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CHAIRMAN ALLEN: Marshall Forstein
is going to share with ud some testimony, trying
to help us out with the psychosocial issues,.

Marshall, just go ahead and speak from
there.

DR. FORSTEIN: Thank vyou. Let me
know if you can't hear me,

Thank you for inviting me to warticipate
with you today. I've been told to o in about
ten or fifteen minutes the whole poychosocial
continuum.,. SO let me be specific in some ways
and dgencral in others to set a kind ef tone.

I would like to suggest that first of all
the place of psychosocial needs that's plagued in
the AIDS epidemic has becen underexamined,
underresearched, There has been a ikind of
second~class citizenship to the mental health
personnel, support services, community resources
that have really, from my point o0f view,
sustained any intervention and treatwent services
that people with AIDS andé HIV infection have
had. So my bias as a psychiatrist will come

guickly through my discugsion this morning.
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I think I want to talk about both
psychological concerns and pragmatic concerns and
how they interface with cach other briefly.

There are a couple of bagic concepts that I think
are underlying our digscugsion. One is that as

human beings there is a lot of evidence now both

— e

biologically and psycholcecgically that we don't

function real well over the long haul; that we
——— /

are really more crisis-oricented, Baby Jessica
r Pery vESs ST

o e —

Syndrome sort of is ouy forte, We treat the baby

m

e —— )
in the well but not the hundred thousand kids who

are starving on a chronic basis, Qur biclogical

systems are really gcared that way.

When we have a c¢crisis our adrenaline
rushes and we are ¢great until we accommodate to
this level of adrenaline. That confoerms, in a
sense, how we respond tc aspects of the epidemic
as a care provider group. But it also conforms
to how individuals respond to changes in their
canvironrkent; such as psychologically, when they
heary the news of an HIV positive test. We have
to distinguish between acute and chronic
psychological and social responses tou information

that people acguire somewhere in the spectrun.
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The otaher thing iy that for imdividuals it
is very hard to tease out knowledge and
intrapsychic motivation &nd defenscs against that
meaning of knowledge in their lives, We cannot
extrapolate from one group of peopgle to another
that the way people mana¢e information is
necessarily the same,

So when we look at what testing means in &
white middle-class gay male community, which has
a very different environment, social structure,
support system, to an inner city black or
Hispanic community, the research data is
essentially useless to making really valid
generalizations or recommendations aovout how we
should then mobilize rescurces, I think there
has been a real nced to look at the difficulties
in studying the neaning of the disecase and
testing the population.

Likewise, when we hear aoout women who arc
infected who have had children and have a second
child, how do we dbegin tc understand the
intrapsychic or the psychological meaning of
disease in peoples' lives because that's what

makes pecple do what they do, not the knowledgce
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that they have about carly intexvecution oxr what
the test really means today or what it will mean
in five years. There hay been a kind of
frustration on my paxt that becausce the
psychological component ofi pecoplesg!' lives is o
complicated that we tend to simplifiy our response
to the ¢rigis by underplayving its importance.

Let me give you an cxample. We know that

certain people after they get tested nooilize

their behaviors because 0f the test,. e also

e ——————

—

—
know that the people who are able te do that werc
e ——
vrobably more EEEETQE“EBBi1ize their behavior

R m__-_——-—'_‘_‘____‘-———-—-—- ———

change before the test and that the test was

N _’-”-——‘.‘._\_k‘—_-v\_
really culminating a series ©OIf pPOYCHRUITOITII
. -—-‘-“—-—__.__-_._.__._.—-—--'-——_

steps that led them to that capacity.
k_ //—__‘\

————

Well, one of the things that go into
mobilizing information in what we miesnt call a
pvro=-life, I hate to use that word, & Dpositive
life force, a future orientation, and I think
that we really have to lock at a scerics of
psychological substraits. Onc is the capacity in
people to believe that they have power te do
something with the information that they gather,

and that will obvicusly wvary according to
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peoples' perception of access to care, access to
pay for the c¢are, and whcther that in fact is
going to be guaranteed over the long haul.

