an individual has an inpairment that meets or equals our
listings. Now an important thing I want to mention is that
we only use the listings to allow someone, to find that
someone is disabled. W never use the listings to deny
anyone. | f someone has a severe inpairment that does not
meet or equal the listings then we go on to step four. And
actually the standard that we use at step three where the

i mpairments in the listing are severer than the definition
require. But that is because at step three we do not

consi der age, education, or their previous work. And, again,
we never use the listings to not deny anyone, just to allow
t hem

And when we say sonmeone has an impairment that nmeets the
listing, we're saying that in their medical records they have
the findings that are in the listings. Now al so, it's
possi bl e for someone under our rules to, what we call,

medi cally equal listing. And that can occur in different
ways. But one way it would occur is if we |ook at the
records and we don't find the findings that are described in
the listings, but we find other findings that are of equal
severity.

So this is a slide of our body systens for which we have
listings. And the listings are divided into two parts. Part
A, for individuals aged 18 and over, and sometimes we can use
it for children who are |less than age 18. And then the Part
B listings are only for children less than 18 years of age.
Okay. So if someone has a severe inpairment that does not
meet or equal a listing then we do assess their residua
functional capacity. And that basically means we assess what
they can do on a sustained basis.
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Then we woul d consi der whether they can do past rel evant

wor k. If they can do their past relevant work based on their
RFC then we would find that they are not disabled. But if
they can't do their past work then we go on to other work.
And in deciding whether sonmeone can do other work, we do
consider their RFC, what they can do, their age, education,
and work experience. And we do have medi cal vocati onal

gui delines that we use at step five to determne if they can
do ot her work.

And then the next slide is ny favorite because that means |'m
done. So thank you for your time. Again, we appreciate you
bei ng here today. Our masters, Master of Cerenmony is Dr.
Monte Hetland, so | will go ahead and hand it over to Monte.
Thanks.

DR. MONTE HETLAND: Good morni ng.
SPEAKERS: Good nor ni ng.

DR. MONTE HETLAND: I'd like to introduce our first speaker, who
is Dr. Jeffrey Nadler. He is the Acting Director of
Ther apeutics Research in the Division of AIDS at the National
Institute of Allergy and Infectious Di seases. Dr. Nadler.

DR. JEFFREY NADLER: Good norning to you. So ny job today is
really to keep us on time as the first speaker. That's the
i ntroduction. And what | wanted to do was talk a little bit
about historically, | was asked to address H'V from 2003,
whi ch was to the present. And there have been huge and very
consequenti al changes in our medical approach to this
illness. So historically let's |ook back at it.

Remember the disease was first described in 1981 officially,
al t hough some of the first cases were reported in the fall of
1980. Li fe expectancy at that point was six to nine nonths.
When you were diagnosed with AIDS you were basically not
expected to live. And the defining characteristics that were

limting were really laid out pretty well, even in that first
definition. Terms of the opportunistic infections, and again
you have some of the definitions in the handout. | f anybody

is not sure what that means just put a hand up.

We had no antiviral therapy. W didn't even have diagnostic
tests. So our diagnosis was clinical. And we only
recognized it in general when people presented with advanced
di sease. So the diagnosis was not only clinical, but

del ayed. And we had no surrogate | aboratory markers. W
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think automatically today of CD4 counts and viral | oads and
t hi ngs of that nature. They didn't exist. In the early
1980s | ymphocydenunerati on [ phonetic] was an expensive

| aboratory test that had not been validated for use in
essentially any clinical situation.

And so we did see sone early improvement as, especially those
of us in the infectious disease comunity, becane really
better at recognizing the earlier stages of these very severe
illnesses. And also as we came to understand that we could
use preventive therapy, prophylaxis for some of them  And,
boy, was that controversial in the early to m d-80s. And
treat ment, which could be applied, was inmproved with better

di agnosis. We could start treating early enough. And so
life expectancy hugely increased to two to three years. Now
put it in the perspective of the average 25- to 35-year-old

who i s being diagnosed with this illness. Two to three years
of life expectancy is still pretty crunmy.
So opportunistic infections are often severe illnesses that

are rarely encountered unless the i mune systemis

consi derably conprom sed. One of the most common causes of
i mune system comprom se in adults is HV. - - can be
certain types of malignancies, cancers. Medical advances
have substantially inmproved the prognosis of many, but not
all of these opportunity infections. Some still really
remain untreatable or mnimally treatable at best.

And so we can see persistent illness or death unless there is
significant i mune i mrovement. And that's something that
today we often see in HI'V with the use of highly active
antiviral therapy, which is really only fairly active, but
that's not as polite an acronym

Now the i mmune restoration doesn't occur unifornly. It is in
some i nstances not predictable and it's not an overni ght
process. |It's a process that can take years in order to see
it, if it occurs. Now our first big breakthrough was 1987.
That was the dawn of antiviral therapy, antiretrovira

t herapy and zi dovudi ne, or AZT, ZDV, became avail able. Some
of us that had been involved in antiviral research devel oping
some of the anti-herpes agents were kind of co-opted into
this other disease that we were trying to manage clinically
and worked to devel op these new drugs.

We had one drug, AZT. Then we had DDI and DDC and D4T and
3TC, and we used them one after another as the benefit wore

SSA HI'V Policy Conference
Septenmber 10, 2008

8



of f. So a serial nonotherapy. It had very limted effect.

I mean we knew when we were devel opi ng these drugs that

i ndividually their potency was quite limted. So some of us
in the early 90s proposed combinati on therapy, as was being
used in, for instance, tubercul osis and cancer treatnent.
The combi nati on therapy was studied and originally we | ooked
at two drug conbination therapy and then three drug

combi nati on therapies. And in the earliest years of the
1990s the third drug was really interferon, and that was not
very active.

So even with combination therapy we had better effects ‘cause
of greater potency. But the benefit was limted because of
adverse effects of the therapy directly. And that's all we

had. So for many patients it was, well, how many pills can
swal | ow before |I get so sick that |I can't take any nore.
That's not a good approach. And it was still applied in
those patients with the most advanced HIV di sease. So you're
t aki ng sonmeone who is basically pre-termnally ill and trying

to bring them back fromthe brink of death with a toxic,
i nconveni ent therapy, suboptimal.

A maj or advance was the availability of what became call ed
HAART, Highly Active Antiviral Therapy. In 1995 and 1996
protease inhibitors became avail abl e. It was actually
Thanksgi ving of 1995, kind of appropriate, when saquinavir
became the first avail able protease inhibitor. Challenging,
you know, a handful of pills, two, three, tinmes a day.
Limtations in terms of how much food you had to eat and when
regarding with timng of the doses and so on.

And then our further development in early 1996 was indinavir
[ phonetic] and ritonavir. And as one of my patients said to
me, well you've got me on conbination therapy and now | have
to wal k around | ooking at my watch constantly because | have
to figure out, is this the two-hour period where | have to
eat or is the four-hour period where |I can't eat so that |
can try to take nmy next dose on schedule. And it was really
chal |l engi ng because with nultiple pills as well. So we knew
we had to do better.

So in 1996 and in to 1997 we really devel oped the non-

nucl eosi de reverse transcriptase [phonetic] inhibitors,

navi rapi ne and efavirenz were the |l eaders, if you will, in

t hat, although there were others that we used in the clinic.
And the result of using these combinati ons was a huge
decrease in nmortality and nmorbidity that followed the
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initiation of therapy. But it was very difficult for
patients to sustain these regimens. And it was chall enging
for us as providers to try to figure out how do we deal with
the complications.

In addition to this at about the same time, actually a little
bit before, we had new | aboratory diagnostics. And we were

able to diagnose and monitor the di sease better. So the
original 1987 approval of the HIV ELIZA [phonetic] test,
whi ch was devel oped for screening bl ood. It was widely
applied in the late 80s. MWhen |I think back, | believe that

was only the second clinical use of ELIZA technology. The
first was in the diagnosis of hepatitis B.

Then in 1989 and in to '90 this techni que of polynmerase chain
reacti on was devel oped by crazy Kerry [phonetic] and we
rapidly applied that for quantitating the H'V viral burden.
In addition, in the |late 80s we had really achieved a pretty
good standardi zati on of our monocl onal anti body techni que for
guantitating the different conponents, at |east the gross
conponents of the immune system the CD4, and CD8. And so we
were able to apply that as well.

And so now we had quantitative measures telling us how
rapidly the i mmune system was becom ng inmpaired, how
severely, and how i mproved it was becom ng with therapy. And
we al so understood the flux of that in relation to the amount
of virus using the PCR technol ogy. It's fascinating to ne,
havi ng been in medicine since the m d-1970s actually, that
monocl onal antibody technology led to a Nobel Prize sone
years after it was originally described, in 1986, '87, excuse
me, '76, '"77, '78. And then we applied it in clinical
practice 10 years | ater.

And the same thing, PCR took two to three years to cone from
t he discovery end, publishing of that test to application in
clinical medicine. And CD4 counts, and CD8 enuneration had
been cooking for awhile using that new technol ogy of

monocl onal anti bodi es. But it was 10 years into the disease
where we were able to say we've got enough standardi zation to
be able to apply them in managenent.

Here's the consequence of what we saw. So the 1993
definition, which is what SSA |argely uses, what we saw was

t he number of deaths as we noved into the early 90s to m d-
90s with dual conbination therapy stabilized. But with the

i ntroducti on of HAART we had a huge decrease. OCkay. And the

SSA HI'V Policy Conference
Septenmber 10, 2008

10



nunmber of cases also stabilized and began to decrease. These
are the cases of AIDS, because we were able to diagnose the
di sease earlier, before full-blown AIDS devel oped, and treat
it.

The consequence, however, is that people are living with HV
now. And this line of the preval ence of HV infection, and
this is actually the preval ence of AIDS in the United States,
i ndi cates one of the consequences of early diagnosis and
better therapy. People live with it and they live |onger

with it. And we actually know that the preval ence of HIV
infection is well over a mllion in the United States today.
And fromthe | atest CDC figures, which they did another re-
estimate, if you will, of the number of cases that they've

been reporting of 40,000 per year new cases since 1990, and
we know that that represents probably at |east a 40%
undercount. So add a lot nmore to some of the published
figures.

So what are the issues that we have with HAART, with Highly
Active Antiviral Therapy? So we've seen increnmental

i mprovements from 1996. What we don't with [phonetic], and
this can be disabling as well, is the prom nent adverse
effects of therapy, gastrointestinal intolerance, diarrhea in
particular, and it's chronic. Anem a, |argely associ ated
with AZT but not exclusively. Disfigurement, that fat

redi stribution syndrome that we call |ipodystrophy, which is
a bad termto a clinical. It can be that loss in the

peri phery, which can make the muscles and veins | ook much
nmore prom nent. I had a patient in clinic |ast week who
said, oh, is that why my legs |look this way? And he refused
to get off his D4T when | offered himan alternative. And

al so fat accumul ati on around the m d-section, buffalo hunps,
et cetera, and there are lumpy fat deposits that can occur as
wel | .

So wasting is also a characteristic, and it's nore than just
the fat loss. And a |ot of these things we now understand
are a toxicity that really hadn't been well characterized
before. And it's what we call mtochondrial toxicity. And
t hat some of our drugs, in particular the thym dine based
nucl eoside inhibitors, AZT and D4T and to a | esser extent
DDI, which is not a thym dine, were causing abnormalities of
the mtochondria of the cells. Mtochondria are the energy
power houses. And if those get sick there's a finite ability
for recovery. And so you may have some individuals who are
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exposed to some drugs that cause this toxicity who are |eft
with a permanent inmpairment.

So we needed better drugs. And starting at about 2000, 2001
we started seeing some major improvements in the drugs that
were available to us as HAART. These drugs had reduced
toxicity. They had much better tolerability, and most of

them also were a | ot nore convenient, in fact, to the point
where today we have one drug, which represents a conmbination
of three in a single pill, which can be taken once a day.

And it's probably the nmost commonly prescribed initial
therapy in the United States.

So we devel oped nore potent agents, with inproved durability
of response. So we were getting better suppression of the
virus. And then depending on the immune systems' ability to
repopul ate itself we may or may not get improved inmmune
recovery. And al so, because these drugs are nore tol erable,
letting patients take them nmore regularly with fewer side
effects, as well as more convenient we're seeing durability
of the response.

And we've had further inprovements in |aboratory monitoring,
the ability, for instance, to measure the quantity of virus,
which was initially 10,000 copies, then 1,000 copies, then
400 copies, and now 50 copies is widely avail able as the
commercial standard. And in research we have single copy
assays that we use. I'm not sure that those are likely to
come into clinical use, but in research they are

And then we al so have some di sease issues that we have to
consider. Unfortunately, the virus nutates very rapidly.

And many of these mutations can cause resistance to devel op,
and that in turn can conprom se the response. W also, as
people live longer, have the enmergence of new opportunistic
conditions that we may be knew about but didn't worry about,
for instance, hepatitis C, chronic hepatitis Cin particular.
Peopl e died before it became mani fest before, but now they
are living long enough so that liver conprom se is overlaid
on top of HIV disease. And it's an extremely comon probl em
for us.

We also see premature death, much of which we don't

under st and. Is it due to HIV and the i mune activation of a
chronic infectious process? O what's the contribution of

t he natural processes involved here? So we have a popul ation
that's aging with HIV. Let's see if we can, |I'm not, here it
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iS. So are the elevated |ipids, which we know can be caused

by some of our medications, |ipids meaning chol esterol and
triglycerides, et cetera, which we also know are predi sposing
factors for heart disease. Is that due to the disease? |Is

that due to the drugs? Or is that due to the aging of the
popul ation that's living with HV? And froma disability

perspective, does it matter? |If you ve got heart disease,
you've got heart disease.

Unfortunately, many of the morphol ogi c changes, the

m tochondrial toxicity and disfigurement these are not,

| argely not, reversible. So that disfigurenment that may | ead
to discrimnation, et cetera, is a persistent feature we're
[iving with. W also know that some of our drugs can cause
abnormalities of glucose regulation. And the consequences of
that is intolerance of glucose and a higher rate of diabetes
and pre-di abetes. And we're seeing, again, how much of that
is due to the disease, how much of that is due to the drugs,
how much of that is due to the fact that we're just getting
fat and old with H 'V infection? And does it matter fromthe
perspective of disability?

Anot her problem that we're increasingly recognizing is the
probl em of decreased bone m neral density. Now in the
disability world there's a better appreciate, | think, than
in most of the clinical world, that if this is severe enough
and if it results in fractures or frailty that there are
adverse consegquences beyond just the fractures. There's a
di sability that can occur. W are also seeing some patients
who devel op neuropathy as a consequence of some of the drugs
t hat they had neuropat hies, abnormal peripheral nerve
function. And we know that nuch of this is persistent as
wel | .

Chronic hepatitis C, | already nentioned. W are also seeing
an increased rate of malignancy, cancers, both AIDS defining
and non- Al DS defining. And the question, again is, is it due
to the immune activation of AIDS? 1s it due to aging with

HI 'V infection, and does it matter? Perhaps we need to
rethi nk our definition because we include certain | ynmphomas,
but not others which are nore conmon, |ike Hodgkin's disease
is not an AIDS defining condition, and yet it clearly is
increased in the HIV popul ati on.

And t hen another important point is that we're seeing subtle,
very often, cognitive inmpairments. Our ability to function
intellectually in the sphere around us, we may call this
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m nor cognitive notor disorder. It's a | ess severe set of
conditions than the original AIDS dementia conditions, per
se, but it's definitely a problem And when you add in
depression, and |I don't want to get in to the psychiatric
aspects, when you add in depression which is due to a
stigmati zing di sease, et cetera, is that exacerbating the
process.

So, let's see, a few other things just to point out here and
then I'mgoing to stop and we'll go forward. We don't have a
good estimation, even, of what is the effect of HIV in an
agi ng popul ation. MWhat are the interactions? We certainly
know t hat as people live |longer that they are likely to have
ot her medi cal conditions that need treatment. So

pol ypharmacy, multiple medications beconme a problem drug
interacti ons become a problem nmanagenent is nore
conmplicated, inconvenience and cost are increased, and
there's a potential for adverse affects from medication
complications.

And so | think there are two key points. One is that there's
a disproportionate affect on mnorities, which are, in fact,
di sproportionately infected, with H'V and represented in the
epidemc. And there's also a shortage of benefits. Mor e
people living with H'V, the pool of resources available is
not i ncreasing. How do we triage it nost affectively? And
the discrimnation issues have not gone away. Ckay.

[ Appl ause]

DR. MONTE HETLAND: Thank you, Dr. Nadler. It hasn't happened
yet, but | was supposed to rem nd people to turn off their
phones, on buzzer, or silent. OCkay. Our next speaker is Dr

Judith Aberg, who is the Director of the South Manhattan
Health Network at New York City's Health Hospital Corporation
at Bel |l evue Hospital. She is also an Associate Professor of
Medi ci ne at NYU School of Medicine.

DR. JUDI TH ABERG. Thank you, Monte. | apologize, | have a little
bit of allergy going on and hopefully ny voice will last the
whol e day. I'd really like to thank Christine Lubinski and
Andrea Whettle at the HIV Medicine Associate and the SSA for
inviting me today. Jeff, | want to thank you too. It was a
fabul ous overview of what's gone on with HIV and how t he
| andscape is changing. And |I'mgoing to spend a little bit
of an introduction going over this.
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But we've heard how we went from a devastating disease to now
one that's more this chronic manageabl e di sease that people
can possibly live out their full life time. But that's not
why we're here today. W're here today because there are

t housands of people that are still living that devastating

di sease. And as Jeff was hinting upon, | think, is the
stigma. That stigma remains such a huge barrier and that's
why patients aren't accessing care and being identified
earlier on. And | wish if we could find anything it would be
a way to cure that stigma so that we could reduce that
barrier and get people into care.

So as Jeff mentioned, there have been remarkabl e advances in
H V treatment. And yet, only 50 to 60 percent of people
respond to antiretroviral therapy. |In some of the new
cherry-picked clinical trials you may see that in sel ected

i ndi viduals that at 48 weeks, sure 80% of the people are
respondi ng. But we don't see 100% responding. And it conmes
to the issues that Jeff mentioned. Maybe it has to do with
side effects of the medications. There could be drug
interactions, et cetera.

Many people in the United States with HI'V and AIDS are still
di agnosed late in their disease, and |I'm going to go over
some statistics there. And the Institute of Medicine
estimtes that nearly 50% of people with H'V and AIDS in need
of therapy are not receiving it.

Now this was a presentation given a year ago | ooking about
who really is eligible for therapy. So if you look in the
United States, the estimted number of people living with HV
and AIDS is 820,000. And of those that are eligible, neeting
criteria set by national standards of being on therapy,

480, 000 are eligible, but yet only 340,000 are actually
estimated - - in care. And of those in care, only 268, 000
are on therapy. So we have a long ways to go here of getting
peopl e on appropriate therapy.

The ot her issue is when you start |ooking at how | ate people
are presenting and where they are in their stage of the

di sease at time of diagnosis. This is data collected from 35
states, and you'll notice that 39% are di agnosed with Al DS
within 12 months of their HIV diagnosis.

What about when do people start therapy? So if you think
about it, here we have all these medications, we have al
t hese programs, the Ryan White Progranms for people to access
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t herapy, but if you |l ook here you'll see what the starting
CD4 count is at the tinme people start therapy. Our

gui del i nes now recommend that individuals start HIV

medi cations at T-cell counts of about 350, 187, that's

al ready an AIDS diagnosis at that tinme. And you can see
compared to the rest of the world we're not that much better,
and we shoul d be. Ri ght? We have much npbre access than Sub-
Sahara in Africa. And yet we see nunbers increasing here.

We still remain here.

And that brings me back to ny first point, because | think
part of this is the stigm of people not wanting to get
tested. They are afraid to get tested, or if they find out

t hat they do have HIV that denial phase and trying to really
access care remains difficult. Late diagnoses make a big
difference in the outcone of our patients. In one study from
South Carolina Health Department they |ooked at HIV cases
from 2001 to 2005 and 41% of individuals progressed to Al DS
within 1 year of their diagnosis.

The New York City Department of Health, a Study by Judy
Sackoff and David Hanna, they noticed that patients diagnosed
with AIDS at the time of the initial presentation were 55%
more likely to die of an HIV related cause. And more than
50% of those deaths occurred within 4 months of being

di agnosed. So people are entering care very | ate. It's too
late. And trying to turn around and inmprove in those

i ndividuals is difficult. So the listings that you are going
to see, that | am going to go over, some of the medical

di agnoses, really unfortunately reflect the state of too many
i ndi viduals that are presenting in the United States.

Peopl e are diagnosed late with HIV. They are nore difficult
to treat. There have been several cohort studies that have
shown that individuals who take HIV medi ci nes when their T-
cell counts are | ower than 200, experience nore side effects
to those meds. So therefore, they're less likely to take
them  They are already very sick, advanced, and then they

t ake these medici nes, and as Jeff nmentioned, can have

neur opat hi es, diarrhea, and the |ist goes on and on of these
side effects. Yet, if you take these nedicines at an early
st age people have |l ess side effects. So, again, it's that
key of getting people into care earlier.

These individuals experience the sane disease as it was in
the 1980s. There is no difference. You're comng in |late
di agnoses. | work at Bellevue, which is one of the city
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hospitals. | can tell you, we still have an AIDS ward and
that AIDS ward really isn't nuch different than that AlIDS

ward was in 1987. People are comng in with pnuenmocystis

[ phonetic], they are comng in with progressive neurol ogic
decline, they are comng in with wasting.

They are less likely to actually receive the full benefit.
Again, the studies that | mentioned earlier, have shown again
t hat people that start antiretroviral therapy with T-cel
counts less than 200 are less likely to gain that benefit of
an increase in CD4 count. So again, it's, you know, you're
totally behind the eight ball there if you start therapy when
your T-cell counts are less than 200. You can have nmore side
effect to those medicines making it nore difficult to adhere
to, plus you're not going to get all the benefits of those
because we don't see the immune response com ng back fully in
t hose cases.

So other factors conplicating treatnment, as many as 76 to 90
percent of patients in treatment are resistant to at | east
one drug. Now sone of this was all |earning experience, as
peopl e who were di agnosed years ago and we had limted

t herapi es, people were essentially given sequentially

monot herapy. So they were given AZT, if that didn't work we
added one on. And now so what we're seeing is people that do
have resistant virus that we cannot control effectively with
antiretroviral therapy transmt that resistant virus to

ot hers.

And in New York City now there have been a few cases of

i ndi vi dual s who have required a resistant virus that none of
the drug classes were effective in until recently, with the
addition of two new classes this year. Ef fective suppression
of HIV requires strict adherence, sone people say even
greater than 95% adherence. How many people in this room are
supposed to be taking a nmulti-vitamn or a blood pressure
medi ci ne and you m ss a dose or two? All right, you mss a
dose of a vitam n, you're going to be okay. You mi ss doses
of your HIV meds, the virus can nutate and you can wi nd up
with resistance. So it requires that really strict

adherence.

And then there is something called the Inmune Reconstitution
I nfl ammat ory Syndrome which really can conplicate therapy.
So what is this IRIS? IRISis a response that you get to a
pat hogen specific. So that you may have some [phoneti c]
clinical disease, you m ght have sonmething |ike cytomagal o
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[ phonetic] virus but you don't know it's there. And then
what happens when you take these antiretroviral therapy,
you're inmmune system all the sudden conmes alive and it goes,
oh, there's cytomagalo virus there and they get an

i nfl ammat ory response. And the next thing this person has
visual difficulties. So you can imagine one of the
conplicating problenms is that if a person that, they're not
feeling so well but they're not so sick. So now you give
them these HIV medi ci nes and they up having the side effects
fromthat, but not only that now all of the sudden they have
pneunoni a or they have |ynph nodes that they didn't have
before. And so then you hear, those HIV medicines nmade me
sick. And then you have to try to confront the comunity
about explaining that this was a response of the immne
system and it's actually a response signaling that it's
getting better. But sometines with an I RIS event what
happens is you actually get worse before you get better.

So let's now go over the actual, sonme of the actual listings.
So bacterial infections, one |I think nost of the audience is
famliar with is tuberculosis. And HV patients with

pul monary tuberculosis are five times more likely to die
during anti-TB treatment than those that are not HIV
infected. Now that comes from CDC surveillance data. [''m
goi ng back from 1993 to 2005. But those estimates are still
true. And certainly what we're seeing in the world
internationally, | would even say it was probably higher than
five times. That is because patients have weakened i mmune
systenms, therefore, they're at increased risks for acquiring
TB.

We don't really know what the optimal treatment for TB in HV
infected patients really is. And | find that amazi ng, but so
many of the diseases that we treat anong those with HIV are
based upon studies that were done in people that did not have
HI V. And so there have not been really new treat nent
strategies |ooking at what would be the optiml therapy

t here.

The other that makes it more difficult is that one of the
preferred choice drugs for the treatment of TB is a

medi cation called Ri fanpin, which causes serious drug
interactions with HV medicines. So this conplicates it even
further. And then TB nore than probably any of the other
types of infections is one of the nost conmonly associ at ed
with that IRI'S that | tal ked about. And so the whole issue
of when can you start antiretroviral therapy in the setting
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of TB still remains unknown. And there's a |large study

t hrough the division of AIDS that's ongoing now trying to
address that question. Because there is actually a risk of
mortality, increased nmortality with one starts antiretrovira
therapy at the same tinme that you start treatment for TB. So
that timng is really critical and we still don't know what

t hat actual timng is.

Ot her bacterial infections can cause significant disability,
somet hing kind of new in town. Although, methicillin
resistant staph aureus has been around for a long time, we're
starting to see nore and nmore reports of this, particularly
among men who have sex with men. It requires prolonged
antibiotic treatment. This is really difficult to manage.
can't tell you how many patients | have that just keep

havi ng, what | think are recurring abscesses but | question
whet her or not we're actually being able to eradicate that

i nfection.

So rather than really use the word recurrent, | really think
in this case, this is one of those persistent, they harbor
this methicillin resistant staph aureus and it keeps com ng
out. And the other danger to this is that it can be

transmtted from person to person. So we're seeing clusters
of people comng in that have this disease. And it can be
difficult to manage, and it frequently requires
hospitalization with IV antibiotics.

Clostridiumdifficile is another pathogen that's associ ated
with antibiotics. Essentially what happens is when you take
anti biotics for one thing you wi pe out the normal bacteria in
the gut, and this one organismcalled clostridiumdifficile
overgrows and produces a toxin causing this diarrhea. And
this is more common anong those with HI'V. And it's reported
now to be one of the mpst common causes of bacteri al

di arr hea. And it's been, again, more difficult to treat.
You think you have it under control. You stop the therapy
and it comes right back again. This also can be transmtted
from person to person

So one of the things is then to consider then changing the
terms, and how do you define severe? Severe | think is
really difficult, and | think Monte did a great job of going

over the definitions and all. But what is severe to one
person may not be severe to another. So trying always to
objectively classify this is really important. And, again, |

think the word recurrent, recurrent really is not comonly
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used in HIV because it's not that we ever seemed to be abl e

to get rid of it. It's always there. It's refractory to
treatment. You treat it. It seems like it's getting better,
but if you ever take that treatment away it's really there.
So that's why | actually prefer. And in my notes | use

refractory and persistent.

And | think as clinicians this is an important nessage to
get. I think one of the things that's really inportant with
working with SSA is that we have effective communication. W
need to know the | anguage that they need to know. And they
need to understand the | anguage that the clinicians use.

And, you know, source docunment is everything. And you know
years ago physicians weren't so good. | remember when | was
in San Francisco, | had one coll eague that would wite in his
note DWNC, and |I'd go what is this. And it was, doing well,
no conplaints. But you can imagine, you know somebody
reviewing a chart is not going to know what that means. So
as a clinician | need to be really thinking about somebody
else is comng in reading that chart that they understand
what |'m sayi ng.

Fungal infections are |ess common but we still see them
Cryptococcal meningitis is a live and well, unfortunately, at
Bel | evue. We probably see about 30 cases a year. Yet, we
keep hearing about how this disease is going away.
Cryptococcal meningitis, the last review | read still showed
that there's a 15% nortality at 2 weeks. That's about what
I'm seeing at Bell evue, unfortunately. Pati ents that have
fungal diseases are just as ill as they were in the 1980s.
PCP, pneunmocystis pneunmonia, is still the most common
opportunistic infection.

And 70 to 80 percent of our patients respond to treatnent,

but we are unable to predict who is going to respond. You
know to paraphrase Dan Quayle, you know the problem with
predi cations is that they always occur in the future. So,
you know, | don't know |l ooking at somebody who is going to
get better. And it is a day to day judgment. And so it gets
very difficult in the beginning to say, what is their 12
mont h outcome. | don't know what their 12 month outcone
really is.

What about protozoan and helm nthic infections? Again,
patients have weakened i mmune systens, they're nore
susceptible to parasites that are benign to others. G ardia
is a great example, if you remenber President Ford had gone
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skiing in Colorado and he ate dirty snow and came down with
giardia. You know, so he had diarrhea for a few days. Our
patients get giardia and it can last for months. And you

know what |'ve found is |, |lots of times, have to use even
double or triple the doses that you normally would prescribe
for somebody that doesn't have HIV. It's very difficult to

control for some patients.

And we don't have good medi cations for many of the intestinal
parasites. And, again, you're unable to predict who responds
to treatment. So | just saw a gentleman the other day who is
33 years old, he was tested 2 years ago, he was negative.

And he came in because he had over a 10% wei ght | oss and has
all this chronic diarrhea, and we did all the studies, and
the only thing we came up with was something called

bl astacysis [phonetic]. And blastacysis, for the nost part,
isn't considered a pathogen.

We decided to treat himfor this anyway just to see what will
happen. But what he really needs to do is go on HIV
medi ci nes, which we just sent off his genotype to see if he
has any resistance. But if you asked nme right now, what is
his outcome. | don't know, this gentleman has actually | ost
about 20% of his body weight in 6 weeks. Now 10 years ago |
woul d say, probably not. I''m hoping he's going to have a
good outcone. I''m hoping we're going to start him on
medi ci nes when his genotype comes back and six months from
now he's going to look like the man he was a few years ago.

But this is where we get into that, where do you say, what
can | say. And it's just kind of a day to day | ook and we're
just going to have to see how he responds on therapy. But
I'"'msure |'mgoing to have that phase right now. He can't

wor k. How do I fill out that fornm? And I think that's what
I'd like to see on some di scussions about ...

[ END TAPE Mz000015. MP3]
[ START TAPE MZ000016. MP3]
DR. JUDI TH ABERG: ..how we address those i ssues.

Viral infections, herpes can still be disabling. | can't
tell you how many individuals | see that come in with these
super-inmposed bacterial infections. They can't even sit
down. It's a chore getting up out of bed, having to go to

t he bathroom  Many of these individuals have gone on course
after course of acyclovir and they are resistant to
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acycl ovir. So they actually have to be hospitalized to get
IV medications to treat this.

Anot her illness that |I'm seeing nore of, unfortunately, is
progressive nultifocal |eukoencephal opathy, which is a
neur ol ogi ¢ di sease caused by JC virus. The problemis, this
is one of those IRIS events. People don't know they have the
JC virus. They have |ow CD4 counts. | start them on
antiretroviral therapy. Their T-cell comes up to 200, 300,
and all of a sudden they can't walk, their memory is gone.
And then we find out, we do the scans, and we find out they
have this PML. Well what's the treatment of PML? The

treat ment of PM. has been that you get antiretroviral therapy
and you get [phonetic] up the T-cells, and the T-cells then
control this virus.

But what happens to these people that get high T-cells and
the PML flares as this IRIS event we don't have any
treatments for this and it is devastating for these

i ndi viduals. And everyone |'ve seen has been dead in a
coupl e of nonths.

Hepatitis Cis, as Jeff has nmentioned, you know, about 30, 40
percent of my patients have concom tant hepatitis C. It
makes it difficult to treat HIV because they have hepatitis C
that affects the liver. All these drugs are metabolized

t hrough the liver. So you go kind of in this vicious cycle.
And then - - the question, can you treat the hepatitis C
first and then get that under control, then you can treat the
H V? O do you try to treat the HIV and then you can treat

t he hepatitis C? And, again, we don't have answers to these
things. And we have limted therapies.

One of which is, a really difficult drug to treat, give is
interferon, which is contraindicated in people that have
psychiatric disturbances. So many of our patients that have
hepatitis C also have nmental health issues and they cannot
tolerate the medications for this, and the outcome with this,
again, is just increasing. If you ook at the nunmber one
reason over the past couple of years of people with HV the
number one cause of death has been end stage |iver disease,
predom nantly from hepatitis C co-infection.

So we really are suggesting that there be strong

consi deration to add hepatitis Cto the |listing. And, again,
I think I've gone through all these reasons of why that
shoul d be.
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| apol ogize, this is really hard to read, but | couldn't
figure out a way to get this graph out from Annals without
all the footnotes attached. But essentially what we're
seeing now, as Jeff mentioned, is this increase in non-HIV
related malignancies. Of note, the previous study I
mentioned with David Hannah and Judy Sackoff was that |ung
cancer in particular, even when you adjust for smoking it's
several times higher in the HV popul ation conmpared with the
non- HI V popul ation. So we're starting to see the traditional
or the common cancers occurring in those individuals. For
reasons that are unclear, and how does this relate to their

i mune systens.

So different ones, again, that | think about. So the non-HV
related malignancies are increasing like lung cancer. W're
seeing nmore and nore of the human papill omavirus rel ated
cancers and then the side effects fromradiation. So people
have genital warts, you get a malignant conversion, they now
have squamous cell carcinoma of their penis, of their rectum
and then you have to get radiation therapy. W're seeing

i ndividuals they suffer fromwhat's called radiation
proctitis. So essentially what's happening is the skin in
the rectumis just sloughing off, which causes, it just
unbear abl e pain with, especially with defecation.

We're seeing nore and nmore malignancies as we're having
advanci ng HIV di sease. And now there's this question, even,
is it related to IRIS. Could it be in people with advanced
di sease that when you start antiretroviral therapy are we
acting some type of cancer genes or something within the body
that's promoting cancer devel opnent? So these individuals

t hat have been living with their low T-cells, you know, |ess
than 100 T-cells for 3 years, now all of a sudden we've got
more effective therapies, we' ve put them on these

medi cati ons, and the next thing we know we're seeing

Hodgki n's | ynphoma, we're seeing |lung cancer, we're seeing
these HPV rel ated cancers.

And 1've been seeing quite a nunber of these HPV and you

t hi nk, oh, well they're just skin cancers. But, again, the
complications of treating them have been really inpressive.
And then again, this questionable association, one of the new
medi cati ons that just came out, maraviroc, which is a CCR5

i nhi bitor has not really been seen so much with this. But
there is a little bit of a trend with that and another drug,
raltegravir, again, of seeing these malignancies. There is
an investigational drug, vicriviroc [phonetic] which was nore
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associ ated with this. But, again, the question is, is it
really the drug or is it the fact again that these are
patients that are severely i mmunoconmprom sed and for the
first time their inmmune systemis comng alive and they're
recogni zing some foreign antigen and then a cancer is com ng
out .

Conditions of the skin, we talked a little bit about staph
aureous al ready, but we see other skin conditions. I have a
gentl eman right now that's in the intensive care unit that
has psoriasis. He has really bad psoriasis. W have treated
his H'V. W got the HIV under control, but he keeps getting
super-inmposed staph infections with that psoriasis. So he
presented again because one of the scales on his |legs got a
skin infection. And within a matter of 24, 48 hours he was

in septic shock and he's in the intensive care unit. So we
still continue to see that it's really difficult in some of
the i mmune - - skin conditions |like psoriasis. How do we

prevent them from getting these recurrent skin infections and
ultimately preventing bacterem a, septicem a, and death?

Ot her conditions, these are the toughies. HI V wasting, what
is H'V wasting? The gentleman | told you about before that
came in with this big weight |oss over six week, the

bl ast ocystsis was there, do | think it's real or not? |

don't know. | don't really think so. | think it's about his
advanced HIV di sease. But how do you describe that? You
know, what definition should we have? Greater than 10%

i nvoluntary weight loss is a good one. You know, but what
are the other manifestations? You know, how do you descri be
| oss of muscle, you know, malnutrition? You can | ook at the
total proteins, the album n content. So there's various ways
of 1 ooking at wasting. But wasting isn't gone. Peopl e say,
oh, we never see HIV wasting anynore. That's not true. W
still see this.

Di arrhea, what is diarrhea? |If |I went around the room every
person in here would give me a different definition of

di arrhea. And what's diarrhea to you, you know maybe it's
fine in your particular job because you're sitting there at a
desk and you can go to the restroom But what about, even if
it's three | oose stools a day? |If you're that local truck
driver and you're sitting in traffic in the m ddle of
Manhattan and you've got to go, where are you going to go?

So you really need to put it into the perspective of the

i ndividual. So diarrhea is something, | think as a
clinician, it's always hard for me to get a handle on what is
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diarrhea to one individual versus another and when does it
really affect one's ability to function.

Fungal sinusitis, again, we're not seeing as commonly. But
as people are on antibiotics for other conditions they get
t hese super-imposed fungal disease. And if you look in the

SSA definitions there is that resistant to treatnment. VWhat
does that mean? |'ma clinician, | see resistant to
treat ment, because |'m doing so much HIV, | think resistance

is about rnmutations and so you've got to come up with other
drugs. Resistance to treatments meaning that they didn't
wor k? The patient doesn't want to take the therapies? |
mean so | think, you know, just a little bit more clear on
what do we mean when somet hing doesn't respond to treat ment
rather than using the word resistant.

And then there's the repeated mani festations. And | think
this helps us a |ot as clinicians. | see this quite a bit is
again these signs and symptoms that are difficult to really
gualify and quantify. So patients feel mal aise, fatigue, the
met abolic syndrome, you have distal sensory pol yneuropathy.
How does one, again, function with that versus somebody el se?

So what's a debilitating fatigue to one individual may not be
so to another one. And this is, again, where | think it's
really important to have effective comuni cation because
seeing fatigue on a chart, just positive fatigue, | don't
know what that means. Positive fatigue that it's
debilitating, patients not able to stay up for, you know, so
many hours, or you know can't even concentrate to read a
newspaper. Those are the things that are really helpful to
know.

So, therefore, that's why | think it's really inportant that
we recogni ze the validity of the HIV treating physicians'

obj ective eval uati on. I"msitting there with a patient that
I've known, |'ve seen them | know what, | got a better sense
of what they're capable of perform ng, how do |I put that on
paper so somebody el se can interpret that? How do you know
that there isn't some mani pul ati on one side or the other?

You know, and so | think there's always a little bit of blanme
gane. Soneti mes people get in, patients get angry with nme,
you know, | didn't get this. You know, and | have to be
honest and say, actually, | don't think you qualify for this.
You know? Because | don't see that this really is causing
you a change in activities of daily life.
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On the other hand, it's very frustrating to me when the
reverse happens. \When sonebody gets denied and I'mli ke,
this person can't work. So, you know, | think, again, this
is where the communicati on comes. How can we better define
terms and really getting that trust that you know if such and
such person says this is what it is that's what it really is?
And | think we need to explore about ways that we can

communi cate this better.

Mental illness I'm not going to go into a | ot because Dr.
Cohen is going to be speaking about this. But, boy I tell
you, this is a huge problem for us. Ment al health illness
really complicates matters. It complicates adherence to

medi cati on. You know just even apathy, you know, can you get
up, can you even take those pills. You know? Looking in the
m rror and then you see these pills. Can | get themin ny
mout h? And so Dr. Cohen's an excellent speaker on this and |
am going to differ further comments about mental illness to
her.

And finally, with the H V Medicine Association they define an
HI V expert really as those that provide continuous and direct
medi cal care to at least 20 patients with HIV over the past 2
years and conplete at |east 30 hours of continuing education.
And 1'd really encourage that there be more dial ogue between
SSA and the clinicians who are doing this. And have people
that are truly HIV experts review those charts to assist in
really trying to decide whether or not people qualify for it.

I just want to end about this predicting, because it is very
difficult. And |I've | ooked back over the 20 years and | can
only think of three times that my predictions really were
wrong on how | thought somebody was going to turn around.

And it just recently happened to me. So does everybody
recall the novie with Mel G bson, "Forever Young"? It's
where he's frozen in time, you know, he's frozen and he cones
back 50 years later. And he agreed to do this experinent
because his fiancé was hit by a bus and he thought she was
dead. And when they wake himup he finds out she never died.

And, you know, |'ve seen this movie 20 tinmes. | still cry
each time. It's like one of ny favorite nmovies, and it's a
silly nmovie. But | went in a roomthe other day, and it
wasn't nmy patient, it was a patient that came in because she

had just started therapy. She is recently diagnosed. And
she had, quote, unquote a drug rash. And |I walked in the
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room she's a Mandarin speaker, and she got this whole gl ow
about her and everyt hing.

And she started chatting away. And the translator said to

me, she remenbers you're the doctor that took care of her
husband. So | proceeded to go over there and | held her

hand, and | was like, you know, |I'm so sorry that was such a
difficult time and all. And in my mnd | remenber | sent him
to a chronic care facility here in the city because | knew he
was going to die. So I'm going on. And the translator is

goi ng, and then finally the translator |ooks at nme and says,
you know her husband's doing much better. So those are the
great stories.

So, as a clinician |I'd rather have those couple of times
that, man, | was wrong and those people flip around and
they're doing better. And, although, he's not out of the
woods yet, | amso glad for those events. And so | hope
you' Il understand the few times that nmyself and others do
make that wrong classification. But | think, again, it's
better to err on that side than to do the reverse and not
have somebody quality and they continue to spiral down. So
t hank you so much.

[ APPLAUSE]

DR. MONTE HETLAND: Our next speaker is Bebe J. Anderson. She's
representing the HIV Project as the Director from Lanbda
Legal Defense and Education Fund, Ms. Anderson.

MS. BEBE ANDERSON: Good morni ng. I''m happy to be here and | want
to thank the Social Security Adm nistration for putting on
this program and for inviting me to present information about
coments that were actually submitted by a group of
organi zations that | will talk about those today.

The process has already been mentioned, by Paul Scott
earlier, about the original advanced notice sort of proposed
rul e maki ng and then proposed rules, then final rules, and
now this current advanced notice for proposed rul e making.
And in each instance a group of advocates, |ayers, others who
work with people with H'V who try to get Social Security
Disability benefits got together and put conbi ned coments
and submtted those to the Social Security Adm nistration.
And with the final rules that were issues in March of this
year there were some inportant changes that we were happy to
see, that were changes that this group had asked for, which
i ncluded, of course, retaining the specific HV listing, but
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al so some of the reorganization of sections 14.00 and 114. 00
reflected sonme of the coments that were specific to HIV,
even those these were general comments applicable to all of
the applicants with disability benefits.

And in particular there was an expanded di scussion of
treatment related topics, including specifically mentioning
the variability of individuals' responses to treatment, which
is, of course, a very important issue for people living with
HI V. The difficulty of distinguishing side effects of

medi cation and treatment from the side effects of the

i nfections, which makes it conmplicated for people living with
HI V applying for benefits. And the fact that side effects of
treat ment may themselves result in functional limtations.
And then also | anguage, specifically mentioning, in reference
to difficulty of adhering to treatment, mentioning HV
situations as an exanple of that. So those were inportant
changes in the final rules, but certainly some further
changes are needed in the specific HV listings.

So, once again, Lanbda Legal convened a working group, but
the credit, this was really very much a joint effort and the
credit goes to all of the groups that worked on it. And so
we pulled together a group of, as | said, advocates and
others to try to use the know edge that came from working
with people applying for disability benefits and the
difficulties seeing those claimnts' experience and the
responses that Social Security Disability Exam ners and

Adj udi cators have had to clainms of disability for people
living with H'V. And then also sought to pull together

medi cal references to support the various coments.

The groups in the working group were representatives fromthe
Al DS Law Project of Pennsylvania, AIDS Legal Counsel of

Chi cago, the Disability Law Center, Gay Men's Health Crisis,
Heal t h Advocates, Kendra Kl eber & Associates, Lanbda Legal,
Nati onal Law Center of Homel ess, on Homel essness and Poverty,
Nati onal Organi zation of Society Security Clai mants'
Representatives, the Center for HIV Law and Policy, the South
Br ookl yn Legal Services, the Witman Wal ker Clinic, and we

al so received input fromthe HIV Medical Association, though
t hat organi zation put in separate conmments. I am happy to
see that there are representatives fromsome of the

organi zati ons that worked on these coments and specific

i ndi vi duals who were very involved and instrumental in

pul l'ing together these comments, which we then circul ated for
sign on, and 37, national, regional, state, and | ocal
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organi zations and 8 individuals signed on to these comments,
whi ch were then submitted to the Social Security
Adm ni stration.

And today |I'm just going to sort of try to highlight some of
the maj or comments, the main points that were made by the
group. I'mstill getting used to using PowerPoint. There we
go. Okay. We requested further revisions to the HV
Infection Listings beyond what were in the final rules, which
were just some very m niml changes to those - - thenselves.
And these changes are needed to reflect advances in medical
knowl edge, treatment, and methods of evaluating HIV infection
and also to address the problenms that, as | mentioned, people
actually applying for disability benefits have experienced,
in terms of how those applications are reviewed by the Soci al
Security Adm nistration.

We al so asked that some important topics be specifically
addressed in witten guidance and training to Social Security
adj udicators. And this is important to make sure that the
comments, or actually the issues are fully understood by the
peopl e on the ground reviewi ng the claims. And we al so
requested that there be some specific changes to the
listings, including, for example, these specific changes
woul d reflect the current medical information and also we
specifically wanted chronic pancreatitis to be added to the
listings and that specific manifestations be added as well to
the Iistings.

Wth reference to the request for written gui dance and
training we focused on two major issues that had been
addressed in the general comments not specific to HI'V, in
terms of the general part of the rules, the general rules.
In particular the consideration of subjective evidence and

t he consi deration of claimnts who are non-responsive to
treatment, ‘cause again, these are very inportant issues for
people living with H V who are seeking Social Security

Di sability Benefits. And what we've found in ternms of the
consi deration of subjective evidence is that that tends to be
heavily di scounted by the Social Security Adm nistration in
evaluating disability claims.

And that's very inappropriate, we feel, for people with HV
in particular, partly because the advances in nmedical

di agnosi s, diagnhostic procedures and the progress in

under standi ng the clinical manifestations of HIV di sease have
often elimnated the necessity for |aboratory evidence of
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certain H YV related condi tions. Al so, claimants may
experience a combination of synptoms which render them

di sabl ed but are not really going to be able to be

est abl i shed by objective data. And treating physicians'’
eval uati ons based on subjective symptons are extrenely

i mportant, but they are typically discounted by the Soci al
Security Adm nistration in evaluating a claim

And, therefore, we ask certain changes be made so that the
rule specifically state that manifestations of HIV infection
may be established in the absence of objective findings based
on the claimnts treating physician's assessnment of the

i mpact of inpairments and manifestation of inmpairments to the
claimant. And al so that Social Security provide specific

gui dance and training to Social Security adjudicators on the
topics of the synptoms and signs that HIV specialists
consider to be reliable evidence of inpairnments and

mani f estati ons of inpairments. \What other evidence, not
specified in the listings, HIV specialists consider to be
equi valent to the evidence that is in the listings, and al so
what ot her conbined manifestations of inmpairments, which
aren't, again, specified in the listings inpact a claimnts
actual functional ability compared to the, what is in the
l'istings.

And of the great needs for this continued training and

gui dance is that, of course, as already reflected in earlier
conmments today, HIV disease is relatively new, as diseases
go. And there are significant advances continually made in
under standi ng the disease and also in treating the disease,
and in the progress that people with the di sease experience
t hemsel ves individually. And the rules, even on a three-year
track to change the rules are not likely to be able to keep
up with that and so it's very inmportant that there be
continual training and guidance to keep Social Security

adj udi cators up with the evidence, with the understanding,
especially of things |like subjective findings.

We also ask for additional training and written gui dance on
this issues of claimnts who are not responsive to treatment.
And that, as already indicated, it can be a real problemin
terms of several things: there could be many, there are many
people living with H 'V who are resistant to treatment and as
a result they end up with fewer treatnment options. And then
they are nmore susceptible to conplicated illnesses. The
physi cian may have to actually suggest to them that they
reduce their functioning in certain ways to avoid possible
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exposure to infections. And the claimnt may have to sort of
restructure their life to reduce the risks of subsequent
infection. And that can be at the expense of their ability
to engage in activities of daily living. And so that needs
to be understood, again, by the Social Security adjudicators
and recogni zed as a conplicating factor for people, many
people living with HIV.

And so the rules should reflect the i mportance of having this
case-by-case analysis of whether a claimnt actually needs
the listings. Take in to account the fragile and tenuous
position of a person with H 'V who has experienced persistence
resistance to a medication reginmen and also limtations that
have been inposed, either specifically at the instruction of
t he physician or that the claimnt thenmsel ves has had to,
found they need to inmpose upon thenselves in order to avoid
the risk of subsequent infection.

We al so ask that medical criteria related to co-infection
with hepatitis B or C be specifically added to the |istings.
Thi s problem has al ready been well addressed by Dr. Aberg and
the i mportance of it is very crucial for people living with
HIV. The co-infection can be a significant contributing
factor to being disabled. And I'Il just nmention, there's

| ots of special problenms that exist when you have both

di seases and it can't just be evaluated under hepatitis and
t hen under HIV because you've particular treatment problenms
that relate where you can't take treatment for one infection
because of the other infection. And treatment for one
infection may exacerbate problens related to the other

di sease. And synptons may be hard to distinguish which

di sease they really relate to.

And so we have requested that in the final rule, the new
listings, that sections 14.08 and 114.08 specifically
reference hepatitis or a co-infection with both HIV and
hepatitis C or B conplicate the treatment of both conditions,
and specify that the interplay of the two infections needs to
be considered on an individualized case-by-case basis.

Mention has already been made of the inportance of diarrhea,
in terms of the significance of diarrhea for some people
living with HHV. In terms of actually the issue of whether
or not they're disabled under the meani ng of the Social
Security Regul ations. And you know, the diarrhea associ ated
with HI'V can come froma variety of sources. It can from
parasitic co-infection. It could be a side effect of the
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medi cation, or it could actually relate to a generalized
condition of mal absorption. And in any of those contexts it
can, for certain individuals, be creating instability in the
patient in making them unable, as already mentioned, to
engage in the activities of daily living and having
significant functional limtations.

And one of the difficulties here is again the unlikelihood
that you'll actually have subjective, or sorry, objective

i ndi cators. It's more likely to be subjective information.
And, again, this goes to the importance of crediting the
treating physicians' information the submtted it in support
of a claim

Therefore, we've asked that the rules specifically specify
clinical indicators and not just objective indicators rel ated
to diarrhea and nore specificity is found in our comments.
And that the listing as now constituted isn't quite, we don't
t hi nk accurate in terns of the objective criteria it does
mention. And we have suggested some specific re-wordings to
relate to the current medi cal understanding.

We've al so, as | mentioned, asked that chronic pancreatitis
be added as a standal one listing under the HV listings. And
this problemis related to the fact that pancreatitis can be
a very important marker of HIV related drug toxicities, and
it can limt life saving treatment options, or it can add to
complications of HIV rel ated opportunistic infections. And
this chronic or relapsing pancreatitis among people living
with HI'V can severely inmpair their ability to function. And
serious life-threatening pancreatitis can actually devel op as
a side effect of medications used to treat the HIV disease.

And, therefore, we've asked that it be added with, and we've
suggested specific wording in terms of subjective evidence
and time period of experience of pancreatitis to be used in
eval uating individual claims. And that these criteria would
apply to individuals who suffer more than just a transient
epi sode of pancreatitis that resolves after a change of

medi cati on.

We've al so asked that additional manifestations be
specifically referenced in 14.08 and 114.08. Now those are
written to make it seem ngly clear that they' re not expected,
meant to be an exhaustive |ist of additional manifestations.
I mean that was been true in the original rule, it was true
in the final rule, but the | anguage that's used to indicate
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that clearly has not been sufficient because peopl e,
claimnts, are continuing to experience a problem where
Soci al Security adjudicators, despite that caveat, are really
using that listing of manifestations in what's now 14. 08K and
114. 08L as being sort of an exhaustive |ist.

And so given that resistance to viewi ng those as non-
exhaustive, and given the inmportance of certain additional
mani f estati ons and the recurrence of certain additional

mani festations in people living with HV we requested that
there be specific |Ianguage added to say that special

consi deration should be given to other conditions, signs, and
synpt oms deemed by the primary care provider as contributing
to substantial, functional, limtations.

Again, this inportance of recognizing the very inportant role
of the clinician, the very inmportant information that the
person actually treating the claimnt has and val ui ng that
and considering that more thoroughly in adjudicating a claim
And al so we've asked that specific references be made, and |
didn't list all of them here, there's nmore in the conments.
But we flagged, in particular, as particularly inportant the
i ssues relating to impaired mental functioning, morphol ogical
abnormalities, metabolic abnormalities, and infarction, and
cardi ac problems. And the significance of those problens for
people with H'V, Dr. Aberg already touched on. But | do want
to say sone specifically some nore about the inportant issue
of impaired nental functioning, which of course you'll also
hear nmore about from Dr. Cohen.

But one thing that we're trying to get greater recognition of
by the Social Security Administration is the extent to which
this mental illness interplays with H'V. And for a variety
of reasons, including that people living with mental illness,
some of them may be more susceptible to getting HI'V in the
first place for various reasons. There can be reservoirs of
HI'V accunmul ating in the brain causing dementia. There's
obviously the nmental health impact of having an HIV diagnosis
itself.

And all of these mental health conditions, from whatever
source or combi nation of sources could clearly interfere with
a person's ability to engage in self-care and activities of
daily living, and adhere to treatment regi mens, and adhere to
appoi nt ment schedules. And one of the difficulties is that
people living with HI'V will often receive mental health
related care, not froma nmental health professional, but from
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their infectious disease professional or their genera
practitioner for a variety of reasons, including access and
cost reasons. And including the fact that it is so comon to
see nmental health problems for some people living with HV
that the infectious disease specialists are famliar with

t hose problems and may prescribe medications thensel ves.

So there's a lack of that type specific mental health rel ated
data or information as part of the application. So we've
asked for changes related to these issues, and in particular
that there be additional |anguage to reflect some of these
problems. But, again, this was just a quick overview of sone
of the issues that we tried to address in nore detail in the
coments that were submtted that are avail able on our Landba
Legal's web site, or, of course, you could email directly to
receive them Also avail able are the comments we submtted
at earlier stages of the review process for the Social
Security rules. Thank you.

[ APPLAUSE]

DR. MONTE HETLAND: Break time. Okay, we're not doing too bad on
timng. I have 10:14. So let's see, let's try and meet back
at 10: 25. That's 10 m nutes, 11 m nutes. Bat hrooms are, if
you wal k to where, the check in at the hotel, go to the right
and they are down the hallway. Okay, see you back.

[ END TAPE Mz000016. MP3]

[ START TAPE MzZ000017. MP3]
[ Crosstal K]

[ END TAPE Mz000017. MP3]

[ START TAPE Mz000018. MP3]
[ Crosstal k]

[ END TAPE Mz000018. MP3]

[ START TAPE MZ000019. MP3]

DR. MONTE HETLAND: .take their seats again. W're not too far
behi nd schedule, and I would like to stick to that as soon as
possible. So if we can take their seats.

[ Crosstal k]

DR. MONTE HETLAND: Okay, we're going to get started. Our next
speaker is Dr. Mary Ann Cohen. She is Clinical Professor of
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Psychiatry at Mount Sinai School of Medicine. She is the
Former Director of AIDS Psychiatry at Mount Sinai School
Medi cal Center. Dr. Cohen.

DR. MARY ANN COHEN: Thank you, Monte, and Barry, and Scott for

inviting me and for Judy and Jeff for suggesting that | cone
to this really inmportant nmeeting. I was thrilled to hear the
initial presentations and |I hope | can live up to that
caliber. Well, so the first thing | want to do is to sort of
gi ve you an overview and apol ogi ze for the 50 slides that you
have of my presentation. And | will try to talk really as
fast as | can. But | want to note that we did start |ate,

and it wasn't nmy fault.

So the first topic is the relevance for disability

determ nation. And that really has to do with five major
areas that we're going to cover. The relevance first, the
hi gh preval ence of psychiatric disorders in persons with HV
and AIDS, the nmultifactorial nature of the reasons for
psychiatric disability in persons with H 'V and AIDS, and the
conplexity of assessment of psychiatric disorders in people
with HI'V and AIDS, and finally the role of AIDS psychiatrists
in psychiatric disability determ nation

So first of all, in terms of relevance AIDS is really, and
this was enphasi zed very clearly by the presentations by Judy
and Jeff and Bebe, but compl ex and severe nmedi cal and

psychiatric illness is really what characteristic,
characterizes the H'V and AIDS epidemc. There's a
tremendous amount of illness involved with el ements of nearly
every other illness involved. And people with AIDS are

really vul nerable, medically, psychiatrically, and socially.

So this slide, and | keep trying to fix the slide and add

t hi ngs because there's just so nmuch. It's hard to keep up.
But it really summari zes the real need for an integrated

bi opsychosoci al approach to H'V and AIDS. And | won't go

t hrough this, but you have it in your handouts.

So the relevance of AIDS psychiatric disability has to do
with a number of things. First of all, unrecognized
psychiatric disability can | ead to non-adherence to medi cal
care and to conbination antiretroviral medication.
Intermttent adherence to conbination therapies can lead to
emergence of drug resistance, as we heard, and to illness
progression. And, finally, non-adherence to medical care and
visits can |lead to dangerous medi cal consequences from both
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H'V and its treatments, and medical disability. So Al DS
psychiatric disability has meanings for adherence, norbidity,
suf fering and prevention.

There is a higher preval ence of psychiatric disorders in
people with HV and Al DS. People with HIV and AIDS may have
psychiatric disability despite |lack of evidence of any

i munosuppressi on, because we know that HIV is harbored in
the brain. And psychiatric disability may | ead to medi cal

di sability due to non-adherence. And there is a high

preval ence of HIV in persons with mental illness and a high
preval ence of mental illness in persons with HV and Al DS.

The preval ence has been quoted in many different ways, but a
most clear and dramatic concept is that we understand that in
the United States HIV preval ence is about 13 times higher in
people with, in people with mental illness than in the
general population. Blank and others, estimted that the HV
rate is estimated to be much higher in people with untreated
serious nental illness, and maybe up to 10 to 20 times higher
than that of the general population. And | think it's really
about 20 times higher than that, the general popul ation.

I"ve only put the Ds in, but people with H'V are very

vul nerable to nental illness. And those mental illnesses are
actually related to the HIV in the brain itself, except for
drug dependence: and that is; dementia, delirium depression,
drug dependence, and death by suicide. The one that | left
out is P, which is not a D, but is posttraumatic stress

di sorder, which they are, people with AIDS are al so

vul nerable to. W' ve heard before the need for integrated
care and the need for changes in the way the rules are
written to involve HV and HCV co-infection. Alcohol
dependence doubles the risk of cirrhosis in H'V, HCV co-
infection. And people with H V and HCV are much nore

vul nerable to depression. And persons on treatment with
interferon/ribavirin are vulnerable to depression, suicide,
and psychosi s.

So this is a listing of the most preval ent psychiatric

di agnoses associated with H V. The cognitive disorders,
dementia and delirium substance rel ated di sorders,
posttraumatic stress di sorder, bereavenent, nmood di sorders,
and those can be mood disorders due to medical conditions
with depressive features, and nood di sorders due to medical
condition with manic features, and al so maj or depressive
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di sorder, and bipol ar disorders; and then the psychotic
di sorders and schi zophreni a.

The preval ence of distress in persons with H'V and AIDS is
twice as high as that in persons with cancer. So 72.3% of
patients in the waiting room at the Mount Sinai AlIDS Center
had a high preval ence of distress on the distress
thermometer. And 70% had anxiety on the hospital anxiety and
depression scale, or the HADS. And 45.5% had depressi on on

t he hospital anxiety and depression scale. Again this, if
you conpare that to a study in the Menorial Sloan-Kettering
prostate cancer clinic it was twice as high using the same
measur es.

Thirty to fifty percent of HIV patients meet the criteria for
posttraumatic stress disorder. And 60% of those patients go
untreated and are severely disabled. And the overlap with
depressi on and other psychiatric disorders is very common, so
t hat PTSD, or posttraumatic stress disorder m ght actually be
overshadowed by ot her diagnoses and very, very difficult to
detect. An early article that came out written by Jeff

Fri edman [ phonetic], and Mary Ausodowd [ phonetic] and ot hers,
was entitled: "Depression, Dementia, Delirium Posttraumatic
Street Di sorder, or All of the Above." And | think that this
actually characterizes a | ot of the people |I've seen over the
past 27 years.

HI V and substance use disorders are a very synergistic
problem in our population, in many popul ati ons of persons
with HIV. More than a third of new cases in the United
States occur because of intravenous drug use, and 40% of
United States AIDS deaths are related to drug use. All

al cohol and other drugs of abuse cause intoxication and

i ncrease risky sexual behaviors and may be very difficult to
di agnosis. There is an increase in the spread of not only
HI 'V, but al so hepatitis B and hepatitis C. And the use of
substances can be very disabling to patients and extremely
frustrating to physicians, who are maybe prescribing
antiretrovirals and find their patients are selling those to
obtain drugs or diverting themin the street.

The psychiatric vectors of HIV include cognitive disorders,
cognitive inpairment is associated with disinhibition and
poor judgment, maybe indiscrim nant sex. Mania is associ ated
wi th disinhibition and hyper-sexuality. Psychosis is
associated with regression and also indiscrimnant sexual
behavi ors. Posttraumatic stress disorder is associated with
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a sense of a foreshortened future. So caring for the body,
caring for the self is not that inmportant. And depression is
associated with problenms with self-worth, caring for the
sel f, again. And substance use disorders are associated with
i nt oxi cati on, exchange of sex for drugs, indiscrimnant sex.

So what of the causes of psychiatric disability in persons
with H'V and AIDS? Again, dementia, delirium depression and
ot her nmood di sorders, alcohol and drug dependence, psychosis,
and posttraumatic stress disorder. There is a high

preval ence of psychiatric disorders in the HIV popul ation, a
much hi gher preval ence than in the general population. There
is an increased risk of suicide, an increased risk of
dementia because of the involvement in the brain, increased
vul nerability to side effects of psychopharmacol ogi ca

agents, and increased vulnerability to the psychiatric side
effects of antiretroviral agents.

So the causes of psychiatric disability in persons with HV
and AIDS include a response to the diagnosis, the very first
time someone |earns that they are HIV positive it can cause
terrible psychiatric responses. I have a patient that |'ve
been working with who, strangely enough has absol utely been
di agnosed and clearly has long-term non-progressing H'V. He
has never been on antiretrovirals. He has been infected for
more than 12 years and he has never been on antiretrovirals
and has never had a viral |oad over 50. And his CD4 count is
in the thousands. But he's someone who got so depressed when
he | earned he was HIV positive that he's been chronically
depressed and suicidal ever sense. And he's actually got
severe illnesses that are not related to HIV. He has chronic
obstructive pulmonary di sease, he has pul monary hypertension,
rheumati c heart disease, and was just diagnosed with Paget's
di sease. And he's really, really more depressed that because
it's hampering his ability to walk his dogs because he's
havi ng so much severe hip pain and can not tolerate the

bi sphosphonat es.

So here's a man who has HI V. He is a long-term non-
progressor. Many of my patients would be out cel ebrating
about that. But he's really depressed and has been depressed
since his diagnhosis. So |'ve begun to do famly work with
himto try to help himto accept that this is not as
depressing a diagnosis as he thinks. Although, right now
he's oxygen dependent and he's other diagnoses are very
depressing. And he has the worst clubbing |I have ever seen
in my career actually. So the response to a diagnosis can be
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very depressing, a response to a first synptom to the first
illness, to progression of illness, and to end stage ill ness,
so response to illness can be very, very upsetting.

The effect of virus on the brain, the direct effect we tal ked
about a monment ago. The direct effect can be a result in
delirium dementia, depression, mania, and psychosis. The
effects of other opportunistic infections can actually do the
same thing. So that cryptococcal nmeningitis can present as
mani a. The effect of antiretrovirals and other medications
on the brain also can produce delirium denmentia, depression
mani a, and psychosis. And we've seen people get very
depressed on efavirenz, have nightmares on efavirenz, and
have psychosis on efavirenz, so, and other antiretrovirals.

Concomi tant psychiatric illness and HIV and Al DS:

schi zophreni a, affective disorders, addictive disorders, and
posttraumatic stress disorder. And finally the soci al
stressors: domestic violence, homel essness, job |oss, stigma,
and ostracism by famly. | think nmy patient, whom

described in the beginning, who is so depressed about having
HI V was so enbarrassed about his diagnosis that he is only
now with famly therapy beginning to admt it to sonme of the
menbers of his famly. Assessnent of psychiatric disorders
in persons with H'V and AIDS. A need for thorough

eval uations can't be over-enphasi zed. A need for
under st andi ng of the current psychiatric nonenclature. A
need for conprehensive evaluations, and a need for careful
cognitive assessnents.

Just a quick overview, and | think everyone probably knows,
bur organic nmental disorders that termis no |onger in use.
And the diagnostic termin DSM IV, which was the APA

Di agnostic and Statistic Manual |V, which was written in
1994. The termis Cognitive Disorders and that includes the
categories of both delirium and dementia. The required |evel
of severity for the disorders, | won't go over all of that
but to just say that the first one, disorientation to time
and place is not a very relevant criterion for determ ning
HI V denentia until very, very late stage. Although it m ght
be relevant for delirium Deliriumis self-limted, and

al t hough it m ght not resolve and it may lead to death, it
isn't something that usually leads to disabilities. So

di sorientation to time and place usually wouldn't nmeet the
criterion for a 12-month duration, nor lead to disability,
per se.
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Mermory i mpairment, either short- or long-termcertainly can
do that. And perceptual or thinking disturbances can change
in personality, disturbance in nood and enotional ability

[ phonetic], as well as the loss in measured intellectual
ability. But here's another caveat, using this criterion is
difficult because access to neuropsychol ogical testing isn't
really that easy even in resource rich places |ike Mount
Sinai, except on a research basis. So that there isn't

neur opsychol ogi sts ready and waiting in the clinic to get the
testing done, which takes many hours and a | ot of evaluation
and time.

And finally, resulting in at |least two of the followi ng,
mar ked restriction of activities, these are certainly very
useful but, and then repeated epi sodes of deconpensati on.

Agai n, these are val uable. So that what | thought was
perhaps m ssing is recognition of early onset of HIV
associ ated dementia. This is really, | think, an inportant

i ssue for disability determ ne and it requires an
under st andi ng of the different presentation of H 'V denmentia
from other dementias. This requires a full cognitive
assessment, experience in the psychol ogical care of the
medically ill, and particularly in the care of persons with
HI V.

Early HIV associ ated denmentia, or HAD, can cause disability.
And these include slowi ng of speech, slowing of reaction
times, slowing of notor function, psychomotor slowi ng,
reduced speed of informational processing, difficulty
perform ng conmpl ex previously |earned tasks, dropping things,
executive dysfunction, abstraction, attention, and shifting
cognitive sets may be inpaired. Now those are all early

mani f estati ons that wouldn't really be picked up unless you
were really looking for them And it's very easy to test for
them It's part of nmy routine evaluation, but often these
are m ssed. | mean a patient may conmplain, you know, a

pi ani st who could play Chopin no | onger can play Chopin, but
if that's their way of earning a living that's going to be

i mpaired. And so other functions, |like someone who could
beauti fully make weddi ng gowns can no |longer really do that
anynore, but maybe could do a hem So these are inportant
functi onal concepts.

A recognition of later HIV associated dementia, there you
would find in memory impairnment, word finding difficulty,

par aphasi a, apraxias, visuospatial difficulties. They are
easier to pick up. And the behavioral signs, of course, are
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al so easier to pick up, apathy, depression, sleep
di sturbance, agitation, mania, psychosis.

So, again, for psychiatric disability assessment what's
called in your term nology affective disorders, the new term
is mood disorders. And what is really useful for evaluating
a person with HI'V and a nood disorder, appetite disturbance
with change in weight, sleep disturbance, psychomotor
agitation, or retardation and decreased energy are not as

rel evant as the follow ng, because you could have any of

t hose because of the illness itself, like feelings of guilt,
or worthlessness, difficulty concentrating, thoughts of
sui ci de, hallucinations, delusions, or paranoid thinking,
depressed mood, anhedonia [phonetic], crying a lot, guilt,
wor t hl essness, hopel essness, and suicidal ideation are really
the i mportant ones recognizing H 'V rel ated depression.

Same with mania, so hyperactivity, pressured speech or flight
of ideas, or inflated self-esteem are al nost never seen in
AIDS related mania, while irritability is very common,
irritability, impulsivity, and hypersexuality are much nore
commonly associated with AIDS rel ated mani a than what are the
usual Ilistings. Recognition of posttraumatic stress disorder
in HHV I think is really valuable, insomia, hyper-vigilance,
easy startle, hallucinations of the abuser, nightnmares,

vul nerability to victim zation, vulnerability to abusive
relationships, and difficulty with trust and adherence to
care.

So these are, | think, all of the changes that | would
recommend, the concerns that | have. And finally, the role
of a psychiatrist, and | would, | think there were comments
in some of the material that | was sent that nuch of the

di agnosi s and treatment of persons with AIDS and psychiatric
di sorders and even psychiatric disability could possibly be
left to, in the HV clinician. And | don't really think
that's fair. I think that's, it may be necessary in sone

pl aces, but | think if there is availability of psychiatrists
it would be of great help. Psychiatrists who have experience
in the care of persons with H 'V and AIDS and have the
experience and training in the psychiatric care of the
medically ill can recognize and treat in the HIV setting.

Psychi atrists have |long-term non-judgmental, trusting
relationshi ps. They routinely take sexual histories. They
routinely take drug histories, encourage behavior change, do
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crisis intervention, psychotherapy, pharmacotherapy, couple,
and fam ly, and group therapy.

I have to say though, after listening to Dr. Aberg's
presentation | worried that, yes, it's true when | get a
patient sent to me who's not adherent to care |I've al nost

i nvari ably gotten them back on or on to antiretrovira
therapy. Now I'm thinking of all the people that | probably
got to immune reconstitution inflammtory syndrome. And one
that really bothered nme, that | felt really guilty about,
because | was at Rivington [phonetic] House, which is an Al DS
Nursing Home from 1995 to 1999, is it, and, |I'm sorry, yeah
from 1995 to 1999. And during that time, as we heard this
mor ni ng, there was a huge change in mortality, nmorbidity, and
life expectancy and the world of people with HV was really
turned around.

And what we saw when | first got there were people dying
every day. When we opened the nursing home, | was there when
it opened, shortly after it opened. Actually, there was a
menori al al nost every other day or every day the first couple
of weeks. And then the menmorials were a little |ess
frequent, but maybe a couple menorials at the bed sides of

patient after patient. And the |ife expectancy was very
short. In fact, one patient was dead on arrival from
Bel |l evue. No kidding, | mean that was really true.

When | started working with people with AIDS before | got to
the AIDS Nursing Home at the City Hospital in New York

Met ropolitan, we would see people come in in the morning and
by the afternoon |I'd come back to see how they were doing and
they were already dead. So the, it was just, 1981 was really
a ni ght mare. | have never seen an illness like that in my
career. And | saw that we really needed to get together and
work as a teamto deal with this.

What | then saw was the introduction of the conbination
antiretroviral therapies, and all of a sudden things changed
very dramatically. And what rem nded ne of that was one of
our patients, who was the Head of the Resident Counsel, they
called the residents in the chronic care facility, the

Presi dent of the Counsel was an extrenmely effective,

tal ented, young man who came to me one day and said, you

know, | think there's something wong with my handwriting. [
can't write anynore. I don't know what's going on, but | can
write, but it's different. And he had been started on
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antiretroviral therapy conbinations and devel oped PML and two
mont hs | ater he had died.

And | only after your presentation realized what happened to
him And | thought, wow. Now he was not somebody |
convinced to go on. There was such an amount of enthusiasm
t hat al most everybody at that time wanted to go on the

medi cations. But |'mthinking of other people, and I'm
wondering too, if there isn't an activation of the virus in
the brain that may cause depressi on because |'ve al so seen
that after people are restarted or started on new regi nens.
So something that 1'd have to | ook up and see whether that's
t he case.

But psychiatrists do encourage behavi or change, and someti mes
| wonder. So we do crisis intervention therapy, famly

t herapy, and couple, and group therapy. And we can identify
and treat distress and treat psychiatric disorders |ike
delirium denentia, depression, alcohol dependence, drug
dependence, and posttraumatic stress disorder. W need to
have psychosomati c medi ci ne and AI DS psychiatrists nmaking
accurate diagnoses and providing conprehensive integrated
treat ment and psychot herapy and pharmacot herapy, therapeutic
nodal ities.

There is now an actual text book in the field of AlIDS
psychiatry and an organi zation of AIDS psychiatrists and
mental health clinicians. So the nodalities, again, we heard
are crisis intervention, cognitive behavioral therapy,
psychodynam c psychot herapy, supportive therapy, bereavenment
t herapy, palliative therapy, couple and famly therapy, and
group therapy.

The pharmacol ogi cal modalities include appropriate medi cation
choice, awareness of drug-illness interactions, awareness of,
you know, you heard before about the possibilities of

devel opi ng pancreatitis, the diabetes, some of the

medi cations that are given to people with HIV are

dysgl ycem c. So that we have to be aware that some of the
medi cati ons that psychiatrics give are also dysglycem c, an
awar eness of drug-illness interactions, pharmacokinetics,
phar macodynam cs, and drug-drug interactions. W need to
start very, very low and go very, very, very slow and use
appropriate dose ranges.

So the role of a psychiatrist in the AIDS pandem c, we can
pronmote adherence to safe sex, drug treatment, harm
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reduction, and needl e exchange. W can inmprove adherence to
medi cal care, antiretrovirals, and hopefully decrease
suffering, nmorbidity, and mortality. The book |I was talking
about is, "The Comprehensi ve Textbook of AIDS Psychiatry.™

It was published in 2008. And our organization now has a web
page that you can access on, a web site, it's in your
brochures. And | welconme you and thank you very much.

[ APPLAUSE]

DR. MONTE HETLAND: Our next speaker is M. Brett Smley, who is
going to share some of his own personal experiences. Can we
turn this off, please? Or | guess | can.

MR. BRETT SM LEY: Thank you. Hi . My name's Brett Smiley and |
want to thank Paul Scott and also Cathy Bowman of South

Br ookl yn Legal Services, and Dr. Hetland, as well too. |I'm
actually like, I"'mnot a clinician or an expert, or, well |I'm
an expert, that's debatable on that. But |I've been living

with HIV/AI DS, God, for so long | don't even renenber.

|'ve been very, very lucky, in my opinion. Wl | made some
notes, but | don't have a presentation, | don't have a

Power Point thing and all that, but | do have my experience,
and sure |'ve got opinions left and right. And it's a |ot of
i nformati on, especially Dr. Cohen's the |last thing there was,
it's like m nd-boggling sonme of the information on all that.
And, but | was really touched when she was mentioning, you
know, when she was at Rivington House and, ‘cause you know
|"ve got friends that were there and then there again, and
then on to some place. And where they are now, you know,
they're not here anymore, you know, or you, but they are

here. |"ve got to believe that they're with ne.

Let's see briefly, let's see on sonme of the notes, 1'IlIl try
to follow them here. Well let's see |I've been, like | said,
| feel like I'"ve been very |ucky. I'"'mfroma small town in

I ndi ana. And when | was very young my mom took all of us to
come move to New York City. And | grew up in the theater, a

musi cal comedy theater, whatever, | was very, very young.

And so | was actually very old at an early age. I mean it
was really quite nice. And that evolved into the Pop nusic
wor | d.

So in the 70s | was, | did have a career in show business.
And show busi ness, it was always sort of gypsy lifestyle, you
know, a | ot of inprovisation. | | ove show people and like
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t he song goes, you know, there's no, you know, they're just
al ways on with the show.

And | attribute some of the reason that I'mstill standing
here to that, that attitude towards |life that, okay, well
what are we going to do. And you just, you know, pick
yourself up and you go on to the next thing. You just try
your best. ' Cause | mean everything | hear, | mean |ike
every time you know the word suicide and all that came up
and sure |'ve been there, sure |'ve been there. And it's

l'i ke, you know, the thought's - - I|ike whoa. It's, you know,
someone with a | ot of wisdomsaid, "That's a |long-term
solution to a short-term problem ™ You know?

And well briefly let me say, | first tested positive, it must

have been about '92 | guess, and | was living in Los Angeles.
And | had tested before that and you know totally sure,
because of you know my, the people | was involved with they
were sick. And quite a few had died actually already. And I
came up negative. And | was really surprised. | thought,
oh, man | skated, you know | skated. | really though, oh
whoa, it's like close people to me were positive and were,
you know, some had died and gotten very ill.

And you know | ater, not |long after that | tested again and it
was positive. It was a false positive or whatever
[ phonetic]. I'd had symptons, shingles, and a few things

li ke that, early synptoms, and | was concerned. And of
course, you know ny, with... You know ny story involves a |ot,

wel | substance abuse was a big part of it. In the Pop nusic
world that was |ike just part of living. And the sexuality,
the 70s were actually a very innocent time, in my opinion
very innocent. And you know all | knowis | got, | felt

i mmortal . I mean that's how we felt. And it was just like

we could just, you know, there was a whole brave new worl d,
and you know, which is a reality because it's like really

become a brave new world, I'Il tell you that.

But | tested positive in Los Angeles and out there, you know,
okay, | was relatively healthy but there were some things.

I, like | said, the shingles, | had a pneunonia that was very
hard to treat. And out there, there was an organization
called AIDS Project Los Angeles. And | renmenber they had a
T-shirt, it was a beautiful, beautiful T-shirt and a sl ogan
It was a picture of the world, a globe of the world and it
said "Be here for the cure.” And | still have that T-shirt.
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And | didn't bring it ‘cause | have it buried in the bottom
of a trunk, but somehow |'ve held on to it.

But | did bring with me a T-shirt that's nore rel evant
actual ly. | was feeling a little frivolous and a little
devil-may-care, I'll show it to you. And | just had it
printed up because it's the slogan that sometimes this is
exactly what | feel like I'm walking around |ike that, okay,
a ticking time bonb. Because |I've had a | ot of medical
things, in fact, just yesterday, and the past few weeks it

has been a little difficult ‘cause | was on one protease
i nhibitor that one of the side effects is jaundice and

whatnot. And it was creepy up on ne and | had just been
feeling real ill. And actually just yesterday | had started
a new regi mens of meds. And that's the way it has sort of
been the past | don't know how many years.

| got, in '"94 or '95 | got very sick. | was here in New

Yor k. I had noved back to New York with the purpose of being
near some famly. My sister is here today with me and j ust
‘cause |I'd known, |'d watched so many people drop like flies.
It's like, you know, | really had a |lot of relation to what
Dr. Cohen was saying on that. And you know sure | was

running scared. And | was in recovery and staying clean and
sober for a long time, and really doing nmy best, but
physically really getting ill, and | was terrified, running
scared, just running scared. You know, and al most a magical
thinking in my life, you know, and |like trying every,
terrified of the idea of medications then too.

This was |i ke the m ddl e-90s and everybody |I'd known had gone
on |like AZT, et cetera, whatnot, and but still it didn't, you
know, they died, and, or they went through m serable, life
was really hard. And | was just running scared. But through
a series of events, | do have a doctor, Dr. Paul Bell man

[ phonetic], who's actually very good. And I literally
crawled in his office and then I wound up spending a month's
in St. Vincent's and | guess |'d had three O's and, you know,

I was a goner for sure. | remenber actually they thought |
had tubercul osis so they gave me an isolated room  That
literally I just really, | had my guitar brought in. | had
peopl e conme in. | remenmber, it was really, you know, |ike
all my friends would come in with, they'd have to wear the
masks ‘cause they thought | had... Whatever.

And you know | did not have tuberculosis, but | did have to

go through the regimen of the medication, which is really,
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really wi cked. And also though, this was just about the time
when all the nmeds, | guess the HAART and all that were com ng
in. And it was really like Indiana Jones and the boul der,
‘cause | remenber the cover of Tinme Magazine and there | am
taking, and it was like a lot of pills, and they were harsh.
And so | had a lot of identification, you know, the

identification with the bat hroom i ssues and whatnot. | mean
literally I could not, | had to be 20 feet from a bat hroom
for a long, long time. And it's still, you know, it's not as

bad. The treatments have gotten nore tol erable.

But then, again, the things, you know | didn't come up here
to whine necessarily, but, you know, and |I've been

hospitalized a few times over the years, quite a, |ike nost
recently was a couple years ago, in the ICU for three days,
and again | was a goner for good. You know I had intubated

and they still don't even know what it was. You know it's

i ke whatever. It's all connected. I mean whether it's this
or that, this or that, that's what | really feel and believe.
The thing that, - - got me, you know, | managed, you know
like I said | was clean and sober. You know |I've spoken at
12 step meetings, you know, and |'m a perfornmer. |'ve done
things like that. | volunteered with theater groups and |I'd

do little, even little concerts and stuff when | can. But
|'ve never spoken in front of a conference like this. So

this is all very new to me ‘cause |I'm not, you know - - about
expert.
I remenber | used to take the subway into town all the tinme

and they'd have an advertisement for some clinic or whatever
saying we're experts in depression. And I'd |Iook up at that

sign and 1'd go, ha, you know. I'mthe expert in depression
you know, and it's like really, that's really the truth. And
I went through the whole gamut of, | call it the m x, and

it's actually a really scary thing ‘cause | know peopl e that
get into it of you know a |l ot of antidepressants, then it
goes to the anti-anxiety meds, and then of course there's the
painkillers. And it's really hard to conme out of that. And
it's really, it took me, you know, ‘cause | wound up on, oh

I don't even know how many different ones. | would go from
one then | would try to kick one, and I'd end up buying on
the street another. And I really hear, and all that | know
very, very well.

And |'m very fortunate to be, - - the 12 steps, this is not a
meeting but it's really such a big part of my Iife having
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t hat sort of faith and purpose. And it's |ike, whoa, you
know. And |I can step by and look at my Iife and I go, boy,

again it's like |I have skated. You know? Just |ike back in
the 90s when | thought | tested negative | skated. And |
don't want to have that attitude though that 1've skated

because it's really, you know there's a friend of m ne now,
and | was talking with my sister, who was in Rivington House,
not once, but twice. And then he'd go back to his apartment
and he had worked for the opera and all that. And then he
wound up a few tinmes and he just would di sappear. And, of
course, he went to once place, Cardinal [phonetic] Cooks and
now | have not even heard fromhim The last time |I saw him
I went up to visit him

| can't even get up to where he is now ‘cause the problens
"' m having now with the arterial, | guess it's

at heroscl erosis [phonetic]. | had a m nor heart attack and
so |I've got to take another regi men of meds. And you know I
come here and | saw the grapefruit juice back there. And
it's l'ike, you know, half of my meds said | can't have
grapefruit. So that's been like a big thing with me, the

i mportance of grapefruit has really become, like | amreally
salivating for a grapefruit. And, you know, but that's
somet hing | cannot have because of the acid... You know, |
know t he science there. And | don't even want to know the

science to tell you the truth. But I've |earned nore about
science than | ever cared to know in these past, gosh, 15,
16, 17, | don't know how many years.

It's just, you know, | often tell my doctor, | go see the
doctor, you know, and |like how, you know, how are you
feeling. And it's like, to be honest, | don't know what
normal is. I know when it doesn’t hurt. I know when I'm

more human than ot her days. Sone days | do not feel hunman.
The stigma that, you know | suffer from both ends of the
stigma. You know | have the stigma, again, you know, and
then also | suppose | do, | don't feel what's normal.

I"ve got a lot of friends, but really close relationships are
very hard. My friend Peter came here today and, you know, |

don't want to disclose - - for anybody else, so | won't do
t hat. But it is so inmportant of devel oping relationships and
yet it's hard because rel ationships involve certain, well it

i nvol ves sone responsibility. You've got to show up and be
there. And sonme days |'m not able to show up.
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You know | didn't want to, you know, |I'mliving on
disability. MWMhen I, | remember filling out the forms and
was really, this is when | was in the hospital back in the
90s. And | don't remember nuch of it because | was just so,
you know, on |IVs and da-da-da, but | was fortunate where it
came through quick. And it has helped me. And |I've made
little attempts but, to get back to work and it's |ike, you
know.

And then | was putting a band together in 2005, a Rock 'n
Rol | band. | had some success in the 70s in England with al
that stuff. And there's been real interest ‘cause out of

left field some interest in that stuff came back. And I'm
giving it my heart and soul. And you know ny disability
check, is like, you know I'm like not paying the rent and I'm
trying to pay the rehearsal roonms and really trying to do
something. And then it's like I'm getting the pains in ny

| eft shoulder. And you know, | know there's no, maybe,
document ati on of whatnot, but | know at |east five people

t hat died of heart disease that were on the HV meds, and I
recently I mean. Of course there were other factors,
lifestyle and all that, and a life lived in excess, whatever.
But that’s when | just did the show anyway, but then | wound
up in Saint Vincent's.

And you know attenmpts to, you know and then what am | going
to do, just go home and just stay there and think about, you
know, what m ght have been or think about what could be,

whi ch can be pretty grim actually if | really start

thinking. And so it's real nmental work for me to stay in the
present and one foot in front of the other and keep going on
l'i ke... You know, it's Ilike, you know, | never, when | was 18
and they had the draft, | was in England and | was |like a
teen pop star. You know, so you know | never even registered
for the draft. But believe me, |'ve been through war

Al'l I can say of my war of: A; the drug addition and getting
out of that, and especially getting out of that with

HI V/ Al DS. 'Cause | nmean right now |l mean if | want, you
know, | can come up with a reason to go pick up and all that.
But it's like, really, do I want, |, maybe my nom nmy faith,
I don't know what, but there's been some, | know people that
have | oved nme and cared for me, and maybe some self-I|ove,
'cause that was a big topics today, taking care of ones'
self, is a part of it. But there wouldn't be anything if |
didn't have, |'ve got to have some | ove and care for other

t hi ngs too.

SSA HI'V Policy Conference
Septenmber 10, 2008

49



I mean, just, and you know that's why | often think, | mean
my friend, you know, | was overloaded with information com ng
here. You know, | had a dear friend who was a drummer,
psychiatric problems. He couldn’t be treated for the
hepatitis C and it was so quick. And how quick he got, and
woul d go and visit himin hospitals. I don't like going to
hospitals. But, you know, | went in when his belly was
getting fat and I'd joke with himthat he was pregnant and

bl ah, bl ah, bl ah.

But and the next thing I know | didn't hear fromhim and
then he's in the I1CU. And then they had to put him out and
intubate him And then they tell me that | was his
heal t hcare proxy. And | had never, didn't even know that.
And | don't want, you know, God, and he died it was a little

over a year, a year ago. And this go was so, he's still with
me, ‘cause it's like, he's like, Brett we got to do the

music, Brett we got to play, we got to get it. And he had so
much ambition, which is like, | don't have the ambition | had

when | was 16, 17, you know, when | was 18 years ol d.

I, you know, some days, again, the best I can do is get up
and eat and take ny meds. And I'll be honest, there are days
that it's |like, you know, screw that. I mean really it's

l'i ke, | just, some days |... But you know mpost of the time,

most of the time, and most of the time | do pretty good and |
stay grateful for what | got. Although, it's just too, it's

an attitude change. Il try to, | really try to self-

exam nati on. |'ve got to | ook at what motivates me. Look at
reality, when I, I'"mthe kind of guy who does not want to
live in reality, I'mthe kind of guy that wants to...

And | did all that, but I, you know, I'mthe kind of, I mean
the sexuality. I was thinking right here. | mean, God, what
a candi date. You know, | remember having not only the
gonorrhea, the Chlanydia, but also syphilis. And then having
t he gonorrhea that was the penicillin type too, and going to

my girlfriend who was actually working on the streets. And
she's positive too now, you know. But, and, you know, the
Board of Health have, you know | just have a |ot of stories.
And | can't carry themall here, tell themall here in 15

m nut es.

You know and then | skated, see | call it skate and that's
maybe giving it an attitude. Like I lived through that and
experienced it and | try to put that into, you know one thing
I can do, | can write, but some days | can't even do that.

SSA HI'V Policy Conference
Septenmber 10, 2008

50



Some days | can just |like, you know, on a match book or
somet hing | can scribble.

But I'mtrying the new protease inhibitor, still got to take
the Norvir with it. | asked the doctor, there's a new
generation of drugs, | guess the infusion inhibitors or
what ever the - - , the science |'mnot as up on it as |

probably could be. But he said we don't know the long-term
effects with the liver, talk well you have hepatitis C too.

You know the whole gamut, just lucky, that's the way | | ook
at it. You know, so I'll try the new protease and it's I|ike
I've just got to go on. It's like I'ma soldier. Like I'm
amazed that | was invited here to speak, and like, | guess ny
time is about up on that, is that? | haven't been tim ng
nysel f .

But again | go back to that T-shirt, "Be here for the cure."
And so I go, well |I'm here, and you know and I'm- - . And
like living on, | couldn't get by on disability, ‘'cause
swear, | walk two blocks my |leg cranps up. That's about how,

I've got a girlfriend in California who wants me to nove
t here, because A, Social Security Disability is a little
hi gher out there with, the state kicks in more or something,

but that's not it and all that. But it's the car life and
all that. But you know your car you don't have to walk far.
You know and | |ove New York City ‘cause | could wal k around,
wal ki ng and movement, interaction with other people is what
keeps ny spirits up, other people. It really, really does
and that's why | said yes to comng here. This is a rea
privilege to get to meet you all. And thank you for, | hope
I'"ve been a service. All right. Thank you nuch.

[ APPLAUSE]

DR. MONTE HETLAND: Thank you, M. Smley. Okay, our crew is
going to come and put the table up in front. W're going to
ask our speakers to cone up and be part of a panel
di scussi on. While |'m before | forget, those of you who
drove here, we do have sonme help with parking. Speak to
Reese who was, |I'm sorry... Oh, this is Reese. Don't talk to
her right this instant. Can | ask our speakers to come up?
Did you want to come up too?

VOI CE: [Off mic] Yeah.

DR. MONTE HETLAND: Just bring your chair. Yeah. Il think we're
short of chairs. We will have some floating m crophones out
in the room I'm going to ask you to conpul sively identify
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yourself and if you're with an organi zati on. It's really for
t he benefit of our transcriptionist, otherwi se you're just
going to be anonynous, et cetera. First of all, I do want to
t hank our speakers. And | should introduce Dr. W znia, who
is going to be speaking this afternoon, as well as Dr. Flynn.
And M. Gl enn Sklar wanted to make some comments.

MR. SKLAR: Usually we wait "til the end of the panel to thank the
panel. But | think given what we heard this norning, the
i ncredi bl e thoughtful ness, the preparation of the actual
speakers, the comments of M. Smley, | think we have a
really good feel for where we need to go as the Soci al
Security Adm nistration. W've done a |ot of these sessions
over the last couple years. And | have to say, | can't think
of one that's been as efficient, in ternms of bringing
informati on forward and giving us an idea of what needs to
happen next. So thank you so mnuch.

The second coment also is about conpassion and it's very
clear there's just a tremendous amount of conpassion in this
room I think a |lot of folks are here, not because they have
to be here, but because they thought it was inmportant to be
here. So we're incredibly grateful and incredibly thankful.

If I can kickoff with one question on a theme that |'ve heard
recurrently, it's how do we comuni cate better? |It's obvious
that there's tremendous expertise out there, often fromthe
Social Security Adm nistration perspective it's difficult to
get to the right person with the right question. So the
specific question | would |Iove the panel to think about is,
is there any way you can help us come up with the right set

of questions that we should be asking practitioners? And,
the subpart of that is, how do we get it in your hands? You
are very busy people. W're a fully electronic agency.

Maybe there are other solutions. Maybe there's a web site we
could put it on. But the idea of mailing a piece of paper to
a really busy place where there's total chaos and commoti on
because you all lead very busy lives, it's not working. So
if you can, any type of commentary on how we can get the

ri ght questions asked of the right person to get the right
answer we'd be incredibly appreciative. Thank you.

DR: MONTE HETLAND: Am | on now?

FEMALE VOI CE: [Off mc] Yes.
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DR. MONTE HETLAND: Can you hear me if I, - - do | have to shout?

MALE

Okay. Who would like to answer that first question? Grab a
m crophone, please.

VOICE: So | think that the HIV Medical Association
definition of who is an HIV specialist is very inmportant, but
we know that there aren't enough of us in the country to
satisfy those needs. So | think for SSA, perhaps it's a
guestion of triaging the cases. So one of the issues that we
tal ked about already and sort of on the side was, rather than
giving a negative, the positives are easy. We'IIl, you know,
there's documentation, you're happy, et cetera.

The negatives, instead of giving an automatic negative, if
there's a question of whether there m ght be more information

that's the one to try to refer. Now how do you access that
referral database? The HI VMA has an electronic |listing of
specialists. So that may be one thing to ook at. And also

in an efficient manner communi cate, as best you can, what
your question is about making the determ nation.

So the problem fromthe practitioner's side. First of al
there aren't enough HIV specialists in the country. And our
rei mbursenment is basically nearly non-existent. So that's
somewhat of a problem If it's bounced back from SSA, could
there be at |l east a nomnal fee associated with doing an
additional assessnent? How do we do that? So that's one of
the issues that | would throw out to you.

DR. ABERG. You know so the flowis a really big problem because

there's so many different settings. So like, nmyself, that's
in an academic institution it's a little bit better if you
know t he patients come and they bring their forms. They
usually give the forms actually to the case managers or the
soci al workers. And the social workers really keep on the

docs. I mean you know, | look at it and I'm fortunate
because | am at an academi c center where it's a team approach
and |'mjust one opponent. So, you know, | have all these

ot her people that help me and we can really, you know, really
focus on the patient. So, actually, though having the case

managers kind of be in charge of that really helps nme. And
that can help us with some of the social assessments that are
needed.

The problemis that all of us are just getting buried under
paperwork. We have to pre-authorize prescriptions. You
know, everything we do now it's paperwork com ng back. And |
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t hi nk, one, the electronic medical records are getting
better, but your point can you send sonmething through email.

The problemis that firewall. It's okay within an
organi zation, but once you go from one organization to
anot her you m ght be protected, | m ght be protected, but as

soon as it goes out there it's free. And we've got to think
about the patients' privacies. And we certainly don't want a
formthat's about HIV floating out in space that somebody can
acquire. So | think having a generic formis all right, but
how do you do that |ink through?

And one of the things that | do think is working, is sonme of
t he managed care facilities now, the managed care conpanies
actually have a way to contact us and give us this
information. And that's really hel pful for me, because |
get, actually in New York for Metro Plus, we're affiliated
with. | get this email fromthe Director at Metro Pl us
saying this is what's needed.

And so key things like that. But the forms thenselves, if
you just have checkboxes, |I'm busy, alls I'm going to do is
I"mgoing to check, check, check, check. And agai n that
descri ptor, what | was tal king about, it's the detail that
you need. So if | check off and |I just say, yeah, there's
fatigue, malaise, you know you give that, it's a...

[ END TAPE MZ000019. MP3]

[ START TAPE Mz000020. MP3]

DR. ABERG: ..question, right, and it says other symptons? Fine,

MALE

MALE

just check it. It doesn't really ask you, it says, you know,
pl ease detail, but, hey, |I'm busy. | see | can check and so
you're going to get an inconplete form And | think
dependi ng on the busy-ness of the practice. So | think it
really needs to be specific like if fatigue then check, you
know, decreased 50% of ADLs or whatever it is that's the
requi rements. It needs to be as specific but as sinmple as
possible, if that's such a thing.

VOl CE: Yeah, | was just going to say, I'"'mthinking to
nmysel f, doctors are not in the habit of witing in their
notes, this patient's fatigue is so severe that he cannot
work 8 hours a day, 40 hours a week, and yet, that's what we
need.

VOI CE: [Off m c] Right.
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DR. MARY ANN COHEN: | was just going to stress a very sinmple
thing in reference to your question. And that is that the
organi zati on of AIDS Psychiatry that | mentioned really has
access to nearly all the mental health clinicians who are
working in the field of HIV/psychiatry, throughout the United
States and some internationally, so that you would have
access to a | ot of people on that web site. And now we have
an actual web page.

And one of the things that the organi zation has done this
year is to have sent out an expert consensus survey. And
we're working on getting those results together. So that's
on, ‘cause we really don't know what the best psychiatric
treatments are for persons with H'V. There has been, | nmean,
we all have experience, | have a 27-year experience with it,
but to really find out, well what are the best treatments,
what is the best way of approaching a person whose new y

di agnosed and on new antiretroviral regimen. What is the
best approach in someone who is not on an antiretrovira

regi men? What's the best of approach with this class of

medi cations, with that class of medications? So we have,
we're just done a survey and we're | ooking at that and we're
going to be writing it up. So those are the things you m ght
have access to as we nmove on.

DR. MONTE HETLAND: Dr. W zni a?

DR. ANDREW A. W ZNI' A: |'ve been quiet '"til now, but I'Il, |I'm not
that quiet. So | actually want to go back to Judy's conmments
about busy-ness and tine for clinicians. So any tinme that
I'"'mgiven, so | come fromthis fromthe - - perspective. So
I have some children who have congenital i mmunodeficiencies
who need gamma gl obulin, they need monthly infusions, every
six months, this is |life long. Every six nonths | need to
write another letter, which |I have to change because they
tell me that it's the same letter, so | have to change it, so
that this can continue on a therapy that they're going to
need for their whole Iife even though |I've written in the
thing that there is, this is never going to change. This
child is just born with - - that's it.

And what happens is that sonetinmes their gamm gl obulins, you
know, they don't have the recertification and their treatnment
is getting delayed at home because |'m being asked just to
take a letter out and change a couple words and change the
date. But that's enough of a disincentive, it's enough of an
obstacle to effect the care. So when | | ook at these bl ank
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boxes and it asks, provide additional information, first of
all, no one can read my handwriting. | can't read ny
handwriting. And it's probably the major marital issue |
have with my wife. She thinks it's passive aggressive, |
think it's just fine notor. Maybe you can help nme Dr. Cohen.
My gross motor's okay, |I'mstill playing basketball

So then | write this because | don't have tine to type this.

I work in a city hospital. W're the largest pediatric HV
program on-site in one site in the country. W're caring for
3,000 adults. |I'mthe director for all of HIV services. And

we have a half [phonetic] a psychiatrist that's how it - -
We have maybe 1 case manager for 400 patients. Okay. So
when we get these things and it takes time, yeah we can do
forms all the time but we're going to provide no services.

So it sometimes becomes this balancing act that we' Il fill

out the forms but really some of it is a myth. And |'d

rat her be having my case managers providing either services
or some type of supportive care. So boxes with yes and no

and just, and - - it is just to believe us, okay, as opposed
to, can you document. | can't tell you how many times |'|
get a call from someone from SSA saying, Dr. Wznia, | just

want to verify da-da-da-da-da-da.

So | get a lot of these verification phone calls. And then
|'"ve got to call back. And the person I'mcalling back
guess what, they're not sitting and waiting for me. They're
on the phone with somebody else. So now | have a voice
thing. So then | - - all right, and then it's back and
forth. And | don't, just to say, yes to a person, but | need
to verify it with me not by voicemail but they have to hear
me say yes and answer one or two peripherally related
guestions. All right, and that can take a week. That could
take a week, and that could be six or seven back and forth.
So that's got to stop. | don't know how you stop that. And
I understand the concept about firewalls, but maybe a form
saying you've said this, we want you to re-verify, do you
believe yes, that this... That woul d hel p. If you asked ne
write text and to write, give us five exanples of X, Y, and
Z.

And |'m going to be tal king about soft science [phonetic]. |
think Dr. Cohen tal ked about soft science and disability all
you have to do is conme to my pediatric H'V clinic, which is
mostly 16-year-old infected adol escents who've had the virus
for 16 years and everything's soft. But it's, they're
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di sabl ed. They can't go out into the world and function when
they're hitting 18. It's not happening. There's 70% have
mental illnesses, have a DSM |V diagnosis. That's a high
risk of failure. So if you just throw them out there that's
a problem and that's... Well I'm going to talk about that so
here's a prelude.

But | think that anything that, so the bottomline is,
anything that you're asking us to do nore is a real problem
As a matter of fact, |I'mgoing to make a comment about

el ectronic medical records, because this seens to be in
vogue. So the city has done this and we're part of the

heal th and hospital corporation. And |I understand why we

need that, but | can tell you the quality of notes that |'m
seeing in the electronic medical records from house staff to
us, everyone i s under pressure. And if |, | can take a
history and write stuff down and I'd be | ooking at ny
patients. | can't really type and | ook at a patient and ask

a question. Okay. And certainly, and then their response
woul d be by the IT people, good, we're going to give you

boxes to check off. So I got to find the clicker. |'ve got
to match up nmy nouse with what |I'm | ooking at the screen
And, by the way the screens are always on the left, the
patients on the right. So I'mgoing like this and I'm

getting vertigo. But it hasn't hel ped.

So what electronic medical record recording to me is every
patient is another 10 m nutes just to get it down there. And
then those probably aren't as good. So if you start | ooking

for that. But take any short cuts, Monte's exactly write,
I'"'m never, |'ve never written this person can't go this, this
and 40 hours a week. Pl ease, you know, yes, |'m hoping that

I can neet sone of the HIV quality assurance measures from
the state because they come in and they | ook at us al so. You
have to realize, this group is getting, H V was a nove
illness and that creates an opportunity for people to | ook
over the shoul der's of everyone.

And t hey do. Okay. | get lcrow [phonetic], | get people
com ng out for three days |ooking, you know. It didn't say

t hat you tal ked about adherence, Dr. W zni a. I'"'mlike, |'ve
written three grants on adherence and HIV i nfected ‘cause of
course |I'mtal king about that. Well it doesn't say that yet.
Well it does over here. Yes, but we like to have these
paramet ers marked over here. I'"m saying, you know, so that's

us. So anything that can be very quick and verifiable that
woul d wor k. Okay.
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FEMALE VO CE: And | just want to underline the trust ne part of
that, and trust the clinician wherever, and you know al so
take into account that people throughout the country are
applying for these disability benefits and they don't al
have access, necessarily to the same |evel of doctors for a
variety of reasons. And | think also Social Security
Adm nistration, in terms of their end of things has to be not
so hung up on the magi c words appearing sonewhere on a form
or in the records, but really going through those records to
see what is the situation with a particular claimnt, and to
be very receptive to the clinician's evaluation of their own
patient and some of the subjective information in there
wi t hout the detail ed data, objective findings that ideally
you woul d have, but you're not going to have in every case.

MALE VOI CE: And one other point, and that is, | don't know what
percentage of care is delivered through academ c
institutions, as represented here, where for better or worse
there's some |level of adm nistrative support. What do you do
at the private practice setting? | nmean have a friend who
was an HIV provider who supported his nurses in his clinic by
taking out a second mortgage on his house. And then his
practice closed and he |lost his house. He thinks working for
the airlines right now is great because he gets a regular
paycheck. So you know we represent kind of the lunatic
fringe of the business, if you will, and a lot of the
requests for disability determ nations are going to docs in
the community who have no support what soever.

DR. HETLAND: M. Sklar, you're on.

MR. SKLAR: Actually, at the moment |'m speechless. Thank you
We have a | ot of chall enges here, and again, we | ook forward
to working with many of you. This obviously isn't going to
be easy, but it doesn't mean we shouldn’'t go there, in really
trying to find a nore efficient way to do this that everybody
could live with. And obviously that requires some

flexibility on our part as well. So | guess in short
measure, we get it. So we'll be back in touch.
DR. EDWARD HANDEL SMAN: Hi . "' m Ed Handel sman from t he Divi sion

of AIDS and | want to ask a question about adherence and how
woul d adherence be, or difficulty adhering be addressed in
terms of a disability. | mean in some ways you can think of
an opportunistic infection is easy to code, even a
psychiatric diagnosis or even the softer signs are earlier to
code. How woul d you get at someone who, let's say, needs to
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sit for three hours to try to get his or her medications down
and that would really inpact their ability to continue to

wor k?
MALE VOI CE: I's that a question to nme or to then?
DR. HANDEL SMAN: | guess, both.

MR. SKLAR: You first. Okay, Dr. Flynn?

DR. PAT FLYNN: | guess being a pediatrician, as Ed is, it's
easier for Andy and | to answer that question, because |
t hink as adults, as much as they conplain about ritonavir
they should try, they don't even have to taste it, they can
just smell liquid ritonavir to see whether or not they'd be
able to conply with that reginmen. And so, and al so as
pedi atricians it's not necessarily the time that it takes the
young infant or a child to swallow their medications, but
often times you're having the parent having to do it, and if
it does take three hours, which it sonmeti mes does, that
really impairs, not only the child's ability to go to school
but al so the parent's ability to work and support them

And, not only that, but there are other Iimtations that are
brought about by poor adherence. For instance, our patients
when you don't take your medications we see you nore
frequently. So particularly in adolescent patients we may
have them coming to clinic every week so that we can count
their pills and check their nmedications. W may have
directly observed therapy reginmens that require themto go
somewhere or to nmeet sonmebody twice a day to take their

medi cati ons so that we can assure that they're adherence

[ phonetic]. We may al so have them come into the hospital and
do pharmacokinetic studies so we can determ ne that. W may
have people calling themall the time. So it is a major

i mpact .

And, you know, it's easy to |ook at who's non-adherent. You
can get that again from Andy's, trust ne. But when you have
patients on their third, fourth, and fifth medication regimen
I think that's also a very good marker of who has had
struggles and difficulties with adherence.

MR. SM LEY: | could address that on the adherence thing ‘cause |
have had trouble with that. |'ve been through a | ot of meds.
And so many of the medications, you know, have to be taken
with a meal. A lot of the Pls, well no, actually all of them
are better or easier to tolerate with a meal. And then for
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me personally there's all the other, you know nendacities

[ phonetic] of life, you know, dealing with them But just ny
day quite often you know revol ves around, okay, where is ny
main meal, and it's got to be within a certain time thing.

And soneti mes that becomes such a big monumental mountain of ..

When | was, actually until very recently | was getting food,
when | couldn't wal k, God's Love, We Deliver and all that.
And, which | was ever so grateful for and all that, but still
I"mnot, | don't want to be the shut in. But you, one
Wednesday night, | relate a ot to nmusic and there was a |line
in a Bob Dylan song, of all things, said that, it's an idiot
wi nd, and it goes, "we're idiots, babe, it's a wonder we can
even feed ourselves.” And it's not for lack of food, it's
just the mental thing of composing a meal, you know putting a
meal together. Or there are services to go get them but
it's like I've got to go fromA to B and if I'm not wal ki ng
good that's an hour extra, literally for me, it's like | have
to plan an hour to get to the GMAC if | want |unch there, you
know, or go to the market.

Now, |'m doing better, but it's like, it was hard to carry
stuff back. | can't carry two big bags. | can carry one

t hing over the shoul der, you know. It's just living with it,
somet hing el se that you know is cyclic for me. I"mon a

regi men where | get like a steroid, a testosterone injection

and a vitamn injection |like every two weeks. So for the
first few days I'"'mfeeling really good and whol e. For the
rest of the week it's like a down hill slide. And then it's
l'i ke, you know, both mentally and physically. | was like,
oh, gosh, | got to get up and it's sort of really a football
pep rally in my own mnd to get up and get on with life. So
it is so cyclic and it's unpredictable. | mean it's al nost
predi ctably unpredictable. There we go.

DR. W ZNI A: "1l take a whack, actually I'lIl give it a real life

experience. | don't know how to answer Ed's question with
how it relates to SSA. So this always comes back and you
guys are assessing us, |'m supposed to do that, but, and I'm
a clinician. So | just admtted a 20-year-old perinatally
infected child or young adult who has a baby. The baby is
about 8 nonths of age. The baby is not infected. She has
been in the foster care systemin New York City since she was
two. She's been in abusive foster homes. She's had to live
with her HIV. She hasn't graduated high school. She's in a
reasonabl e foster home now, except that there's a, maybe a
little too many foster chil dren.
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So they're supposed to sit and hold her hand when she takes
her meds. And she told me she was taking her meds, and of
course the viral |oad was 300,000 and her CD4 is a 10. And
this is the third time she's been down there. And we had, |
took, | actually had the whole dysfunctional famly cone, the
dysfunctional famly of her care providers come in to the - -
clinic, and that included the agency, the foster care agency
t hat never talks to us, it also included, she's got a |ega
guardi an, the |egal advocate, it also included our staff who
I think are sem -functional, and her.

And | asked to someone |'d been trying to get DOT, which is
direct observational therapy. She basically said, | just
need someone to hold my hand when | take my meds. So I'm
trying to get that in to her home in Staten Island twice a
day. So they call the AIDS task force out there we can go.
That was in, the referral was made in m d- August and so far |
have an eval uati on, but they never called me. And the

eval uation is, we can do twice a week

Okay, so that's probably detrimental to her health because

t hat means that she'll take her meds twice a week and that's
a good way, she's almost PAN [ phonetic] resistant, but that's
a good way to cenent her in total resistance. And she's on
every avail able antiretroviral in every class. So we have,
there's nothing even down the line to give her.

So | asked her the inmportant question, | said, what time, |
said you wake up in the morning, now you've got to take your
dose in the evening, what time, when do you start during the
day thinking about taking your dose, which she basically

| ooks at but thinks about. So |I said, what time during the
day do you start to think, she says, the m nute | wake up.
The m nute | wake up |I start thinking about taking ny

medi cations. And in the |last three weeks when | asked her

t hat question she had taken no medicines.

So it's always present, and you know Dr. Cohen tal ked about
posttraumatic distress disorder, | think that's my clinic, ny
clinical population, my practice. I don't like the word
clinic. So | don't know how that goes in to disability. But
if she can get services that can do that where | can have
someone go out, and | can tell you that |'ve spent hours and
hours and hours trying to work a way, back to a way of
getting this done. That would work. So |I'mnot sure if the
di sability part can cone into this, and that may be how - -
but I think that a ot of the..
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And actually we put her in the hospital. And she's been
there for about five or six days. And | went in and | saw
her and her smle was back. | said your smile is back. She
says, |'mfeeling better. Of course you're feeling better
you don't have a viral | oad of 300,000 anymore. You know if
you have, think of, it's a virus, so when you have the flu
that's a virus. You don't feel that but there's this
background yuck. And she's feeling better ‘cause that
background noise in her inmmune systemand - - is better.

So somehow it's sort of like, it goes back to adherence. So
how do you get people to take their medications? |It's not to
explain to her, so you know you need to take your medicines
because if you don't take your nedicines you're going to die.
You know she feeds it back to me. She can even give you a

di scussi on on pharmacokinetics like why if |I mss a dose I'm
droppi ng below but an inmportant - - |evel of ny drug. She
can give that talk fairly well. So she understands. It's
just the act of getting it. So somehow if this can help, and

I guess goes back to whatever the checklist is. Have you
di scussed adherence with the patient? You know, of course we

have. You know, just assume it. 11 stop.

DR. ABERG: You know, just building upon that, Andy, | think, and
you'll probably agree is that, you know, adherence conmes up
|l ooking like a blame to the patient. And | think that's one

of the worst things that anybody can do. But adherence
doesn't mean that somebody doesn't want to or they're
refusing something. You know, we got away from the word
conpliance because we said, oh, that was putting the blame on
patients. But that's what people do. They say, oh, you're
non- adherent that's why you're failing.

There could be many reasons why people are feeling. And it,
they could be sonebody that is actually taking their meds all
the time. You know we're not all the same. W have

di fferent metabolizing enzymes. We don't know all the

di fferences between genders and race, ethnicity. So there
can be reasons or drug interactions why some of these

medi cations aren't working. There are things over the
counter, we don't necessarily know how they may interact with
some of these nmedications. But, you know, the automatic
assunption is if somebody is not doing well and their disease
is progressing well then they're non-adherent.

And | think when you ook at a form and | |ook at a form
and it asks me, is this patient, you know that if you say no,
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then it's that, oh, well this is the person's fault. And we
need to get away fromthat, that it's not the person's fault.
And there are so many factors that play in to adherence that
Andy was menti oni ng. But even, you know, there was one study
that | ooked at directly observed therapy conmpared with people
taking their meds on their own. And while people where on
that DOT it's true they had great adherence, but after six
mont hs after they dropped it, people went in, back into the
routine of m ssing doses. So it wasn't that you get so much
the routine.

But the other thing to remenber is, just |ike chenmotherapy,
just the thought of having to take these meds someti nes make
peopl e nauseous. They get sick and worried just doing it.
And when | made that comment before about the face in the
mrror, |I've, | have friends who are coll eagues that practice
in H'V and they say that's one of the hardest things, is you
know you get up in the morning, you' ve got to take your own
meds and then you have to go and you have to deal with this
constantly all day. You know, and so you think about it that
first thing, like Andy just said, you wake up in the morning,
it's the first thing on their m nd, oh my God, | got to take
these meds. And | think we need to have sonme forgiveness
with a patient.

So what does it mean for adherence? |It's really difficult.
We all know, you know, lots of times people are going to have
a doctor's visit, that's exactly the time when they're the
most adherent. Why do we ask, have you m ssed any drugs in
the past three days. Well no, so then you're 100% adherent.

I mean that's what's on our conputer that Andy was talKking

about. It has a calculator to cal cul ate what your percent of
adherence is, but it's based on a three-day recall. And how,
you know, it's, so there's all these m ssing things and I
don't know necessarily how to interpret that. But |

certainly don't know how to interpret it as far as saying
it's the associate with disability. The reason why there may
be non-adherence could be because it could lead to, |ike we
were tal king about, mental illness or other reasons why
people aren't adhering. And those are the things that you
need to get at to, not whether or not sonmebody is adherent.

DR. NADLER: And along those lines, one of the things that | did
with our clinic in Tanpa, Jane you know about this, | kept a
big bottle of liquid ritonavir. And at the beginning of
every year the new fellows were required to dip their tongue
into a partial teaspoon of liquid ritonavir. And then we
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didn't provide themwi th anything to try to disguise the
taste for the next couple of hours. So they could understand
t he ki nds of challenges that the patients face trying to take
t he medi cati ons.

But what do you do when you've got a newl y diagnosed denmented
87-year-old who shows up in your clinic, like |I had 2 weeks
ago? MVWhat's the dementia due to? What's his functiona
capacity? And his daughter says he can't even button his
shirt and his trousers in the morning and that's why | want

hi m noved into a nursing home. I's he an appropriate

candi date for antiviral therapy? These are tough deci sions.
But this is a man who is disabled. He cannot perform
activities of daily living.

And anot her point about the chenmotherapy thing, at least with
chenot herapy it's time limted, either you die or you
respond. This noxious stuff is stuff that the patients have
to take for the rest of their lives. And they're going to go
t hrough periods where they're able to do it and periods where
they may not be for an assortment of reasons. And those are
tough calls. And | don’t think any of our electronic record
systems, as good or as bad as they may be, are adequate to
addressing those issues.

DR. COHEN: Just a real quick coment on two things that you said

about the 87-year-old and about something that M. Smley

tal ked about in his presentation. And that is that, this
really doesn't pertain exactly to disability, but the concept
of tal king about advanced directives with patients |ong
before they become ill, while they're still healthy is really
an i nportant one because then M. Smley wouldn't have

| earned in the intensive care unit that he was the designated
heal t hcare representative for his friend.

And in addition, Dr. Nadler wouldn't have | earned that he was
faced with an 87-year-old, and it was unclear what to do if

t hat gentl eman had actually talked with his daughter,
appointed her as his healthcare agent, discussed his wi shes,
shoul d he became, should he beconme unable to make deci sions

for himself. And maybe, even though he's 87 and can't button
his shirt maybe he still can make deci sions and the question
woul d be, how would you like to feel better, if you got a | ot

of difficult to take medi cations then maybe you would be able
to get some of your function back and see what he answers.
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MALE VOI CE: I|"'m going to say something that | kind of feel like

the big bad wolf in that much of what you're talking about is
coordi nation of care. That's not SSA's job, unfortunately.
Our job is, does sonmeone neet the |legal definition of being
di sabl ed. Can anybody say that more subtly?

DR. W ZNI A: | guess the retort would be, so if you | ook at your

medi ci ne and you cognitively know that you need to take this
and that this is good for you in the long term and you don't,
is that a disability.

MALE VOI CE: M. Eigen? W can't possibly have an outreach

wi t hout M. Eigen weighing in.

MR. EI GEN: Yes and no. It could, the answer is it could be.

DR. W zZNIA: We'll just take a yes.

MR. EIGEN: The reason | put it this way and the way | wrote it in
my notes, | always think of translating what you guys say
into instructions to our adjudicators. And what | took away

fromthis discussion is there are two issues that are
associated with failure to follow the treatnent that's
prescri bed for you, either at all or the way you're supposed
to. One is, if you actually are disabled, where we say, you
know you can't work, and there's a treatnment that's been
prescribed for you that could, that is likely to make you
better and you willfully failed to follow it we can deny the
claimon that basis. From what you've said the clarification
I think we need to make to our adjudicators is that that
could never occur, or it would be so rare that for this
popul ati on that they shouldn't even be considering that.

The second way it comes up is, and this is the trickier one,
is when the person doesn't have one of these kind of frank
mani f estati ons of HIV infection that automatically neets a
listing, one of those earlier things that you all addressed
this morning and where we have to consider the person's
limtations. And | suspect that one of the things that m ght
be happening is when you're getting, first | was taken aback
when sonebody said that you're getting questions about

whet her the person is complying with treatment.

And | was trying to figure out why one of our adjudicators
woul d even ask that. And | suspect that what they may be
thinking is it goes to, what we call, the creditability of
the person's conplaints. That somebody is translating that
or some people are translating that to, well the person
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appears to be very limted, but they're not followi ng their
medi ci ne so maybe it's because they don't need to. Maybe
they feel okay and they're just not following it for that
reason. And that's another translation | made in ny head to
an instruction we have to make to people to say actually
that's very unlikely. That there's far more likely reasons
why people would not be followi ng their treatnment. So I'm
not sure if that answers it directly. But the point is, if
we give out instructions that explain that people who appear
to be disabled but who are not following their treatment have
very good reasons for not following their treatnment the
answer to your question is yes.

DR. WZNIA: So | guess what | didn't hear in that, or maybe |
m ssed it, is what if the reason is that there's an
underlying conmpilation, ‘cause |I'm an inmmunol ogist so |
apol ogi ze Dr. Cohen, so there's an underlying conpilation of
mental health issues. So the patient's knows they can
physically but emotionally or mentally they can't because
t hey have a conbination of - - posttraumatic, depression,
anxi ety, whatever.

MR. EI GEN: Same answer, it's just that's an exanple of a reason
that a person with a nmental disorder or a conbination of
ment al di sorders, a good reason for not taking the medicine.
So, and we woul d, and we would and should be taking that into
account even now.

DR. W ZNI A: Okay. So if that could be manifested in a checkbox
with a verification, as opposed to text. Then someone going
back and saying, can you show me in the medical record
because the electronic medical records that we're defining,
that are being defined by us by other sources isn't capturing
that. And we don't, at our program which is a huge

intercity, it's the Bronx. It's the large, it's the |arge,
it's the public, it's the nmunicipal hospital systemin the
Bronx, okay. We don’t have, 1'd |love to have Dr. Cohen come

up three days a week and see patients.

Okay. And in a world of pediatrics and adol escents there are
not that many adol escents psychiatrists. And what you find
is that if we can find somebody who wants to do it they're

| ooking to start a private practice to do pediatric and

adol escent psychiatry. So their open time is during the day.
Okay, at night they're seen in private practice. So | can
find someone to hire them half time equivalent, but they want
to work in the norning. Well that popul ation needs to be in
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school . So | don't want to pull kids out of school to neet
the schedule of a highly sought clinician who may be a great
practitioner. So we don't have that. You know there's a

di sconnect between what we would |ike to do, the reality, and
then getting you that definition or that verifying it, so.

MALE VO CE: We heard you |loud and clear on that in the office - -

DR. W ZNI A: [Interposing] Okay. - - nedical school —
MALE VOI CE: —we ought to think of that.

DR. W ZNI A:  Yeah. In medi cal school anything that was inmportant
they told you three times. Okay, the first time was during
the crossword puzzle, the second tinme was sleeping, the third

time someone said, you better |isten. Okay, so.

MALE VOI CE: Please, | see a hand in the back

MS. M CHELLE SPADAFORE: M chell e Spadafore, AIDS Center of Queens
County. I'd like to talk about fatigue both to you guys and
to our SSA representative. I have a lot of clients that have

fatigue. And their fatigue m ght not be serious enough that
they're bedri dden seven days a week, but it's certainly
serious enough that they cannot go work five days a week,

ei ght hours a day.

And, you know, especially in regards to 14.08K, personally

|'ve got really bad back pain. | don't talk to my doctor
about my back pain. When | go to see ny doctor | talk about
whatever | came in for. | never talk about my back pain

‘cause my doctor can't do anything about my back pain. But
|'"ve got these clients that have HIV and depression, HIV and
you know hep C or just plain HV and they've got this serious
fatigue. They don't go in and tell their doctor every time

t hey have fatigue. They don't, you know, and so not every

pi ece of the medical records in the treatment notes are going
to say, patient conplains of fatigue, patient conpl ains of
fatigue. Maybe twi ce a year it get's noted. That doesn't
mean they don't have it every day. It means there's no point
in tal king about it because there's nothing that can be done.

And then when | go and | try to make, you know, an argument
to the judges, ny patient has serious fatigue, he's like,
well | don't see that in the record. It's not on the
doctor's notes, just ‘cause he says it doesn't mean it's
true, too bad. So, you know, how if at all can that be
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addressed in the medical comunity and is there anything you
can do to make the judges listen to ny clients when they
actually say they have fatigue even though it's not al ways
noted in the record?

MALE VOI CE: Something we struggle with all the time.

DR. COHEN: Well it is actually a symptom that has been wel l
documented as very much a part of HIV infection and it is
mul ti factori al. So that, you know, it could be due to HIV,

it could be due to depression, it could be due to substance
use disorders, it could be due to psychosis, and it could be
due to the other thing that's very closely associated with
HI 'V, which is insomia. Apparently there is a connection
bet ween the reticular activating formation and sl eeping and
not being able to sleep in HV infection.

So, you know, | think that there is definitely good reason
for fatigue and yet sonme people are able to deal with it
better than others, some people talk about it and some people
don't. And I've worked with patients. | invite patients to
tal k about it so they do talk about it.

DR. NADLER: Yeah, | mean there's a certain reality that a
practitioner faces. So you've got 15 minutes allotted for
your intervention with the patient. Six mnutes of that is

taken up by the front desk personnel who check the patient in
and try to get the patient to your room Another six m nutes
of that is taken up with your post evaluation, electronic
notation, or not electronic notation, the what you did. So
in the remaining three m nutes you're supposed to speak to
the patient, exam ne the patient, provide them with any

medi cati ons or other interventions that may be necessary so
that you can then do the documentation.

That's just not a reality. So |I think, for instance, a
synptom | i ke fatigue, which is the same, visit, after visit,
after visit is not going to get noted in the medical note on
a regular basis, visit by visit by visit unless there's an
active change or intervention that is sought. So there is a
conmmuni cation issue, if you will, with the people, with the
judge who's making that | egal determ nation and the
availability of source documentation. That's just not a
reality. And, you know, the next |aw that comes down from
congress, such as the ones that we've received, that say we
have to now document that we've counsel ed them about snoking
cessation, about safer sex practices, we go through the

SSA HI'V Policy Conference
September 10, 2008 | g8



annual drill about have you had your influenza vaccination,
et cetera. Hey, what am | going to do in all that | uxurious
30 seconds that remains to me as the provider in the clinic?
And that's a real problem

MR. SM LEY: | could say sonmething on fatigue. Yeah, on fatigue,
I could say something definitely on fatigue. The way I, it
just comes with the territory. It's just part of the deal.
| mean it's, | look at, it's a given, some days are better
t han ot hers. It's sort of what | nmeant like it's totally
unpredi ctable and the thing is | wish there was, in ny case,
in my personal case, | wish there was a pill or a drug but
you know that's |like something that | just don't do anynore.
But that's - - a lot of times I'lIl fix it with a get high and
that's only going to, you know - - that's going to give ne a
| ot nore than just fatigue, I'll tell you that. You know
it's like I can't fight it.

It's alnost | got to just surrender and just, okay, | have it
so what, okay. The mail, I'lIl get it out of the box
tomorrow. You know? It's like |I just got to like stop, live
basically on my own, it's a drag but live, you know, to
mysel f. You know, nyself, you know people al ways said,

Brett, you know you got to live, you know |Iife goes on, you
got to live a good life. But a lot of things are really,
it's my life and | got to live according to Brett. And
that's really the way it is. So it just comes with the
territory. Fatigue, lately my fatigue has graduated to
mal ai se.

DR. HETLAND: Other questions? Surely there are questions.

MS. ERI N LOUBI ER: ['m Erin Loubier from Whitman-Wal ker Clinic. [
t hi nk what, the comments about fatigue and what ny coll eagues
said are really about the givens that any di sease has that
are things that a disease or, you know, illness you live
with. And | think what a guidance that you could give to
adj udi cators would be is that the absence of objective
evi dence that support the givens isn't a credibility issue
for the client. And I think that's the connection that needs
to be made that consistently we don't see.

DR. HETLAND: Dr. Desi?

DR. LAURENCE DESI, SR.: Dr. Desi, Social Security Adm nistration.
To try to hit maybe, perhaps something a little nore
pragmatic, we're not the only disability insurance that I
think at |east some of your patients may see. I's anybody
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el se doing a better job of collecting nmedical information to
make disability determ nation benefits better than Socia
Security?

DR. COHEN: I mean | don't have, as | told Dr. Hetland and Dr.
Ei gen when | started with this, | have had no experience with
di sability except as a clinician until now. But | have to
say that it seems to me that the Social Security
Adm ni stration actually has the best approach that |'ve seen
relative to private insurers and other systems. So | don't
have that much experience, but |I think it seens like it's the
best. I mean | think it works, usually when |, | mean in

terms of nmy psychiatric patients, when | apply for disability
my patients get it and | can't really say that it's ever been
denied. So, you know, it seens to work, at least from ny
standpoi nt .

DR. ABERG. You know it's a little bit different system I
haven't seen that many. | mean | actually, probably if | had
to think of another disability it'd be workman's conmp, but in
the few private insurers |I've had by the time the patient
comes to me they've had an evaluation through the private
i nsurance and it's almost Iike for me just to confirmthat |
agree. So |I'm not doing that formlike, you know that one
t hat asks you, how many pounds can the person carry for, you
know, and they can bend for this many hours or whatever. I
don't, the private insurers, it's like, this is what was
found, do you agree, anything m ssing, or you want to add,
ki nd of thing.

DR. NADLER: Yeah, and | agree with Judy that in the private
setting there is usually sonmeone who is reinmbursed for doing
t hat eval uati on specifically. That's a big difference. But
the other thing is that until that evaluation gets done, in
the private sector the answer is, this person is not
perceived to be disabled, what information can you provide
t hat can make us change our mind. And | think that's totally
i nappropriate, but that's the response.

DR. WZNIA: And |'ve had one or two, maybe even a couple nore
where | think some of our pediatric popul ation has been sent

out to an independent clinician to verify this. It's someone
who never calls me up and then they're turned down. And |I'm
saying, first of all |I'm upset that my patient is being

dragged somewhere el se, okay, and out of school, again,
‘cause that's what their job should be, you know, if it's an
adult. And then I'mjust thinking to nyself, who is this
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person, well maybe it's you Monica [phonetic], |I'm hoping
not, okay, foot in nmouth disease, but who is this person
who's evaluating an HIV infected individual that |1've cared
for 16 years, who's not calling ne.

And what is there, you know there aren't that many pediatric
HI 'V experts in the country. And what is their expertise that

is - - that is going against my inpression of my patient.
And |, personally | find that not beneficial. It's sort of
i ke blam ng everyone and it's certainly not hel ping the
patient. So if sonmebody wants verification it's got to be

with somebody with some credibility and credentials, and it's
not just that they're certified in pediatrics, that they're
board certified in peds. They need to have some expertise in
HI'V and pediatric H'V so they know what they're doing because
the stuff that |I'm giving back from both the patients and the
rejections I know is nonsense.

VOI CE: I'I'l let you answer that in one second. I do want to
say though that the request for a consultative exam where we
send sonebody out, is because we have not received sufficient
records if any. Okay. That's what pronpts sendi ng somebody
out. And often times, | used to say it when | was in
practice and doing QA work in Chicago where the person would
identify one particular site as this is my doctor but then
when, which was in an outpatient setting, but when the
request went in the hospital and inpatient records are kept
by sonebody el se. And so, you know, and the two systens
don't communicate. So we get a fraction of the information
back, but we don't get it fromthe hospital and we're trying
to get a conmplete record. Most of the time it's |like we
haven't gotten anything. But | will turn it over to M.
Skl ar .

MR. SKLAR: No, that's exactly right, it's back to the asking the

ri ght question of the right clinician. But often we just
don't mesh. And it's not a trivial point that it's really
hard to get the right question to the right person in a
really busy setting for us. W're processing 2.5 mllion
initial disability claims a year, obviously thousands of
patients in your practice. And it's just that sinking it up
is, it sounds like in that case they probably, assum ng that
was us, us being Social Security, that they came |ooking for
a consultation fromyour office, or fromyou, or from
sonmebody there and it just didn't happen for whatever reason,
and then they went to a source. MWhich in our, first of all,
in our opinion it's deficient. It's not a great outcome from
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us. We want to hear from you. So it's just really trying to
get that relationship of how to move that information back
and forth that's chall enging.

VOI CE: And actually it goes back to email in a sense of —

VOl CE: Can you speak into the mc, please?

DR. W ZNI A: Yes, sorry. Can we go back to sort of readdress that

MALE

- - | see where it comes in, so we, we're the pediatric
HI'V program and | get mail from pediatric endocrine, | get
all these other people's mail fromthe hospital mail system
So I'm always trying to advocate for ny patients but then |
see them going. So sonetimes it doesn't actually hit nme. So
the question is, can there be a dual notification, you know,
we sent this out? You know, because | may not be getting
these. And sone of the problem also m ght be that we're
| ooking at the adult formand |I'm being asked on a 16-year-
old can they carry 40 pounds, and |I'm | ooking and saying, - -
As a clinician | understand where you're comng from but
as a clinician |I'm sayi ng what does these questions that are
in front of me have to do with this individual who |I think is
di sabled. And there isn't a box. And then I'm not smart
enough to try to check some other box and then have them cone
back ‘cause | amsitting - - can you write coments. So |
probably write coments and then they can't see what |I'm
writing and I'mtrying to nmesh, it's sort of a, it's putting
a square in a round hole.

But then the other part is when they go to the verifier, so
what information is that person | ooking at? Right, so
they're getting even less information ‘cause no one's talked
to me. So now they're getting the informati on about the
illness froma 14-year-old.

VOI CE: If I could just comment, we just put on a series of
hearings on rare di seases, some of them very rare genetic

di seases, which are by definition rare. So our adjudicators
virtually never see them or never see them so they're not
sure what questions to ask. And then they go out to other
clinicians who aren't famliar with the di sease. So
essentially how we've begun to solve that problemis trying
to go out to the groups and get assistance on, what is the
ri ght series of questions to ask of a kid, of an adult, cone
up with a better tenplate and then do our very best throwi ng
the hail Mary pass trying to get it to the right person. But
clearly it's not great to be asking adult questions of a
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pedi atrician. And perhaps Monte would, 1've heard him make
this coment before about his experiences in Chicago, so |I'm
going to give himthe mc.

DR. HETLAND: When | was in practice when | would get the
guestionnaires from Social Security |I threw them away. And
did that because | would be asked questions, nmy child with
congenital heart disease, how far can he wal k before he has
chest pain, what are his cardiac enzynes. And | said any,
you know, agency that's stupid enough to ask me questions

like this, I'mbusy and | threw them away. So | guess ny
patients didn't get disability or they got sent el sewhere.
But | nean |'ve been on the receiving end. Yeah, we get it.
Dr. Flynn

DR. FLYNN: I just wanted to mention, you know, | know a | ot of
this is regionally and locally based, but | have never been
called by an SSA person to clarify or ask any questions about
a formthat | submtted and never get any feedback about
whet her or not the patient is granted SSA or not. And you

know | think that that's a deficiency and | think a dialogue
in understandi ng would inmprove the avail able resources for,
at | east nmy patients.

DR. ABERG: I wanted to conment about the two things with the
forms. One is that we get the forms and it requires the
patients to sign so that we can do release of information and
that's never signed. And we really shouldn't be filling out
those forms. And so you have to wait 'til the patient does
come in and you get that signature before you could do those
forms. So that would be like really key.

And then the other is about the phone calls, ‘cause we have
gotten phone calls. And we're getting a little bit of a
stickler now with the corporation that the conpliance officer
doesn't want us giving any informati on over the phone because
you don't know who that person really is that's calling you
You don't have an established relationship with them  You
don't know that's voice. And how do you know it's not
sonmebody el se who just wants to find out what sonmebody's HIV
status is.

So there's this caution against now that we shouldn't be
doi ng, releasing any information over the phone. So when

somebody calls me | have to then say, |I'msorry, will you
pl ease fax me the patient release formso | can talk to you
And they go, well | don't have that. And | go, well then I
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can't talk to you. So we have to wait until they can get
t hat signed release faxed to you with a nunmber that then |
can call themat. So it's getting more conplicated to
establish that conmunicati on.

MALE VOICE: [Off mc] - - if the fax machine is worKking.

MALE VOI CE: |'ve seen some hands in the back

MS. DI ANE LAGAMVA: |'ve got the mc back here. |I'm Diane LaGamm
with the Legal Aid Society. I think you hit on a really good
point that's really kind of a bureaucratic problemthat has
to do with the obtaining of medical records. I n about 20

years of representing people in New York City with HIV I
don’t think I've ever found a complete record when |I've gone
to look at the file. Part of what we do is help get that
record put together, but nost people aren't represented by
advocates at these hearings. And | think that sonething as
simple as trying to stream ine the process of requesting

t hose records, ‘cause lots of times the information is in
that file. You may not even need doctors filling out
addi ti onal fornms.

For many of our clients they are very hooked up to the

medi cal care system  They get consistent medical care. They
see their doctors once a nonth, every three nmonths. The
information is in the records. The records are just not at
the Social Security Administration. And if you could figure
out a way of streanmlining that process and getting your hands
on those records before the hearings | think there m ght be
elimnation of a |ot of problens.

MALE VOICE: |1'mgoing to take a couple more questions ‘cause
we're at the, alnost at the end of our time. | saw a hand
back here, did you have your hand up? Everybody must be
total hypoglycemic. Okay, | want to thank our panel very,
very much for - -

[ APPLAUSE]
MALE VOI CE: Okay, Reese, where do people go now?

REESE: [l nterposing] We're going to go right downstairs bel ow
this roomto the - - room for lunch. - -

MALE VOI CE: She said lunch is being served downstairs. I think
if you had val uabl es you should take them with you

[ Crosstal k]
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[ END TAPE Mz000020. MP3]

[ START TAPE Mz000021. MP3]
[ Crosstal k]

[ END TAPE Mz000021. MP3]

[ START TAPE MzZ000022]

[ Background, off m c]

DR. HETLAND: Peopl e woul d you please sit down? 1'd like to get
started.

[ Background, off m c]

DR. HETLAND: Okay, this afternoon we are dedicated to tal king
about how we eval uate individuals up to the age of 18. And
t hose people, once they hit 18, are classified as adults,
under our system Our first speaker is Dr. Andrea, Andrew
W znia who is the director of pediatric and adult HIV
services at the North Bronx Healthcare Network. He's also a
professor of pediatrics at Albert Einstein College of
Medi ci ne. Dr. W zni a.

[ Background of f mic]

DR. W ZNI A: It doesn’'t matter? Okay. All right, thank you Monte
for the introduction. Thank you for inviting me to talk.
My—ust on my first comments, |’mvery excited to be com ng
to - -

[ Laught er]

DR. WZNIA: |I'mactually from Queens. And |I’'m sure that the
reason that this place was chosen is that it's only a mle or
two away from Chase Stadiums, so, and that’'s - - a good - -
So that’s why you're all here. You're all Mets fans for the
monment .

[ Laught er]

DR. WZNIA: |1'mnostly a Yankee fan. | date back to before—
actually have dirt at honme fromthe 1969 when the Mets won.
| actually ran out into the stadium and grabbed some—

FEMALE VOI CE: [l nterposing] dirt.

DR. W ZNI' A: Well grass at the time. M nmother threw it out
‘cause she couldn’t understand why there was another pile of
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dirt in my roomwhen | was in medical school. Anyway, but

that, that’s where my comments—’'mjust - - --my comments are
going to be presented--1’'ve been doing pediatric HIV since
1985 so I'm nmy coments are based on 23 years of experience.
And so they're going to be - - . And I'’m also not an ID
person. I"m allergist inmmnologist. So when Dr, Dr. - - was
tal ki ng about early days of how did we diagnosis HIV before
we had anti body test. We |ooked at - - . Vhen we were in

the ab we were stimulating | ynphocytes and | ooki ng what your
| ynphocyte response would be to different antigens that you
woul d throw into the [ aboratory. And that’s how we were

di agnosing HIV. So | go back a long tine.

So let me just start. And |I'’mgoing to try to focus on

what’ s unique to pediatric. So a |ot of what you've heard
this morning in the excellent speeches we had this morning
are apropos [phonetic] to children. So they may be little,

but they get many of the same illnesses. W use many of the
drugs. But 1'm going to highlight what’'s uniquely pediatric
and - - professions.

So who are nmy populations? So who are we tal king about?
There are really three different conponents. The | argest
group is the 90% of the children. Those are the children who
were born to HI'V infected noms. The virus is transmtted
mostly at the time of delivery. And these babies are born as
H 'V infected. There are now many of them are adol escent.

And 1’1l show you were - - population. So that’'s what we
call vertically infected or perinatally acquired. So these
are children who got the virus fromtheir nmoms. The nonms may
have been in high risk and maybe have acquired the virus
themsel ves through sex with their husbands or significant

ot hers not knowi ng the significant others were involved in
high risk activity either. So that’'s where we are.

Then there are the adol escents who get infected through high
risk activity or through actives. So that could be, that
could range anywhere froma 16 year old who is a male
prostitute, has nultiple exposures, to a 16 year old girl who
has sex with a boy, as we’ ve seen in politics recently.

[ Laught er]

DR. W ZNI A: No comments, right. That’'s that saying, no comrent.
Don’'t type that please.

[ Laught er]
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DR. W ZNI A: Keep that off the official record. "1l have people
visiting me at home. Anyway, so those are people,
adol escents who are infected through activity. And then
there’s a small little group and that’'s people who' ve been,
children who’'ve been infected through acci dental needle
sticks, accidental exposures, the group of children who got
i nfected before we were screening bloods for HIV, blood
products for HIV. Many of those children are still alive.
In our, in our program we are actually caring for three,
three, three young adults who acquired their infection by
bei ng premature babies and got infected through contam nated
bl ood in the neonatal ICU.  So there's a small group out

t here.

There's a small group though, that group tends to act I|ike
the perinatally infected group. The high risk adol escents
tend to act like, you know, they' re getting the virus at 16,

17, they tend to have nmore of an adult course, clinically,
okay. Not maybe emotionally, okay. So the US, the

mat ernal /i nfant transm ssion rate now is about 1% Back in
the early days it was 25% And that’'s because we use drugs
to treat pregnant women and we prevent transm ssion of the
virus to the baby. So in 1990 in New York State there were
about 1,000 infected babies. Last year there were about 10.
So the transm ssion rate is really around 1% So that’s the
great success in HIV.

And the other comment is that the, the aging popul ati on of
vertically infected children, then they' re all having

chil dren, okay. So you need to think about that. " m
sitting there caring for people; I’mcaring for all their
chil dren.

And then as we talk about when you think about this,
everything’s dynamic--and | think people hinted to that this
mor ni ng- - meani ng that the natural history of HV is very
different now than it was then. Many of the issues are the
same and there are a whole host of new issues. And there are
some of the clinical entities that we used to see we don’t
see anynore |like lymposetic infestation lamnitis [phonetic]
was sonmet hing that we saw conmonly, we just don’'t see very

much. We see it a little bit. It just burned out - -
di scard. But we don’'t see new cases of the |ynposetic - -
And 1’1l talk about these people in a second.

The other part about pediatrics—and if you're an adult - - |
and there are thousands and thousands of adults in |arge
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dat abases and you want to know what is the incidence of

cancer XYZ, whether it be Hodgkins, non-Hodgkins. It can go
into a database and get that. Our database is relatively
small, few kids, the epidem c has changed. So it'’s hard to

come up with hard concrete nunbers. There are a couple of

| ongi tudi nal studies that were going on. One was PACTG,

Pedi atric Aids - - . That ended. So then there was a whole
dat abase. Then there was another study started which is
capturing part of the database.

The CDC tried to put a group together called Legacy. And now
the funding for that left. So it’s hard to get these |arge
dat abases one would rely on for what is incidence and
severity. They're really lacking in pediatrics. And we may
be, they may not be able to be recreated [phonetic]. So you
may have to guesstimte - -

So this is our population of - - Jacobi Medical center.
That's in the Bronx, New York. It’s part of Albert Einstein
Col |l ege of Medicine. There are, there are three columms:
orange, whatever that is, and green, okay. And they
represent different years, 2002, 2005, 2008. So | wanted to

show it. And these are the ages of the children of the - -
popul ati on. So you can see back in 2002 there was still a
small - - group of children who were | ess than 2-2. And when

you | ooked at kids who were over 15 the nunmbers about 6 - -
16, 3 year ago it was 120. And now it’s alnost 200 of our
popul ati on, and these are infect, are over 15 years of age.
So you can see that - - babies and a popul ation that's aging.
So as they age there are different issues that arise.

And 1’1l just tell you kind of quickly. | can, | can tell a
five year old. |If | have a good parent | can get a five or
Six year old to take anything bravely, okay. Wen |I | ook at

a 16 year old and | say you need to take your medicine twice
a day—we tal ked about adherence this morning—+ get coments
l'i ke when did you get so old? And | say what do you mean?
They say well you sound |like those old people telling nme you

have to do something. | say | haven't changed. They say
yeah, you have. Well some of these kids, fortunately, have
hit 22 and 23, they told me know I'm still young and |’ m not

as stupid as | used to be five or six years ago because now
we’'re on the same wavel engt h.

So it’s a—that’s a point in pediatric. There' s a
devel opmental stage, which are noving. It’s the same
patient, but they’'re moving through different devel opment al
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stages. That's - - pediatrics, okay. So as far as

treat ment, okay, - - talked about how we used to give - -

t herapy, ACT, and then a new drug would come and, DDI and
then it would be AZTBI, which was better. And then it was
AZT3TC. So the population that |I just showed you, the - - |,
they’ ve been through the history of drugs that we had. So
many of theminitially—which is good because | see us - -
because it’s important that we’'re going to keep mentioning.

So initially anyone treated with mono-therapy and duel -

t herapy before we had HAART. Then HAART became avail able in
the adult popul ation somewhere in 1997, ’'96-'97. When you

t hi nk about kids it’'s always two to three years |ater because
t he devel opment of these drugs trailed, in pediatrics, always
trailed the devel opnent of these therapies in adults. So

t hese kids have been exposed to |onger courses of non-
suppressive anti - - therapy, virus therapy against the
virus. And what that does is it selects out the resistance.
So if you're resistance to one - - inhibitor you may be
resistant to, depending on inmmunization, all of them If you
devel op resistance to Nevi apine, which is a non-nucl eosi de,
wel |l people are resistant to all the future drugs. So when
we, when we first used the non-nucs it was in the sickest
children. But it was adding one new drug to a failing

regi ment and that wasn’t potent enough so you so - -
resistant. So classes start popping, start dropping out as
far as effective therapy.

And finally as newer agents devel oped the |lag of, there was
always a lag in pediatric fornmulations. MWhat did it taste
like? People talk about Raltegravir |iquid. Dr. Nadler said
he made all his fellows taste it. I can tell you we were
giving that to children and then we were actually, initially
there were tablets. | think there were tablets, capsules
maybe. And then there was a common fornulation. So the
adults didn't have Raltegravir in the tablets so they had to
take the liquid. All of a sudden | became the most popul ar
person in New York because | knew how to give liquid to Kkids.
And there were different tricks that one could do. But this
is a very nasty drug. So we would be using drugs with - -

And soneone tal ked about that, that smell like I smell that
drug and | can't swallow it. That's real. This is a real
drug. It’s sort of |like my mother had cancer. She had
chenot herapy. When |’ d wal ked with her—4+'d go to the
hospital —and as she’'d wal k down the hall she'd say, “I smell
t hose poisons.” And |I would say, “I don’'t smell anything.”
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And she made a conmment of my inability to acknow edge the
rest of the world.

[ Laught er]

DR. WZNIA: - - play a | ot of baseball. Anyway, so it’s true.
But this has a menory. This has an amesic [phonetic]. And
in inmunol ogy we talk about the immune system becom ng
| ear ni ng. Once you had these nedicines and they taste bad
there - - six nonths |later just the thought of it makes ne
nauseous, okay.

And then the issues that happen is we don’t know what the
dosing is. So when you talk about this morphol ogy, so adult
takes so nmuch. A kid half the size takes that much? Or
maybe that nuch is not good enough. And in nost cases the
children metabolize or break down the drugs faster than

adults. So if you took half an adult 1’11 give half a dose.
They’ re usually under-dosed, the children. They selected out
for resistance nore quickly than one would do - - an adult.

So pediatricians, as the drugs came along we used them W
didn't know much about dosi ng.

And then there's a question about safety. And what if you're

a popul ation where you're over-dosing? Because the pill, the
drug, is only available in 300 mg in the tablet. And |I got a
kid who’'s 2/3 size of an adult. Well | can’'t break it in
hal f ‘cause | don’t know why. Maybe the whole thing

crumbl es. So I'll give you the whole pill. And that can
cause nmore drug toxicity ‘cause now you're over-dosing. And
we' re seeing that, okay. I think that we’'re seeing that.
It’s hard to - - , quantitate [phonetic], but | think that

we’' re going on. How s t hat?

So and the last thing is despite the |lack of pediatric

i ndi cati on—+that’s when the FDA says this is the right doses—
and without the data that even supports what the dose is,
peopl e use these drugs. So we're putting, we just put

t oget her an abstract for one of the scientific meetings
comng up. And it’'s about 35% of children who, in this |arge
dat abase, are prescribed drugs which don't have a pediatric

i ndi cation. And when did we start doing—t |ooks |ike
somewhere between one and two nonths after the drug got
approved by the FDA to use in adults. So that does have
conmplications. So the question is at what cost are we
treating our patients who have a chronic illness that,
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wi t hout treatment, will |ead to death. So you sit there and
you go l|ike that.

Okay. Okay, there we go. Okay. So, and some of this we

tal ked about. Consistent coherence to regimens is a constant
chall enge. And it evolves over the age of the child in their
devel opmental stages. And the obstacles—’m just putting
some of them but | can give five slides in obstacles—

devel opment al stage, school, peers. So a |ot of our
children, our patients, yeah they | ook fine. And a | ot of

t hem m ght have nmedi cal synptons. I say | cared for that kid
for 17 years. They say oh nmy God, he |ooks great. That
child, their perception is they got a big A on their

forehead. They have the Aids. Look at me; | have them
And you | ook at them and they don’t. So it’'s a perception
so they’'re concerned about how do |I ook to all ny peers.

And that’'s certainly an issue about, that’'s an obstacle to
taki ng medi cati on because every time | take this drug I
remenmber that | amdifferent. And | don't really want to be
di fferent. "Il have different color hair or I'Il put

di fferent pieces of jewelry through different orifices of mny
body, but at | east everyone else has a ring through their
nose or through their eyelid or somewhere. So | got three,

t hey got two, some are different. But I’ m not that
different, but having H'V, that's really different. And
that's scary, okay.

So disclosure, who do they tell? Okay, it’'s not just their

friends. It’s sort of like if you work in an institution you
have a secret. You want no one to know. You don’'t tell
anyone. |If you want everyone to know you tell one person
|”ve got a really inportant secret, all right. ‘Cause then
everyone knows. |t’s inmportant some people know. But the

nmore important is this is really an inmportant thing. So

t hey—we’ ve had certain patients who've had to move out of
school s because they disclosed to their sexual partner and
then they broke up. And that creates a | ot of noise, okay.
So disclosure is always an issue. So it’s a secret.

Toxicity, palatability these drugs, okay. So we end up with
a population that's at extensive resistance and have fewer
options. So when you're ready to take your medication what
can we use? There are fewer options. And that makes
treating harder. So I'mtreating in a continuum So | know
this talk is less than 18, but |I'mtreating beyond 18. But
it starts earlier, alright.
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And sal vage, about half our patients are on salvage. That
means that they' ve failed a | ot of reginmens already and we're
using nore drugs and nore potent drugs which may have nore
toxicity, sometimes |less toxicity. Sone of the new drugs are
better, okay. And frequently we don’t suppress their virus.
So they' ' re sort of wal king around, they have virus, not that
hi gh, we’re hopi ng. So we actually do a | ot of negotiations.
So we have some children who we backed off on their therapies
‘cause we know that if taking a little bit consistently of

| ess may be better so that in two years when you, when we
reach a range, an agreement where you'll take everything,

"Il preserve some options. "Il watch you very closely in
the m ddl e, okay.

And that’'s different than the adol escence affected through
high risk activity. Their, their treatment is potentially
simpler. Dr. Aberg tal ked about there's one drug, one pill
that’'s got three drugs in it. So if you are infected with a
virus that’'s sensitive that's pretty easy. The problem with
one of those drugs is that if you're a female and you're in
the chil dbearing age it's probably not the best drug to take.
And t hat would be Efavirenz. So it’s simple, if I'"'ma mle
give me one pill. But a female there’s a whole host of

consi derations that we, we, we think about, okay.

I"mjust going to talk—because | showed you that nmny
popul ati ons are adolescents. So |I'm glad Dr. Cohen’s not
here so | can—+’'m an i nmmunol ogi st tal ki ng about brain
devel opment and sight.

[ Laught er]

DR. W ZNIA: So as far as we—well|l breaking down into sinpler:
there are two parts of the brain. There's the linbic part,
the |imbic system and the cerebral cortex, the cortex is the
part of you that - - judgment center. Don't do this, it's
not good. The limbic part is like | really want this and |
want it now and | just want to get thrilled. And that’'s the
part—and i n adol escence the balance is such that the |imbic
is really ahead of the cerebral. So here's - - so in Queens,
where we grew up, there were railroads over here. There used
to be people in my high school who used to go down and play a
game of dare with the railroad. Dare was you stood on a
railroad track, you waited for - - railroad train to cone.
And you woul d, the goal of the game was to be the |ast one to
jump off the track before you got hit. So if you junped off
first you're, you're, you're a coward. You really junped
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of f, your reflexes were bad and you actually did get hit—and
t here al ways, once a year, couple tinmes a year, there’ d be
sonmebody hit by the train—that was the kid who | ost the dare,
okay. And adol escence play dare. I know I shouldn’t do it,
that’s why |’m jumping. But it’'s great to win. And it’'s a
bal ance. And in essence that underm nes, that sort of
defines what we’'re seeing in clinic.

And that | eads to you're an adol escent, | can't die; |'m

i mortal, right. That’'s where this cones from So this is
physiologic. So they may be big. They may be able to
understand for the noment. But really to integrate that into

my day-to-day living experience is really hard. Because the
i mbic part says |I'm not going to die at my age of Aids and |
don't really want to take those medicines though |I can tell
you why | need to when you ask me. But—and while you're
there - - love you. |I'magetting a hug every time. |’ m going
to do it and oh you're not around tonorrow then the |inbic
system s in overtime. So it’s very hard, okay. So this is
where we are, we are, we treat.

So, and the thing—so what else is unique? So the
psychosocial, so this is where the majority of kids are born
in urban areas so there are children throughout the country.
So SSA needs to consider that. This is my world. This is
mostly urban. And the urban popul ation has a | ot of
obstacles or things to overcone. Their | ack of resources,
school’s don’t have tutorial programs, mentors, friends,
stabl e home environments. About 50% of our popul ati on ended
up in a foster care system at some point in their life. Many
of them ended up in multiple foster homes. And that says
somet hi ng about permanency and | oss and how they view the
world. You don’'t wal k out of the foster care system
unscarred, okay. Who' s the nurturer, okay?

We're famliar with generational HIV. The mother’s have
died. Many of the nothers have died. So these children are,
or the adol escences, young adults, they sort of know they're
i nfected and they watched famly nembers die. And it’s a
very hard question to say am | going to die |like my mother of

this illness. That's really hard. So you get this point of
silence. So it's hard to begin to address it. - - come
directly it doesn’'t happen that well. W’ ve actually had

some of our best breakthroughs taking kids to an amusenent
park and putting them on a ride, one of those super roller
coasters, with a social worker. And they survive together.
And then they start yapping about death, which didn’t happen

SSA HI'V Policy Conference
Septenmber 10, 2008

83



in the clinical environnment. So it’s wherever you can get a
br eakt hrough. So we'll wuse that. Fam |liar | oss, so we've
tal ked about that. And the kids - - . And they’ve also

wat ched their other siblings or other kids in the clinic, the
- - popul ation, have now survived their HI'V. So it’s now
present, okay.

So if you had to use one word it’'s a |life characterized by
| oss. What have they lost? They've lost a childhood. They

are not normal. They're sick. And when they were younger we
t hought you were sick with an illness that we couldn't really
treat. So we treated you differently. So we didn't really
have expectations that you are going, you need to go to
school. You actually need to do your homework because

someday, in high school, those grades are going to mean
something. So in the earlier days people as me is there, do
you think these children are going to live to adol escence.
‘Cause we didn't have any therapy. And so they’'re growi ng up
in that environment, so there was a |lot of - - poor child.

If they don't want to do their homework it’'s okay, you know.
So we’'ve been permissive. And then all of a sudden we can’t
be so perm ssive because now you're healthy. You're 17, 18;
go out, get a job, 40 hours a week, and become part of
society. Well where was the devel opnental stages that
enabled me to do that because no one ever really forced ne to
do what other kids are doing, okay.

So they' re overprotected, |ack of consistency, who's the

parent, and their loss of ability to experinment. Don’t have
sex because if you have sex with somebody you actually may
kill them  Wow. I thought we only had to worry about STD' s.
but you're telling me, doctor, if | have sex and | don’'t take
my medicines I'mgoing to kill someone. That’'s, that’s hard.
And you know t hey experiment. And some of these drugs you
shoul dn’t drink. You shouldn’'t do, you know pot and stuff
like that. That's part of adolescence. |'II|l just tell you

we, we, we had a tutorial going on for our children trying to
anticipate this. So we hooked up with a couple | ocal
colleges. So everyone had to go through the volunteer office
of the hospital. They did a urine screen. Half the kids
fromcollege, college kids, failed out because their urine
turned out dirty. And |I'm getting called by the hospital
saying, “What kind of children are you—what kind of coll ege
students are you bringing in?” | said, “The motivated ones.”

[ Laught er]
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DR. W ZNI'A: All right, then there's this concept of |oss of being
or looking like normal, okay. And so, and then they al ways
have to think about what is, what is-so these, and |
menti oned the adol escence. Typical adol escence has a pinple.
Al'l right we look at it as an adult and we say a pinple. But
they're sitting there and every time they go by a mrror
they’' Il | ook over here. They’'ll go |like that because that
pimple is not really a pinple. That may be the worst, nost
grotesque | esion ever on anyone’'s face ever or maybe this
year, someday. And everyone, they think everyone’s | ooking.
So our population actually believes everyone is |ooking at
them and sees a big A. That's always in the bad of their
m nd. And that certainly impacts their function.

So our task is transitioning to being defined by a poorly

treated illness that's progressive with a short life
expectancy--that’s when many of them where born—and we have
few expectations, to okay now you got a chronic illness.
It’s treatable. I don’t know how | ong you can live, but

think you can live fairly long. And | think you can be
fairly healthy. W can mnim ze the toxicity. So now | want
you to redefine yourself from being defined by HI'V to you' re
so-and-so and, by the way, have HIV. That takes time if one
can do that. And a lack of mental health resources it's very
hard ‘cause you' re tal king about therapy for years and years
and years. You know people who are in therapy--1, nyself--
you have to get over your parents. Why did my parents do
that to me? And |I'm scarred for the next 20 years. And why
am | acting this way? And | have someone to talk to. W

don't really have that clinical service. It’'s sort of that
type of deeper therapy that | think it starts to be
i mportant. So that’s my environment, okay.

So |'"mgoing to go through these. These are comments on, on
the, on the different criteria. And they're in there. And
they're pretty self-explanatory. | sort of made this so it
woul d be - - . So MA—m cro bacteria, MPB, we see it. It's
not that common even in the Bronx. W see an increase in the
i mm grant population from epidem c areas. So that's starting
to become mpre a pediatric population ‘cause that’s what
we're seeing the younger kids from So you have to worry
about nulti-drug resistant or extreme drug resistant TB, not,
but it’s always possible there. And then when we go to treat
that then the question is what's the drug dose for treating
these drugs? And these drugs have interactions with the HV
drugs. So how do we treat that? And | tell you that is
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certainly a huge issue in a |less devel oped world. W don’t

have that as a major problem but |I’m sure we may.

So Nocardia’s uncommon. It’s in there. I don’t know what
the relevance is. W still see Salnonella Bacterema. It’'s
recurrent. It’s still relevant. MRSA, multi-resistant staff
and - - resistant - - . It’s probably likely to become nore,
nore problematic as these children get older their - -
decrease in CD4, - - more hospitalizations. They're getting
it in the conmmunity. \What that neans long-term |’ m not so
sure. But | would inmagine that we'll see some, some nulti-

resi stant organisms that are going to be difficult to treat.

Recurrent bacterem a, which was something we used to see a

| ot of, we still see. |It’'s not CD4 dependent. So if your
CD4 count is 800 that doesn’'t mean you're not going to get

it. The current guidelines say wite this down for |ess than
13 years of age. | don't see why, okay. | would just sort
of take away the age thing. And the other thing |I’'ve been

t hi nki ng about is adding chronic skin infections. ‘Cause
think that we’'re seeing that. So - - define that as a skin

i nfection where you treat and instead of not getting better
it’s like an - - type of thing. So |I think that would nmake
sense.

We see candidiasis. And the current guidelines include
pharyngeal , esophageal, vul vovagi nal and others. And nost of
them are now well controlled. And | sort of said there and |
said maybe you don't want to just have that as a diagnosis
because you can treat that. So maybe you want to add a tine
limt. So if someone conmes in and they got a little
esophageal candidiasis | give you sonme anti-fungal and you're
better within a week, it doesn’'t happen. That’'s probably
not, being fair, probably not a disability. But if you stop
havi ng more than two epi sodes each for a period of time—

wrote 15 days, soneone want to argue with 10 days? Okay, |I'm
good with 10 days. And if you wanted to throw in something
about weight loss |I'm not that excited about that but | put

that in there, okay.

And then if, and then the other thing | would add is that if
you do treat, and you’'re unable to swallow your pills, food,
or your medication, that would be a disability. If they have
encl asia [ phonetic], which means your esophagus stops
wor ki ng, and the pills are getting stuck, that’s sort of not
in here. So if you have canadi dasis, presume canadi dasis,
you get treated—you still can swallow, these meds sort of get
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hung up in your esophagus and you just feel like they're
there—+that m ght be enough of to meet that criteria.

Pneunocysti s pneunonia, we still see this. We don't see it
in infants anymore because there are fewer infants and we
are, we are using prophylaxis. But as this popul ation gets
older | think that we're going to start seeing nmore. And
I"1l tell you, 1'Il tell you, when |I'msitting and
negotiating with a 16 or 17 year old about taking their

medi cations and their CD4's are 100 or 50 and | should be
giving them Vatrim [ phonetic] to prevent them from getting
pneunocystis pneunonia. And what |'mreally trying to do is
to take your HIV meds because that can make you better and
your CD4 counts are going to go up. And the Vatrim makes

t hem nauseous. | write notes |like discussed it with them

but concentrating on the anti-retro viral, ‘cause you have to
pi ck your battles. So what is - - so far having been burned.
But | think the potential is there because | think when

you' re approaching a 16 year old it’'s very difficult. You
have to pick your battles. It’s not like, I’m not going to
battle you on everything. But if you take your anti-retro
viral everything gets better. It’s the virus. And we’ ve had
a lot of success doing that, okay.

There are many ot her fungal infections that happen

i nfrequently aspergillosis, coccidioidomycosis, mucormyosis.
I have no comment, okay. Because | don’'t have any data
Okay, cryptosporidium still not that conmmon. It’s a hard,
it’s a hard—posses chronic diarrhea. If you're in school -+
can tell you | went to school in the New York City public
health system the public school system going to the

bat hroom in high school is very scary, really, really scary.
So if | have diarrhea and I'min high school that's not a
good place to have to run to ‘cause you never know what you
were going to see when you wal ked into the bathroom  So
that’'s something that concerns—+ don’'t know how to put that
into your guidelines, but that could be disabling.

[ Laught er]

DR. WZNIA: Or a disability. Okay, maybe we want to get hone
school i ng. It’s certainly an issue. And | think that we're
probably going to see that as this population gets nore and
nmore, you know, deficient, okay. So | would add that.

Her pes virus, and varicella, we do see kids devel oping
recurrences of vosta [phonetic] or shingles. And if it’'s, if
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it’s visible and it’s chronic that’'s sonmething that you don’t
want to go to school with because your perception of what you
have is different fromthe real world. And you're not going

to go to school. So I've had kids that just won't go to
school because they have these things. | say no one’s
| ooking. ©Oh no, they're all |ooking. That neets the

criteria. You re not doing what you should be doing.

And the definition of—so we will see some resistance to—the
definition is probably that it won't respond to therapy. And
this—+ put this comment, “The threshold for disfigurement for
adol escence may be different than that for adults.” And how
long? One nonth may be excessive so they, so maybe two
weeks. If it doesn’t get better in two weeks, you know, that

may mean that.

This doesn’'t show up well. This is a 12 year old. And he
was my patient. | do have medical release. This is a child
with |ynphaticopocy [phonetic]. So his face should end sort
of going here. This, everything in here, is swollen nodes.
He came in, he was referred, when he was 12 years of age,
this year, about nine months ago. When you | ooked at him

fromthe back there's no - - . He | ooked |ike a bat and he
was smal | er. And | said, “Well, how has, how s school ?” He
said, “They call me bat boy.” | said, “Oh,” and | said

“What else?” And he said, “No one talks to me.” So he was
pretty brave and he kept going to school. But that, to him
this is a disfigurement, | didn’t know where this would - - a
disability. But that would be a disability because to go out
there in public, | could tell you, five years before he

actually had surgical reception [phonetic]. Of these |ynph
nodes on this side to try to de-bulk them and they canme right
back. The good news, here’'s the good news. He went on a—he
was the second child on an experimental drug and within about
three weeks, three months, he went undetectable. So the next
pi cture | ooks |like oh my God, same kid. He doesn’t even | ook
the same. He's all better. He canme in about two months
after we started therapy and says, “Look at nme.” | | ook at
himand | say, “Yeah.” He says, “I’'m beautiful.” He says,
“Look at my neck.” | said, “Well your neck | ooks a | ot
better. You're still ugly.”

[ Laught er]

DR. W ZNI A: He jumped on ny |lap and we played some Nintendo or
somet hing. So anyways, so, so that needs to be in the
consi deration

SSA HI'V Policy Conference
September 10, 2008 | gg



Neopl asia, the literature is still sparse. And - - , who's
going to speak, is more of an oncol ogy expert than I. But
the data was that a ten fold increase in neoplasian kids
across the spectrum of CD4 counts. And every time you have
an i mmunodeficiency that’'s a greater chance of having,
devel opi ng cancer. And there are going to be rare

neopl asias. W'’'re just going to see them and somehow | think
they need to be in there.

Carcinoma of the cervix, so renmenmber these kids are aging.
They are having sex. So we are seeing this. W are seeing
abnormal pap smears and significantly. The neurol ogica

mani festations as witten, it really dealt with the younger

ki ds, you know, the loss of development. So they're able to
wal k, they're not able to walk. So if | only have four
children out of a population of 300 who's under the age of
five, that’s really what these are, okay, sudden onset of a
new | earning disability, okay. W don’t do those eval uations
to - - anynore because the population’s really aged. So it’'s
li ke what is the, what is your inability to learn at school ?
And how do | quantitate that? And there’'s, there’ s a harder
test. And they're not widely avail able, okay. And obviously
if you have motor dysfunction that’'s bad.

Grow failure, | wouldn't change anything. The diarrhea,

| ooked okay, but - - may have a comment about that. I

menti oned that we don't see any LIP anynobre. W see the
consequences of that chronic lung disease. So somewhere in
there is a kid who may have had LI P and who’'s got nor mal

pul monary function test and is unable to participate in full
wor ki ng, full work. So we'll tal k about that. I think I'd
like to throw that in there.

Somet hi ng new, bone integrity, so osteoporosis, osteopenia,
we're seeing it in children. There are recent reports of

| arge numbers of children and adol escents who have abnor mal
bone DEXA scans. So that’'s how dense your bones are. And
we’'re seeing that. We're seeing a lot with two to three
standard devi ati ons below the norm That’'s a lot. W’re
begi nning to see papol ogic [phonetic] fractures. Many peopl e
aren’t doing this as a screening test. But you're going to
see this. It’s a consequence of the therapies, we believe,

t hat may have to do with sonme other issues. And it may have
to do with HIVitself. Certain agents, sonme of the nore
commonly used anti-retro vials they are very concerned about
affecting bone integrity, okay. So |I think this is going to
become a potential disability.
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Ment al health, okay so this is where I go into—how nmuch tine
do I have? Okay.

MALE VOICE: [Off mc] you're doing okay.

DR. W ZNI A: | m doi ng okay. So mental health, so I'’mtalKking
mostly about the perinatal infected adolescence. So we're
begi nning to get more and nore data about this group. About
hal f of them—we were involved in a four site study. It’s
about 300 at risk, infected adol escents with an at risk
popul ati on. Those are the children born to infected nmonms who
didn't get the virus. And what we're finding is that about
half those still living with their birth parent. The average
age is about 14. If you go higher it's going to be |ess,
obvi ously. About 2/3 have a DSM |V diagnosis. So that's 2/3
of our population had a psychiatric diagnosis. That’'s
massi ve. That's unbelievable. And you're putting that on
top of needing to take your nmedications, where they’ ve been,

the issue of - - , this issue of disclosure, peers. That is
overwhel mng. That's just the word |I'm using. Okay, and
we'll find about half the kids who are not affected al so. So

they’'re com ng out scarred. This is a scarred popul ati on.

The maj or diagnosis depression. - - very interesting |ooking
at Dr. Cohen’s ‘cause | - - pretty much. It’s depression,
anxi ety, behavioral problems, inpulse control, all right.

Just - - a child | ast week because he's 16, 17—he’'s 18 now—
who has been in probation twice. And they got into—he was at
the wrong place at the wrong time and someone said sonmething
to himand he cut them And | said, “What happened?” He
said, “Well they ran away” and dah-dah-dah-dah-dah. - - are
you out of control? He says, “Yeah” he says, “I did nuch
better when | was on nmy Zyprexa.” | said, “How | ong does it
take you to feel better?” He says, “About six days.” | put
in himthe hospital for six days and start him on Zyprexa.
Yesterday nmorning he calls me at 8:30, “lI’m nuch better. I’"m
ready to deal with the world, Dr. Wznia.” So he has an

i mpul se control problem We have ADHD, Attention Deficit,
cognitive del ay. So this is—early on we didn't know that the
mean | Q s were, were the average scores were 85-90. That’'s
not 100, which is what the - - . You throw this stuff on top
of it that adds to the problem Plus all the extra. So nost
of our population was seven, eight, nine, ten, we saw them
frequently. So they were out of school. So you've got some
cognitive delay. And we're really not pushing themin school
and we’' re keeping you out of school. And now we're saying
performin school. W' re pretty far behind.
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So we started a tutoring program ‘cause one of my patients
came and says, “I'm having trouble in math.” | says, “What’s
going on in math?” He says, “I’m having trouble going from
fractions to decimals.” And | said, and | do, | wite 2/8.
And she divides it. She does it perfectly. | said, “Great,
you know how to do this.” | said, then | said 4 over 17.

She didn’t know how to divide 17 into 4 - - because she
didn't know her division tables. So she’'s failing eighth
grade math because she missed third grade math or fourth
grade mat h.

And post traumatic stress disorder, | think I'msee a |ot of
post traumatic stress disorder. |1’'mseeing it’'s just there.
And we also identified in our studies depression and anxiety
in the parents, so the health of the caretakers in this
popul ati on. Many of the foster parents who' ve adopted these
children sort of thought that they were in this for a short
term right, you know I'm hel ping out poor babies. They're
Al DS babies. They were living in a hospital. And, you know,
I"’mloving and I'I|l take care of them And now they' re 20
and all over the place.

So the consequences, high risk for poor outcome through young
adul t hood and having difficulties functioning i ndependent!|y—
and | want to conme back to that—and advancing in life. They

drop out of school. There's substance use, incarceration,
probation, not prepared for employment. Where are they,
where have | |learned the task to get a job? They' re engaged

in a high risk activity, which affects their own health, the
risk of transmtting it to others, pregnancies, yes, and
further maternal -infant transm ssion. They are infecting.
This is a population that nulti-drug resistant virus, okay.
And if you do transmt the virus to other people that's a
problem Or if you're nulti-drug resistant and you get
pregnant, how do | interrupt maternal -infant transm ssion?
And it's getting harder. W haven’'t had any, any, any

i nfected babies in the |ast couple years. But the | ast one

| =+ hrough a new drug that got FDA approved a nonth before she

was going to deliver. And | gave it to her not know ng
anyt hi ng about dosing during pregnancy. But all | saw was a
CD$ count of 15 and a viral |oad 500,000. And that’'s 25%
We got her undetectable, which was great. But it’'s getting

har der, okay.

What el se? Where are we going here? So |I'm proposing, |I'm
maki ng a proposal to add a new standard into the adult
gui del i nes and the pediatric guidelines that allows—so for
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the adult guideline, so what happens is |I’m tal king about
children from 0-18. But then when they hit 18 they go into
the adult guidelines. They need to be reevaluated. So
they’'re |l oosing their—+f they’'ve had SSA then they go here
and guess what? They' re getting turned down. Meanwhile
we're trying to move theminto becom ng i ndependent, okay.
And what ever was supporting themis now gone.

So | have, | personally, have a 19 year old who | ost her SSA.
She had it. Her nmot her died of the virus. She was cared for
by her sister who's also infected. She's done fairly well.
She graduated high school, did a | ot of summer school. And

now—and then her sister beat her up. There's a massive fight
and her sister beat her up. And all of her bel ongings were
stolen. When her sister threw her out of the apartment she
threw all her personal stuff out. Someone came along the
street and took it. So we got her housing, she's |ost her
SSA, and she’'s sitting in an enpty apartment. W bought her
a bed, but she has no pictures, she has no nusic, no TV,
nothing. And we're trying to get her into college. And she
comes in and she says, “l am so depressed. | don’'t know what
to do. | think I’"’mgoing to hurt myself.”

Okay, and so there’s a hole here where they have coverage and
then they don’t. And this is the hardest time because
they’'re really not set up. | mean not all, | mean a | arge
number of our population aren’t set up to succeed in an adult
world. So we need to figure out some type of transition

pl an. It doesn’'t have to be—n transition to adult you're
going to have this forever. But | et us set up sone goals and
some criteria where you need to achieve. So we'll give it to

you for say disability for three years. And in three years
we want you to get in to live with your virus, hopefully
mat ur e. I"d like to see you either in a vocational program
or in college or in sonmething that will move you forward.
Because you do have all this nmental health. You do have
anxiety. 2/3 have a DSM IV diagnosis, but it’s a soft

di agnosi s. But it’'s present and it’'s enough to, to, to

hi nder your, your novement.

And then we constantly incorporate this into a Continuing

Di sability Review that’s performed every three years. [

| earned a new termso | put it into my slide. | think that's
good.

[ Laught er]
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DR. W ZNI' A: The benefit is that you can have a successful
transition. Because the way we' re set up we are setting
these kids up for failure. They' ve had disability and they
become 18, they | oose everything. You' re just setting up for
total abandonment and failure. And the goal is we’'ve done a
| ot of work already; let’s see if we can set you up for

success. And success woul d have conduct your life, maintain
your health, no need for |ong-term SSA benefits, stay out of
jail, take your medications, don't infect everyone el se—

anyone else. And we have some of our older young adults,
some young adults, who are actually planning pregnancies.
That's pretty responsi ble. When they were 17 they weren't
pl anni ng pregnancies, but at 23 yes, all right.

And then there's this whole thing that’s in my world about
transition. So |I’ve been caring for these children for 23
years and when do you move? When do you go see an adult
doctor. As - - | used to take care of adults during ny
training. So we are sem trained in that. But the systens
say after 21, after 24. Of course you're a pediatrician you
can't be taking care of people. So | say just go to an adult
doctor and |I'm going to sort of work-—so this is the goal is
this is what the public health goal is that yeah, you're
supposed to do this and plan for it. But that, on top of
HI VvV, and we sort of have poorly defined roles. |’m not just
a doctor to these children, this population. I'mdad. 1'm
somewhere between friend, dad, doc. You know you’ve al ways
been there for ne. In many cases |I'’mthe | ongest stable

i ndividual in their Iife. And okay, let’s just throw that
out the wi ndow and you're 24, go to an adult doctor. And
their clinics tend to be nore, for themto be busier. And
forget all our history. That’'s hard. W’'re wrestling with
t hat . | tell you we are, at different sites, wrestling with
t hat .

I can tell you sites that just try to do this have been

uni formy not successful. And when they tell you that they
can do this it’'s usually the high risk adol escent. They
don’t have a three year experience and relationship with the
program It's not that hard to transition. Some of the
other sites that have been good at transitioning actually are
set up so they transition frompediatric clinics, adol escent
clinics—different set of doctors and clinicians—to adult
clinics. You' ve done that. But many of our progranms are
set up we start treating you as a baby and now you're 21.
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Now t hat’s much harder. And especially go back to the
coment about | oss. | " m characterized by | oss.

Okay so, bring us to this crisis that we tal ked about, 18 you
need to reapply. So it’s inmportant. I”m mentioning it

twice. You need to reapply for your benefits, your current

t her api es. Most 18 year olds are relatively healthy and they
don’t meet their current criteria, but they're not
emotionally equi pped to do this. And we really need to
Shepard them you know. Just say go, call this nunber and
get a GED, sign up for class. That doesn’'t happen. Okay,
they really need to be more hand hel d.

And the abrupt term nation of benefits is another episode of
abandonment and | eaves few options. This is a poemthat one
of my 15 year olds wrote back in 1999. She actually just
died this year, unfortunately. And it sort of describes—f
you read it you can sort of see an adol escent it's very

flowy. And then you get this thing, the last line: “It’s a
stupid disease called AIDS.” I1t’'s not |ike a conplex
illness. It's like ah, stupid. And so | leave you with

t hat .

[ Appl ause]
DR. HETLAND: Trying to turn the slides off. Qur next speaker is

Dr. Patricia Flynn. She is the director of clinical research
and infectious disease at St. Jude's Children’s Hospital.
She’'s also the chair of the conmttee on pediatric AlDS.
She’ s here representing the American Acadeny of Pediatrics.
Dr. Flynn. There is, there is not a Power Point for this
one.

MALE VOI CE: Okay.

DR. PATRI CI A FLYNN: Thanks Mont e. This will be hard for ne

‘cause | wusually don't talk without slides to use as a
crutch. So pl ease bhear with me. But first off | want to

t hank you for the opportunity to come and speak on behal f of
i nfants, children, and adol escents with H'V infection and

Al DS. As Monte said, |I'’m Pat Flynn and |’ m here representing
t he American Acadeny of Pediatrics. And | currently chair of
the comm ttee on pediatric AlDS. In my day job |I also direct

the pediatric HV clinic at St. Jude in Menphis. And through
that clinic—+’ve been there since 1988—and we cared for
probably over 300 children, infants, and adol escents who
have had HI'V and AIDS. And so | feel like I'"ve had a first
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hand witness to the inmpact that HIV infection has had on the
lives of my patients.

As we’ve just heard fromDr. Wznia, H'V AIDS is a very

di fferent disease today than it was in 1995 when we both
started taking care of these unusual children that had this
new di sease that we were still trying to figure out what was
going on. | think the remarkable transformati on has been
brought about through the devel opnment and the testing of new
anti-retro viral agents and the devel opment of highly active
anti-retro viral therapy or HAART.

I think it’s also inportant to know that, very different from
t he adult popul ation, that many of the children and the

adol escents that we are caring for today are those

i ndi viduals who actually participated in the clinical trials
that make these medications available to others in the United
States and al so across the world.

Al t hough the agents of Highly Active Anti Retro-viral
Therapy, or HAART, have brought about this decreased
mortality, they have not been without their problems. In
fact, it’s often the side effects of these medications that
are nost problematic for children and adol escents with HIV

i nfestation. Many of these regi ments have special dietary
requirements. And | think as we heard from Bret this
mor ni ng, when you start your day planning when you can eat
around when you can eat around when you can take your

medi cati ons and when you’'re going to feel bad and have to go
to the bathroom from taking them you can see how this can

i mpact your day-to-day life. So add to this the conplexity
t hat you have to take these nmedications at school and that
you want to maintain confidentiality. You don't want the
kids to know that you' re taking nedications because you have
HIV. And if you're the mother or the parent of this child
who is also infected with HIV infection, they' Il know that
you probably have the infection too. And you all that

t oget her and you have what is the day-to-day experience of
many of our children and their famlies.

As | mentioned, these medi cati ons are not wi thout side
effects that impact the daily life. And perhaps the npost
debilitating that we see is the chronic nausea that results
from some of the medications. And this nausea may interfere
wi th medi cation inherence, which as you' ve already heard
several times, can result in a vicious cycle of medication
failure requiring new and more compl ex regimens with their
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own side effects that can |ead to further medication avoi dant
behavi ors. The medications al so have these metabolic side
effects that are pretentially [phonetic] disfiguring in the
aging up child. Fat redistribution syndrome, which we heard
about this morning, can be related both to the HV infection
itself as well as to the HAART regi men that they may be

t aki ng.

We al so know that in the, in the children it tends to be nmost
prom nent in the adol escent population. So thus in the m dst
of trying to develop your independence, when you're concerned
about that zit that's on your face and how you | ook to your
peers, now you have these abnormal disfiguration caused by
the fat redistribution syndrome. And we also | think, as Dr.
W zni a pointed out, have a |lot more i nformati on about the
natural history of HV infection in growing children. W
know t hat they have a greater chance of being diagnosed with
several nmental health disorders including Attention Deficit
Hyperactivity Disorder or ADHD. |In addition to the ones that
Andy showed we al so see a |ot of anxiety. W see patients
with very |Iow self-esteem And we see a very high rate of
conduct disorders. W, know that our children are four tines
more likely to be hospitalized for mental health problens
compared with uninfected children. And we know that they're
more likely to be receiving medication for mental health

di sorders than in other children.

I thought that maybe the best way to give you a picture or a
little bit of insight into the daily lives of children with

H'V, | thought | would present some vignettes of patients
that | have managed over the years. "1l tell you that these
are real patients. I have changed their names and nortified

a little bit of their story. But | think they bring home
some of the important things that we see on a day-to-day
basi s.

The first patient | want to tell you about is a little boy
name Boo. He's now 12 years old. And he's been living with
HI V infection since birth. He was the third child and the
second HIV infected child of his HV infected nother.

Al t hough he was di aghosed in started on anti retro vira

medi cati ons by seven nmonths of age, he was hospitalized 42
times within the first six years of his life. For the nost
part these were very brief hospitalizations when he had fever
and suspected infection, lasting about two to three days.
However, at age seven months, shortly after we started him on
t herapy, he devel oped infection with cryptosporidiosis, an

SSA HI'V Policy Conference
Septenmber 10, 2008

96



intestinal parasite. And this required a hospitalization of
t hree nont hs. It also required placement of a |long-term
central Venus catheter to provide hyper-alinmentation for his
nutrition because he really couldn’'t get enough calories.

It was a dramatic monment in my life when | walked in his room
and realized that the hair that was growi ng was white, much
l'i ke you see the children in Biafra and other areas across
the world with - - and malnutrition. He was also diagnosed
wi th devel opnental delay at this time. Also, before the age
of six he had eight episodes of sepsis. He had one episode
of meningitis and five cases of pneunonia. And he had

persi stent, almst continuous, m ddle ear infections that
resulted in diagnosed hearing. Now because of these nmultiple
bacterial infections we treated himwi th ganma gl obul i ns
every month. And because he tended to get admtted every
Saturday—don’'t tell my friends in infectious di seases—but we
used to give himinject of Chphtriaxon once a week on Friday
so he’'d make it through to the week.

He was no | onger able to walk distances and he preferred to
be carried around in a wagon. He was fitted for braces but
his nother wasn’'t able to help himuse them And he

devel oped chronic pain in his left jaw that we thought was
related to his chronic ear infections. Eventually we could
feel a palpitable [phonetic] mass in his left jaw muscle.

And at age six and a half he was diagnhosed with a cancer
called | ei omyosarcoma, a very unusual cancer that occurs in
children with HI'V infection. Further workup showed that he
had multiple tumors around his spine as well. He was treated
with radiation therapy and chenmot herapy. And by this time
hi s nmot her had very advanced HIV di sease and just couldn’t
get himthere at nine o' clock every nmorning of the week to
get the radiation therapy that he needed. Because of this he
was reported to the Departnment of Children Services in
Memphi s and he was removed fromhis famly and placed in
foster care.

He compl eted his therapy and he still has ongoi ng, but

stable, |eimyosarcoma. And at this point he was unable to
wal k at all and was basically wheelchair bound. By age eight
he had new findings in his chest that | ook different fromthe
first malignancy that we saw. He had a biopsy performed and
now he was di agnosed with Hodgkin 's disease. Again, he went
to undergo chenot herapy and his disease is now in rem ssion
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Shortly after this diagnosis his mother, whom he’d only been
seeing intermttently because he was in foster care, died.
And today he remains with chronic pain related to his
residual |eimyosarcoma and is wheel chair bound. He requires
narcotic medications...

[ END TAPE MZ000022]
[ START TAPE MZ000023]

DR. FLYNN: .for the pain that he has. And usually the pain is
very brief and responds to therapy. But none the |ess,
because he cries out and is disruptive he's sent honme from
school several times a week. His HIV infection is in control
for the first time on his fourth regimen of HAART. And he
remai ns wheel chair bound and routinely makes at | east weekly
trips to the clinic for either medical care or rehabilitation
t herapy. And Boo has been receiving SSA since his infancy.

Then next patient | want to tell you about is Kenya. And
she’s 15 years old now. | first met her when she was five.
She had recently relocated to Menphis with her father who had
conpleted his tour of duty in the military. He had been
married to Kenya’ s nmot her who had recently died of AIDS. And
it was only through the nother’s end-stage illness that they
found out that HIV infection had inpacted their famly.

Kenya was di agnosed shortly after this. She did very well on
anti retro viral medications until the age of about 11 when
she began to have uncontrolled H V replication and very high
viral | oads.

Over the next four years she was switched regi mens four
times, each to a more compl ex regi men, including one that
would require twice daily injections. Wth each failing
regi men her CD4 count fell nore. Most al armi ng though is

t hat she began to | oose weight and did not |ook at all Iike
the child we knew. You could put your hand on her shoul der
and feel her shoul der bl ade protruding. Conbi ned with an
increase in her height because she was still growing taller,
she appeared visibly wasted conmpared to her previous
experiences. W began to suspect, because of these rapidly
failing medications, that she wasn't taking her meds at all
or that she had poor adherence, something that we often see
about this age in teenagers. Bot h Kenya and her father
assured us that this wasn't the case. W still didn't
believe it so we adnmtted themto the hospital to measure the
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amount of medication in her blood after we had had the nurses
adm ni ster the doses.

It was only during the stay in the hospital that we |earned
about the significant problems that Kenya was having with
nausea when she took her medications. Whenever they woul d
bring her medications in she would just |ook at them and say
they just make me sick. Kenya's father quit his job to take
a mni mum wage position at the school that Kenya attends so

t hat he could be there when she had to take her medi cations,
whi ch took her entire lunch period. So with this help and
some mental health counseling she's doing better; taking her
medi cations, but still has to deal with the increased nausea.

It is a daily struggle for Kenya knowi ng that each day when
she takes her medication she’'s going to feel sick. And |ike
Andy mentioned, it’'s the first thing she thinks about when
she wakes up in the morning and the last thing she thinks
about when she goes to bed. Also because her CD4 count has
fallen so much, in addition to the six anti retro viral

medi cations she's taking she also receives two other

medi cati ons for prophylaxis for opportunistic infection. She
continues to | oose weight and she's had a drop in grades in
school. And Kenya has applied for and been denied disability
benefits twice. She and her father are very frustrated by
this disconnect between us facing themin clinic and telling
t hem how sick she is and how fragile her medical condition
and her HIV status is, and the fact that they ve been deni ed.

The third patient is Marcus. He's two years old and his

mot her was known to be HIV infected prior to her pregnancy,
but she sought no prenatal care. He was born prematurely at
seven and a half nonths and spend the first six weeks of life
in the newborn nursery. When he was four nmonths old he was
hospitalized with pneunonia and respiratory failure and was
al so noted to have failure to thrive. He was also found to
have, during this hospitalization, a very large liver, a very
| arge spleen, |low platelet counts, and sever ora

candi di asi s, or thrush. He had a few brief seizures that

t hey thought were related to electrolyte abnormalities. And
al so during this adm ssion of one month they put it together
and decided that they should test himfor HI V. And certainly
that’ s what he had.

He was begun on HAART therapy, but had significant problenms
tolerating the HAART. Again, this nasty tasting medication
t hat Andy mentioned is all we have to use in these very young
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babi es. He al so devel oped hepatitis as a side effect of the
medi cation. And he continues to have frequent ear
infections. He's seen in the clinic now at |east tw ce

mont hly. And he has an improving but not yet undetectable
viral load. And Marcus applied and was denied twice for
soci al security benefits. But on appeal was approved on this
| ast go round.

So in summary, | think the changes that have occurred in
pediatric H'V infection over the past 15 years are

remar kabl e. No | onger do children develop these severe
opportunistic infections and die within the first year of
life. | ndeed, it’'s due to the advances of HIV treatnment that
we have seen come about. And we now have these patients that
are alive to face the difficult Iimtations that are imposed
by HIV as a lifelong illness. These children are still
distinctly different fromtheir peers. They're behind them
in school. They' re frequently ill. And they m ss a

consi derabl e amount of school to attend their medical

appoi ntments. Whether it’s the devel opmental delays that are
related to the HV infection, the presence of the mental

heal th di sorders that necessitate medi cati ons and/ or
hospitalization, the struggle to keep the secret of HV
infection, the disruption of their famly that may be caused

by the illness or the death of their nother, their father, or
their siblings, or the debilitating side effects of HAART
t herapy, many of these children have significant limtations

in functioning for whom social security remains a lifeline.

I want to thank you for listening to nme. And | believe that
my patients, as Andy does, are wonderful and brave. And
we'll be happy to answer any questions for you.

[ Appl ause]

DR. HETLAND: Our | ast speaker before the break is Ms. Soraya
Pares, who is going to share her story.

MS. SORAYA PARES: Good afternoon everybody. | am Soraya. And
t hank you for inviting me here to hear my story [sigh]. This
happens to me all the tinme. | [sigh]—sorry—+ was diagnosed
t hrough my child. My child was born HIV positive. At three
nmont hs ol d she got sick. | went to the hospital. | never
t hought this would happen to me, but it did. And she was
di agnosed. | also was diagnosed with HI'V. At the time they
told me that my child was—did not have HI'V had AIDS. She had
PCP, her spleen was enlarged, her liver was enlarged. They
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did a | ot of testing. My child |Iike maybe a couple of nmonths
in the hospital, I didn’t not know how to deal with this

si tuation. I have other three children who are not affected.
I had a husband who | never thought, you know, would bring
this home. So that broke our home, ny children, ny nmother.
I’man only child so my mother took my children away from t he
house on the fact that now | have AIDS and she didn't want ny
children to catch AIDS. This was in 1991. And then |

became, | canme, |, | kept going to the hospital. | became
this person that wanted to know everything about HIV and how
to protect my, ny child, my famly, nyself.

Today my child is 18 years old. She knows she’s infected.
She’s known since she was six, seven years old. W have a
wonder ful team at—back then it was Bronx Lebanon Hospital —
with Dr. Wznia, Dr. Lanbert, other doctors. And t hen we
went to Jacoby Hospital where |I got involved with a | ot of
advocacy and consumer, client and advisory board. And every
single conference there was | wanted to be there. And |

al ways would take my child with me. And | always thought,
you know, this is the way that | need to introduce her into
what she has. And |'’m classified and my daughter is
classified in the clinic as the model patient ‘cause |I’ve
never gotten sick. And |I'mthe model mom because | do what
I"mtold. And | take care of ny kids, whatever.

Just to let you know, we go through everything that was said
here. I go through my own issues because | have to deal with
my own HI'V. And | was receiving HASA [phonetic], welfare,
SSA. And then | decided that | didn't need those things. I

wanted to transition. | wanted to go back to work. I want ed
to do something. And | did. And then the transition was
very snmoothly. | have to say that if you |listened and do
what most peopl e advocate for you for, like the case manager,
the social worker, the people that know. | did those things.
Now | ' m working. |'mfine.

Now nmy child will turn 18 in November. And | receive a
letter from SSA telling me that she needs to reapply. She
wants to. She just graduated from high school. She got

accepted to go to SUNY Al bany ‘cause she wants to do nursing.
She decided not to go after she got accepted because she was
li ke, “Oh my God, Mom |’m moving away from home. But |
can’t. But |I'’mgoing to |leave you. But |I don't know how to
take my nmedication by myself. | don’t know if | can do
this.” So we decided okay, if you want to stay home, you go
to community college. We'Il work it out. It doesn’t, you
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know, it’'s not that bad. “But | want to be independent. |
want to have ny own apartment. I want to have a job.” “So
yeah, go ahead. Go get a job.” She got a job. She is going
to go to conmunity coll ege. She was supposed to be here

t oday and she went to take a placenent test at Bronx
Comunity Col |l ege.

I don’t know. MWhat can | say? |It’'s been, it’s been a ride,
a roller coaster ride. It has taught me a | ot of things. In
turn | have put all this data into this little 18 year old
that’'s going to be 18 but she’s going on 35. Yeah. And
someti mes she amazes me and sometinmes |'mafraid. And | just
want you to know that they go through—at 13 Samant ha went

t hrough I don’t work right, the Conmbivir is making, doing
this and that to me and |'m not taking it. She was giving it
to the dog. W have to—she was giving it to the dog. The
dog was taking her Kaletra at that time, Laletra with Norvir.
Yeah. Then she was stuffing it in the sofa. And I'm
actually giving this medication to the child | ook at her, her
mout h. “Show me. Did you swallow it?” *“Yes, Mom"”

Medi cation is not working. Suddenly we're getting a little
si ck. I don’t know what’s going on. W go to the doctor.
We're getting skinny. I don’t know what’s going on. And
then she admits to the doctor, “Mommy gives it to me, but |
give it to the dog or | put it in the sofa. I don’t want to
go bald. | don’t want to go to school. People make fun of
me. | look like the skeleton girl.” ‘Cause she's very tal
and skinny.

And she became having issues at 13. We took her out of
school for a year to, you know, home schooling. She did a
little bit of a year of home school and, and, and | hel ped

her out and then she went back to high school. And then that
was anot her issue. “Do | disclose when | have a boyfriend?
What, what should | do? | want to have sex.” |'m an open
not her . | tal k about everything and I'mvery raw. This is
nice.

[ Laught er]

MS. PARES: Yeah. Il live in the south Bronx. | was raised in the
south Bronx. So this is the nice nme. | don't talk to mny
child like that. | talk to her raw, the way you re supposed

to be like you go out there and you're going to encounter
guns and drugs and this and that and you must say no, no
that’'s not the, that’'s not the point. The point is that you
can't do it ‘cause |'m going to kick your...
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[ Laught er]

MS. PARES: ..and you're not going to have a life. So AIDS is not
going to kill you. I am

[ Laught er]

MS. PARES: So we go through everything, everything that has been
said here. Talking about medication, yeah, we tried that
Norvir in liquid form  Samant ha woul d—she was a trooper; she

did it for a year. W used to mx it with Kool -Aid. | used
to make syrup. You know Kool -Aid, you take the little pack,
you put a cup of sugar, and—well | used to put three cups of

sugar, make it into a little syrup and m x the Norvir with
t he medication. And that was a trip, but we did it.

So we're here and now they’'re telling me that Samant ha needs
to reapply. She can not becone independent right now because
HASA, HASA will harp her. HASA is, you know HASA, welfare,
New York City for those who are from New York State. HASA i s
the welfare for people who are infected, which you need an
eligibility criteria to go into that program So |I’'m not
HASA eligible, but my child was at sone point. And we, | get
help. So if she becomes independent even though I am a
wor ki ng person now and | make enough to pay for rent, not
enough to go into $1,000 or 1,200 rent apartment when |’ m not
eligible for HASA. So Samant ha wants to become independent.

I want to give her that independence, but money wise we're
not going to make it.

So anyway, Social Security Administration, listen to the
doctors. |I’malso a service provider. | work in a program

I manage a program which is Access to Healthcare. And there
| get referrals fromthe Department of Health of newly, newly
i nfections. Some of them are newly, some of them they knew
but they out of care. So anyway, they get referred to ne.
And in order for sonmebody to have some type of help they have
to be dying or a whole bunch of stuff. And, and it’s
frustrating when you're sitting at the end of the table and

the doctor received a letter, “Oh this Social Security,

again, Social Security sends me this stuff. I got to answer,
check this box.” - - can you just do—there’'s the case
manager, fill out the other narrative and, and then the
soci al worker, the psychosoci al . And then, you know, there’s
a whol e bunch of people that have to go through this

paper wor k. It’'s fine. It's part of life. But then it’'s not

just checking the boxes, it’s witing the information in a
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way that it’s acceptable for Social Security when ultimtely
they need to be, you know, they need to get some hel p.

Anyway, not too much drama in my life. But |I’'m blessed to be
here. And | am very bl essed, very blessed to have a
wonderful team that works with my daughter, that works with
me to go over these little lunmps and these little hunps in
life. Transition, oh hell no | am not going to another
doctor. Dr. Wznia s going to have to do sonething. I"m 18
but no, 1’m not going to see no—’m not going to your clinic.
What is that? Are you crazy? You know it’s not happening.
She decided that she’'s going to keep continuing to go to the
pediatrics. And don't talk to me about transitioning.

She al so serves. M daughter serves in the AIDS Institute

Consumer Advisory Council. And she told them straight up
“Transiti oning, who are you kidding? | have been with the
same doctor for 17 years. I|”m not letting nobody else touch

me. She calls the doctors—Abode is one of the doctors that
work with Dr. W znia—and she calls, she has his cell phone
number. When | feel sick I"'mgoing to call himdirectly. So
this is a relationship that teenagers perinatally effected or
high risk kids, it doesn’t matter. They, they come into,

t hey get diagnosed. They are in a place where they know t hat
this is going to be life changing. And they find sonmebody
that actually gets them And the only reason that they are
going to this place is because they have been di agnosed with
somet hing that they can not get rid of. And then you're
telling them that you need to transition. W need to | ook
into that a little bit more, okay.

I”’m going to keep it short. Thank you everybody for
i stening. If you have questions |I'm here. And that's it.
And thank you for having me here.

[ Appl ause]

DR. HETLAND: |’ mgoing to give you all a ten m nute break. Run
out, run back fast. W need to be out of here by a certain
period of tinme. Peopl e have planes to catch. But we still
want to have time, |eave enough tinme to talk. So we'll move
the table up. W' Il ask our afternoon speakers to come up
again and we will have a simlar discourse. Thank you

[ END TAPE MZ000023]

[ START TAPE MzZ000024]
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[ Background noise and off m c]

DR. HETLAND: Thank you. Now it’'s working. All right, alnost
everybody’s in their seats.

[ Laught er]

DR. HETLAND: Again, | want to thank our speakers for laying it
out on the line. W are doing our best to respond and to
listen. For those of you who weren’'t here this morning, |
need to make a couple of housekeepi ng announcenments. I f you
need help with parking see Reese [phonetic]. She’s got the
special permts. Also those of you—+ know some of you are
going to be | eaving. Pl ease fill out the evaluation forns
and give the to Reese. W do look at them We want this to
be a continuing experience that gets better each tinme we do

it. | wonder the third thing? |’'ve already forgotten what
was supposed to remenber. M. Eigen, |'’mgoing to let you
start. And you need a mc.

FEMALE VOI CE: Need a m c.

MR. EI GEN: Okay. This question makes nmy head hurt, | have to
tell you. I"mnot sure if |I'meven going to be able to
articulate it very clearly. But the major purpose of this
meeting is to help us figure out how to weather and how to
rise the specific listings. So | was particularly interested
in Dr. Wznia's recommendation for the listing for HV with
bacterial infections where we divide up where we limt the
listing to kids under the age of 13 and your recommendati on
that we renmove that, that age limt. I was recalling that
when we first wote the listing back in 1993 the reason we
did it was that the prognosis for the smaller kids was worse
so that even a kid who had—these are pretty bad infections—
but this listing allows a child to qualify with one of these
bad infections in a year, twice. |In other words, one year
one infection and then the next year another infection. | f
t hose two events occur the kid qualifies under the listing.
And at the time, and even when we revisited it recently, we
t hought that, that this was a marker of some nmore serious
di sease, but that when the kids reached adol escence they were
nore |ike the adults. And so this is a very |ong question,
you know. But | |ooked at the adult version of, of, of the
listing, which requires nultiple or recurrent bacterial
infections, required hospitalization or intravenous
antibiotic treatment three or more times in 12 nonth period.
And that got me thinking about the issue of the transition
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such that if we renove the 13 year, 13 year age cut off, you
woul d have sone kids who say at age 16 qualified under this
listing by having had two infections in two years. And then
at age 18-you see where |’m going? | probably don't need to
keep tal king about it.

I guess nmy bottom line question is what’s right? You know
is, is it right to have the two infections in two years for
any child at any age? |Is it right to have the three

i nfections for people age 18? Should we be switching thent?
You see what |’ m saying?

[ Laught er]

FEMALE VOI CE: I think you should switch it to two for the adults

MALE

and have it at any age. | mean | think, you know, when, in
today’s world where you have avail abl e therapies, you know,
any of these patients that breakthrough and have these severe
infections are on the far end of the spectrum and they’ re not
the, you know, blind share in the mi ddle of the norma

di stribution. So | think that my personal opinion would be

t hat that could be made nore lenient. Take the age criteria
away and make it apply to both kids and adol escence and
adults with just the two instead of requiring three.

VOI CE: Now that’'s exactly what | would say. And the other
part | would add to it is that there’'s a disconnect between

| ooking at a number, |ike a CD4 number, and actually what
does your inmmune system do when it’'s exposed to a foreign
protein. So you can |look at—and |I think adults are being to
learn from the pediatric experience. I f you | ook at our

popul ati on we were involved in a clinical trial. It’'s called
PACTG377, where we took children, we gave them HAART. We

| ooked at their tetanus antibodies before. W put them on an
aggressive therapy and we found out 2/3 did not have
protective antibodies even though the aver CD4 was 24% which
is a good nunber, and they’'ve gotten all their vaccines. And
then when we treated them and then we revacci nated themthey
made anti bodi es hi gher, but they didn't persist.

So it says challenging i mMmune system It | ooks pretty good
froma CD4 count perspective, but when you really challenge
it with a bacterial protein it doesn't really respond well.
So you can have a decent CD4 count and recurrent bateremi a,
recurrent serious bacterial infections. And that’s, | think,
a disability. So |I would actually - - two infections that
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woul d seem to be reasonabl e. I think that’' s—reating a
harmony is really where you want to go and not - -

MALE VOI CE: Dr. Nadler, do you have any comments?
FEMALE VOI CE: Ei t her way.

DR. NADLER: So | think that’s one of the scientific disconnects
that we live with for lack of any other way to approach the
guestion, and that is that we | ook at a CD4 number but it
doesn’t tell us about function. W don't have a good
functional test. And some of these antibody producti on and
persi stence studies that were really done in the pediatric
section probably apply to adults as well. And so, you know,
we say oh well the number is normal. But many of these
patients still get sick. And they get sick with illnesses
with opportunistic infections that would normally define and
i munodeficiency. So the number, to ne, becomes secondary in
t hat setting.

Now in the implications for clinician, that’'s a situation
where you see a normal CD4 number, but maybe it’'s nore
critical to make sure the virus is adequately suppressed, as
| ow as you can go. And there are anomal ous situations. For

i nstance, someone who's co-infected with HTLV1 Human T-
Lymphotropic Virus, another virus entirely. But co-infection

is not extremely rare. For sone reason that’'s still not
expl ai ned that secondary infection causes an abnormally

el evated CD4 count. And so all bets are off ‘cause you can’t
manage those patients on the basis of the CD4 count. They

may have a profound defect and yet have a nunmber that’'s more
normal than m ne.

So | would support two infections and | would pretty much
support it across the age range. Because it’'s telling us
somet hi ng about function.

MALE VOI CE: Okay.
FEMALE VOI CE: Here you go.
MALE VOI CE: Please identify yourself.

MS. CHRI STI NE LUBI NSKI: Christine Lubinski the Medicine
Associ ati on. I wanted to shift gears a little bit and talk
about follow up on some of the transition discussion. And
obvi ousl y—and, and we’ve certainly heard this from our
pedi atric menbers around the country as a majority of these
kids are aging into adol escence and adulthood. There are al
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ki nd of care issues. But, but sort of speaking to some of
the recommendati ons regarding transition and having to
reapply for Social Security disability. | think it’s—well
would be remiss if | didn't sort of —ene of the elephants in
the room always in this discussion is that when we’re talking
about certifying somebody or recertifying or denying
somebody’s Social Security disability, in most parts of the
country we’'re not just tal king about cash benefits. W’re
tal ki ng about precisely the healthcare that’'s allowed themto
i mprove to begin with. So the stakes are very high from an
HI V context and go well beyond econom cs.

But, but in this, in this particular issue of people over 18,
I think it’s inmportant to note that the New York State

Medi caid programis pretty much unparalleled in the country
in that in nost places in the country not only are these

adol escents at 18 having to reapply and potentially | ooking
too healthy to re-qualify, but they're |l oosing their

Medi caid. And so what gets lost in that transition could be
kids lives. And so | realize that the focus of this meeting
is on the listings. But to the extent to which you and your
col |l eagues can bring back to the appropriate people the real
i ssues that exist in this transition period and the

i mplications for those adol escents. | mean |’ ve had
pediatric I D doctors in a panic called me because, you know,
19 and 20 year olds loosing their Medicaid in the state of
I[1linois, which is not to trivialize the |Ioss of cash
benefits. But that, at least, is not going to happen in New
Yor k. But it’s going to happen in virtually every other
state in the country with the exception of New York, DC, and
Massachusetts. I just wanted to highlight that. Thanks.

MALE VOI CE: M. Sklar, would you care to..?

MR. SKLAR: Actually thanks for raising the issue. Il think it is
i mportant recognize that this is indeed a meeting being held
in New York to forma national standard. So we can’'t forget
that the New York Medicaid program nmay be far more generous
t han many others. And the consequences of | oosing benefits
at the age 18 and the related health insurance piece that
goes with it is pretty profound in many cases. So - - the
heal t hcare issue, for us, is a tricky one. Agai n, some of
the things we ve been tal king about offline are guidance
t hrough - - , not only enphasizing things we heard about
today that they should be attentive to, but the potentia
consequences of not paying attention to them This is not
typical to think beyond the benefit streamand this really is
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MALE

alife or death, make or break deci sion. And if you don’'t

get it right and you don’'t spend the extra time and you nmake
a mstake it’'s pretty tough to get that back. And by the
time it can even get rectified the consequences of that can
be very severe. So | think that's a great point. I think
it’s something that, again, this is a national standard. The
listings are for everybody. And not everybody has the great
safety net, or at |least a safety net, like they do in this

st ate.

VO CE: M. Eigen, more comments? You al ways have nore
comments.

[ Laught er]

DR. HANDLESMAN: Hi, Ed Handl esman from DAI DS again. | actually

have a question for actually the people from Social Security.
Dr. Wznia made a very specific proposal, | think. It
sounded as though renewing at 18 is extremely difficult.
There are a |l ot of kids at 18 who are not ready to take on

t hose tasks of the world, which include renewi ng their

benefits. |1’mnot sure that you guys have any purview
[ phonetic] to change that age or to change the year period of
time in which they have to do it. Coul d that be extended to

three years? So |I’m asking do you have an purview in, in
that regard? |Is that a possibility?

MALE VOI CE: The answer i s no. But 1'll |et—

[ Laught er]

MALE VO CE: --unfortunately it’s statute.
MALE VOI CE: - - The basic, Monte, Dr. Hetland, gave the basic
answer. What we do have purview over is the rules for how we

determ ne how a person qualifies. And when we, particularly
when we consider the listings, but also in all of our roles
for determ ning disability, we're very cognoscente of the
need to have a smooth transition across this boundary because

it bothers us too. It bothers us that a person could be
found eligible at age 17 % for exanple and for some reason
woul d not be found eligible at age 18, 6 nonths later. That

shoul dn’t happen. And we're constantly trying to figure out
ways to make it so that that doesn’'t happen. And this is one
of the things that we can do. W can nmake sure that the
listings smoothly go across so that at |east for those rules.
So we do care about that.
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MALE

MALE

MALE

MALE

MALE
MALE

MALE

VO CE: Then in terms of—+t’s not a reapplication—the actual
termis called re-adjudication.

VOl CE: Redet er mi nati on.

VOI CE: Redet erm nati on, okay, to change the time of 18 years
woul d go to Congress and have them change the law. Otherwi se
I think we’'re stuck with it.

VOICE: - - could you change the tinme period that they have
to do it?

VOI CE: Wbuld you speak into the m crophone, please?

VOI CE: Sorry. I, I, I"mnot surprised by that that that
woul d require a change in the law. As | understood it you
someone said that they had one year to do this. I's that one

year extendable at all?

VOCE: No - - . Oh well.

DR. W ZNI A: So just com ng back—excuse me—fust com ng back to the

suggestion, it was actually a smpoth transition and |
understand the age. So what | was al so proposing was a
groupi ng of soft mental health findings that would allow us
to do this given the preval ence and the severity and the
tasks that are there that need to be attended to in a finite
period of tinme. So | guess the suggestion would be to
address this, use what authority you have, but to—saybe even,
maybe - - want to make a comment. But that may be a certain
criteria between 18 and 25 that may be eligible for the soft
findi ngs because we are going to protect, we are going to
provide a safety net because it’'s too vul nerable.

Because | can tell you one of the, one of the rules of thumb
wi t h adol escent s—and even though somebody may be 19 they may
be functionally 15—+s that you don’'t betray their trust,
their trust that we' re going to take care of them And you
don't throw them away. Because once you do that it's hard to

bring them back. And they’'ll talk about that, how school,
dah-dah-dah-dah. 1t's actually easier to talk about that
than to tal k about their illness ‘cause that’'s something that

I can yell about. And taking ny medication is something that
| really don’t have a great answer for you. So |I'mgoing to
yell about SSI and how they turned us down. But + think this
is an important age group. So it’s somewhere between 18 and
some number maybe have—+f you can’t make it applicable to al
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of HI'V then make it applicable for this vul nerable
popul ati on.

FEMALE VOI CE: I think all of us sort of eluded to it when we were
speaking. And when | went to get a cup of coffee | heard
somebody nmention it. But, you know, | think, you know,
globally in our society here in the US, 18 has al ways been
t his magi ¢ number. But that magic number, in reality, is no
| onger 18. It’s more like 21, 22, 23. And | think we also,

MALE

MALE

MALE

Barry said, it may be our fault for the way we coddl ed these
patients that we never thought were going to learn to
survive. But they, they don't have the skills to survive in
today’'s world. And | think Andy can tell you as well that,
you know, if they' re going to get them wusually by 22, 23
they're, they're a different person. So maybe we just

del ayed their maturity by five years. Some of it may be just
our society, but some of it may be the way we managed them as
young Ki ds.

VOl CE: Yeah, the population we're talking about is the
congenitally infected?

VOl CE: Yeah.

VOI CE: Okay.

FEMALE VOICE: If you want to know the truth, all adol escents take

till 23 to mature these days.

[ Laughter].

[ Crosstal k]

MALE
MALE
L.J.

MALE

MALE

VOI CE: | under st and.

VOl CE: Yes.

FlI SHER: Yes, I'mL.J. Fisher fromthe Empire Justice Center.
My suggestion would be in order to transition someone from
age 18 to an adult listening is perhaps insert something in
the adult listing |like we have in the 1205 listing for mental

retardation that shows an onset date before age 18 and
transition it that way. That's just one way we can | ook at
t hat .

VOl CE: Good suggestion. - -

VOI CE: | wanted to ask, does iris [phonetic] happen in kids?
And how does it go?
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FEMALE VOI CE: Yes. Most of what we see is iris in kids happens
in the devel oping world. A lot of those kids are also

infected with tubercul osis. I have only seen what | thought
was iris once and that was a patient with CMV retinitis. And
it was an ol der adolescent. You know some of that may be

that, you know, particularly the young babies that are
perinatally infected when we put them on therapy they ' re sick
as hell anyways. So you may not be able to distinguish it.

FEMALE VOI CE: Andy have you seen it?

DR. W ZNI A: Yeah. We've seen it in the ol der adol escents. So,
not common because many of them are partially treated, you
know hal f of our population is undetectable, so that's good.
So therefore you're not going to see it. You're seeing it
acutely in the devel oping world because - - are now being
rolled out - - first. The other thing we do see—and it goes
back to that bacterial infection question—+s sort of—and it’'s
not well written. |"m not sure if anyone’'s written about it.
but "Il tell you, we see it clinically, which is that
patients are not taking their medicines and then they come in
and they say we’'re going to and within the first two to
three, four or five weeks you see some bad bacteri al
i nfection happeni ng out of nowhere. And what | think is
goi ng on—and | haven't studied it so | can’'t give you data—s
that the immune systemis redundant. So if this part doesn’t
work - - is activated and - - are activated. The hel per
cells aren't really functional. There' s something else
kicking in. And that kick in is because there's a | ot of
virus. So the virus is kicking the i mune system off because
you really have good therapy. And then whatever that
background noise is is gone. And part of that background
noi se is protecting you fromthese other bacterial infections
whi ch you may get exposed to. So there’'s a, sort of a, |
think a - - where your immune system sort of punks out
because we’'re turning the virus off, which is good. But it
| eaves you vul nerable, which is not iris, which is imune
reconstitution. Mhat iris is, the immune systemis healing
and you have the low |l ever viral infections or other
i nfections in your body and now your immune systemis
attacking them okay, and activated.

So this is sort of like the opposite part. It’s not well—
have you seen that?

FEMALE VOI CE: No, but we see it in cancer patients all the tine.

SSA HI'V Policy Conference
Sept ember 10, 2008 | 112



DR. W ZNI A: Ckay, so.
FEMALE VOI CE: So, - -
DR. W ZNI' A: So yeah, we definitely see that.

MALE VOI CE: Are you seeing in adults, Dr. Nadler, here in the
United States or is it still throwing people overseas, iris?

DR. NADLER: I think nost—we see iris more comonly in the |ess
devel oped world as therapy has been rolled out to about three
mllion people over the last three to five years, most of it
in the last three years. W do occasionally see it here in
t he devel oped world as well. My European coll eagues in
particular report that, which is interesting because if
anyt hing the average CD4 count at which they start therapy in
Europe is about ten cells higher than in the US. But it’'s
not a significant difference, but they' re slightly, slightly
| ess sick on a population average.

MALE VOI CE: Anot her question: hepatitis B or hepatitis C plus HIV
in the pediatric popul ation.

FEMALE VOI CE: It occurs. Most of the hepatitis C that we see is
congenital hepatitis C that was likely transmtted along with
their HIV. I would say that it’'s about 1-2% In the
adol escent popul ation that are infected as adol escents we
| ook sever years ago at hepatitis C and there was around 2%
zero preval ence. W | ooked again a couple of years ago and
it was up sonewhere between 5-10% So that seens to be
i ncreasing, at least in the population that’'s infected by
high risk behaviors. Hepatitis B is probably very uncomopn.
We do have, in our clinic population, which is about 250 now,
about 3. 2 infected by high risk behaviors and one that has
a newborn disease.

MALE VOI CE: And what's the clinical course?

FEMALE VOI CE: Ri ght now the ones that we’'ve seen are, you know,

we have not treated any of the hepatitis C s. | take that
back. We did attenpt one treatnent and they felt so rotten
they refused further treatment. The other one we're really

just watching right now. Hepatitis B, of course we gear our
therapy to make sure that we have adequate anti retro vials
to cover the to cover the disease. And at this point in
time, you know, clearly down the lines there’ s some problens
that can occur with liver failure and cancers. But | don't
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MALE

MALE

MALE

think that we followed them | ong enough to see that | ong
enough, at least in my popul ation.

VOI CE: Our experience is pretty simlar except that we’ ve
had some of our perinatally effected popul ation that didn’t
have hepatitis C become infected with hepatitis C through
high risk activity, you know, adolescent activity. So we’ ve
treated two of our perinatally infected kids who then

devel oped hepatitis C. And they’'ve done well. But once
again, it’'s small numbers. But | think that you have to
assunme that anything that you can acquire sexually, we're
going to begin to see in our, in our popul ation.

VOI CE: Okay.

VOICE: W really don’t know. W don’t know.

FEMALE VOI CE: Just —

MALE

VOI CE: [I nterposing] Dr. Adler, will you coment?

FEMALE VOI CE: --sort of going back on ny cancer history, we also

MALE

MALE

MALE

have very |l arge cohort study we're followi ng now with Kkids
who got hepatitis C through transfusion and, you know, the
rate of seeing events. It really takes years and years and
years to show up. So | just think we haven't seen it yet.

VOI CE: So | would say that we’'re, people are living |ong
enough for us to see the effects of hepatitis C, which causes
chronic infection at a nuch higher rate than hepatitis B.

And hepatitis B and the association with malignancy may take
| onger to unfold. MWhen | was still in Florida we did an

epi dem ol ogi ¢ [phonetic] survey. And we showed that the rate
of liver death in those chronically infected with hepatitis B
was about 45 fold higher than in the general hepatitis B
infected popul ation. And that was substantially worse than
even the rate of liver death associated with hepatitis C.

Not rmuch we can do about it except transplants. And, you
know, we at NIH are running a transplant study in HI'V

i nfected popul ati on because there’s i nadequate data to
support whet her we should or shouldn’t do it. So stay tuned
for another year or so. Hopefully, we'll get you some nore
dat a.

VOI CE: I"'mtrying to remember my inmnmunol ogy. One becones a
chronic hepatitis C infection when the virus persists for six
mont hs, still identified after six months.

VOl CE: Okay, all right.
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DR. W ZNI' A: The other thing that | didn’t mention in ny slides is
we’ re beginning to see kidney failure that no one mentioned
today so I - - . W have a few of our population on dialysis
at the moment, the population |less than 18. So |I’m assum ng
that that’'s covered under SSA, under another thing, which is
why - -

MALE VOI CE: \When sonebody’s on dialysis that’s an automatic
al | owance. |”m curious did creat [phonetic] needs of
children one qualifies with creat needs of one or higher.
And | m just curious what was the time difference and how
long did it take for themto, you know, did the creat,
overnight, go up into renal failure or was it over a couple

years?

MALE VOI CE: I don’t want to m sspeak so |I’m not going to conment.
| actually would like to | ook at the data. 11 pull it up
for you and 1’|l give you that information

MALE VOI CE: Okay. So - -

MALE VOI CE: It’'s actually a little more |iberal. In adults you
have to have a creat need of four or higher, whereas in kids
it’s a creat need of three or higher.

FEMALE VOI CE: So our renal problems have been nostly protnuria
[ phonetic] which is a symptomatic or—we haven't really seen
that in ours yet.

MALE VOI CE: Dr. Handl esman?

DR. HANDELSMAN: Yes. And again, going back to the line |isting,
you know, in ny sense it |looks like the line listings do a
pretty good job of, of evaluating the opportunistic
i nfections that would qualify soneone, the AIDS defining
conditions, etc. | think where it becomes a little bit nore
difficult is when the inmpact of treatment, and not just the
adverse effects of treatment, but coming to the, the, the
hospital once a month for your regular visit, once a nonth
for your renal, once a week for your support group visit. | f
there’s a way—and | know it | ooks like you can take those
into account, but that goes through the whole process of
goi ng back and forth between the adjudicator and the provider
and possibly mssing information. |Is there a way that, that,
t hat you, the panel would recommend, and that you guys could
enact, that would take into account when, either going for
care or adhering to medication would prevent someone from
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being able to hold down a job or go to school and not have to
go through the back and forths to do it on a case-by-case.

FEMALE VOI CE: I want to echo what Ed said. And I think also
interestingly enough, Andy and | tal ked about this beforehand
and not just kind of tossed out ideas of, alnost checklist of
some of these soft conditions. And you' re required to have
three of five or something |like that where you could, you
know, actually quantitate these soft synptoms into sonme sort
of grid where you would | ook not only at the synmptom but at
the severity and grading themto come up with some fornula
for, for using these so that they could be applied in a
st andar di zed fashi on.

MALE VOICE: As Ed was talking | was making - -
[ Laught er]

MALE VOI CE: Sorry.

MALE VOI CE: Yes?

MS. CATHY BOWJAN: |’ m Cat hy Bowman from Sout h Brooklyn Legal
Services. And | actually wanted to go back to the adult
listings and to the hepatitis C issue. And there is no
separate section in the HV listing for hepatitis. It’s only
mentioned in the repeated mani festations section. And | was
just wondering if Dr. Nadler m ght have some ideas of what a
listing would look like for disability for someone who's co-
infected as apposed to just the general hepatitis list that's
in the regul ations.

DR. NADLER: | think that an issue with co-infection, it’s not so
much that it's necessarily a different disease process, but
it tends to be more accelerated. And so if time is a
functi on—and |’ m not sure of this—ehronic hepatitis listings,
then that may need to be specifically explored in the co-
infected population. 1t’s unclear at this point if the
severity’'s increased. And we, again, we don't have good
measures of function. And that’'s a problem for us in
prescribing some of our drugs as well. So we have some
numbers. We can do a biopsy, which, of course, has it’'s own
ri sks and sanpling error. And that can, perhaps, address an
i ssue of severity or extent of disease if you will. But we,
we need nore, we need nore science in the background.

MALE VOI CE: | guess | should just clarify, having just recently
wor ked on our digestive listings, there is no listing
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anywhere for hepatitis A, B, C, or D. it is based on, the

di sability decision is based on the residual liver function
so that what are the coags? MWhat'd the al bumen? MWhat is the
evidence that the liver is unable to function? So it
actually doesn’t nmake a different whether it’s rich Hep A,

Hep B, Hep C, got you there. |It’'s howis the liver
functioning. That’'s what the digestive listing is based on,
okay. I think I need to clarify that. So it’s not just a
di agnosi s. Hepatitis you will not find in the listings
anywher e. It’s what is the liver function?

VOI CE: Is, is there any all owance for evidence of some
dysfuncti on and concern with treating with - - and being

depressed?

VOI CE: There are instructions that judicators are supposed
to take into consideration effects of medications and adverse
effects that go along with that. | believe if you' re a
responder you stay on - - or Ferron [phonetic] and for 48
weeks, which gets you almost to the magic 52 weeks, 12

mont hs. That is our |egal standard. So it's, it’s there in
the instructions in a nore global sense. I don’'t think it’'s
there specifically.

VO CE: All right so you have to have that depression for 52

weeks or...1 don’'t understand that.
VOI CE: | don’'t think I answered that quite well. You want
to try?

[ Laught er]

MALE

VOICE: By law, in order to qualify, you not only have to
meet the standard of severity of disability, whether you're
an adult or a child, your disability has to persist for at

| east 12 continuous months or be expected to result in death.
So the way we operationalize that is there are sone people
who are disabl ed, who meet our definition of disability
continuously for 12 nmonths, but that’'s not a practical way of
defining disability for all conditions ‘cause there are |lots
of conditions that have good days and bad days. And we
recogni ze that. So you don't have to be depressed 24 hours a
day, 7 days a week for 52 weeks in order to qualify. It can
be on and off recognizing the exacerbations and rem ssion if
overall, over the course of a year, clearly you' re unable to
function that we define.
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MALE VOI CE: | guess the flip side of that is there is the HV
listing that if you have diarrhea persisting for one nonth.
The come back question that I, | feel is tell us how that
makes somebody di sabled for 12 mont hs. Because it’s | asted
one nont h. How do you know it’s going to last the 12 months,
which is the | egal standard? Dr. Aberg said this morning, *“I
don’t have a crystal ball.” Want to conment?

FEMALE VOI CE: I think that accentuates my frustration with the
listings as they are now. Because, you know, you have
di seases that, you know, are |like diarrhea for a nonth.
Okay, so if you have it 32 days you met that criteria. W
know you have all this other stuff going on in the
background, but that’'s resolved and you' re doing okay. Or
you maybe have PCP. I mean | had one kid who was diagnosed
as an infant who has PCP. And he’s, you know, about 12 years
old now and he's fine. You know he qualifies for disability
and there’s no way to—er they don't get it. They're a pretty
m ddl e cl ass, wealthy famly. And really he's fine. But he,
he woul d have qualified because the PCP that he had was
treated and now he's fine. But yet the patients who have
mul ti ple of these soft signs that we ve come to call that are
additive that really inpair their daily functioning, they're
much harder to say hey, you meet this one criteria, you're
okay, you pass. And that’s, | think what's frustrating to me
and, and, and probably why we're here. ‘' Cause it nust be
frustrating to a | ot of other people as well.

MALE VOI CE: It’'s very frustrating.

MS. BEBE ANDERSON: And | think others will correct me if |'m
wrong, but a |ot of the focus—

MALE VOI CE: [Interposing] - -

MS. ANDERSON: |I'm sorry. Bebe Anderson, Lambda |egal. The
person has HI'V for at |east 12 nmonths and then you're trying
to evaluate the severity of the HIV to determine if they're
di sabled by their HIV. So there are markers that you | ook
at. And just like you would and say that someone had to have
pneurmonia for 12 consecutive nonths in order to have their
HI V consi dered sufficient severe that they’ re disabl ed,
simlarly with other indicators whether it’s diarrhea or
anyt hing el se. It’s not that they have to have all of those
symptoms for a full 12 nonths. It’s an indicator, again as |
say, of the HIV that they have then had for at |east 12
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mont hs. And they’'re certainly expected to have for a | ot
| onger than 12 nont hs.

MALE VOI CE: Well | guess if we ask the right questions it would
be this individual has diarrhea for one month. And by that
it inplies X, Y, Z, etc, none of which we ever write in
not es. I was a clinician; | didn’t write things |like that.
Hel p us to ask the right questions.

DR. HETLAND: Hand waving? Okay, |'"m going to wind this up.
want to thank our panel very much.

[ Appl ause]

DR. HETLAND: for those of you who are advocates in the field, |
want to also point out that we are having a cardiovascul ar

body system outreach in two weeks in Baltinore. | believe
the dates are September 24 and 25. You would be invited as
wel | . Pl ease don't forget to turn in the evaluations. Thank
you.

[ Appl ause]

[ Background noi se and tal ki ng]

[ END TAPE MzZ000024]
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