Zf you think about the HIV continuum, it's
possible for somcone to ¢et anonymously tested
and then maybe have ten to fiftecn ycars of
asymptomatic i1ifce, but that doesn't mecan that
there aren't severe disebling psychological
components to their life that in fact would be
much more expensive to trecat wicth the knowledye
that they are positive than with the apprehension
that they might be positive and going on
negotiating the daily neceds of their lives,

None of the rescarch data looks at people

R
who are tested more than a few years out. e

et

-

don't have data, for instance, what happens to
e
people four, five, s5ix, seven, ten yoears down the

N _—-—l—_'_.--._'-._'_j

pike. The analogy I would like to uuce is for
—_— \
those of you who have been on diets oefore, we
—— ﬁ_,_,,’-""——‘“_"—'-ﬁ________—_ﬂ____———-'"_\‘—-——————\-_._———
are essentially asking pecople t© g9 un a diet and

e

ever cheat for their entirec 1life. Unlike a
____..—.—_—"'—_—-_-_-___—-—
fﬂ*W

diet, cheating may be lethal. If ycu cain & few

___,—-d"‘-._-‘_-‘H
pounds, you can undo that damage by losing a few
e ————

pounds. If you stop_iﬁgkigg_you can regain your

S
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cardiovascular conaition,

But the real terrcr in peoples' lives that
is integrated into the fabric of how they respond
to the knowledge of their scropositivity is that
it has an acute phenomencn and then it gets
changed over Lime.

S0 in my clinical work, for instance,
there are significant numnbers of people who finc
out that they are seropositive and o very well,
They mobilize resources, get their physician on
board, go into trials, find out, rcad more about
AIDS than I have. Then & year later they become
depressed because the magical thought that
somehow what they have done will now rid them of

this disease confronts them head on.

epressi] is a major mental illnoess in
__.r—-‘_-.-.-__

this country that effects all socioceconcmic
stratum, males and femaleos. It's the
undertreated illness of ovur society. 20 percent
of Americans will have major deprecsuion in their
life. Only 2 pexrcent of those people will be
treated adequately. People who are at rick for
HIV we know have a much higher inciaence of

depression, anxiety disorders, panic disorders,
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all sorts of adjustment cisorders. And zome

research now shows that people with HIV infection
have more psychological ilmpairment than pecople
with AIDS/ARC. There is somethinyg about the
uncertainty of one's life, the unpredicltabiiity
of the ceourse of the illness that wmakes it very
difficult for people psychologically to manage
not necessarily in the acute phasc vbut over the
leng haul.

So the kind of continuum o©of cure wo're

— —_—

talking about has to envisicon a chanyging need in

an individual and in a community £xom the

-

beginning of the awarencgg of testing and its

——

implications throughout the process of tryving to
.

e —
access care, maintaining what I would call a
-._,,_,_.__.._.——-—'-‘———"_""\\“__ -—

peeitive future orxientation.
m

if we in fact cncourage peeple to test and
the first two years thecy do better and the next
eight they do worse then they might have donc by
not testing, then what have we accoumplished? And
if in fact someone 1is seropositive, we then have
to go the whole oute of @ssesgssing immunclogical
status, besides the acceus to care, the cost and

all of that.

COPLEY COURT REPORTING




10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

12

What do people necd psychologically to
manage the day-to-aay awareness that they arc now
part of a health care system for maype ten years,
but they are not sick? What motivates people to
stay -~ how many of you yo to your cardioleogist
gist because your heart feels great? We have to
look at how people utilize health services, what
gets them into them, and what maintains peoples'
diets. What is going to keep people
psychologically prepared to not just treat the
baby falling in the well, but the kids who arc
starving down the block? And if you turn that in
terms of the individual, how do people maintain a
long~term positive view 0f their own life?

Now, I think there are some posychological
things that contribute to this, One is that
there is a direct corrolation octween self
esteem, empowerment, and the capacity to maintain
what I would call a future orientation, even in
the face of potentially dangerous information. I
think we cannot talk about HIV positivity,
testing, and the emotionel nceds without looking
at the underiying social conditions that are part

of peoples' intrapsychic fabric. When I'm
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talking to & young black male in Roxbury, and
he's telling me that he's more afraia of peing
shot than of getting AIDS, that'u pazt of his
psychological makeup that informs the kinds of
behavioral changes that he is able oz not able to
maintain because sexuality and drugs we know are
extracordinarily effective anzxietal 1ifts. We use
them to reduce anxiety.

So .if we arc going to ask people to
participate in a continuum of care, to gather
information about their life which makes them
more anxious, we then, in order to prevent the
behaviors which transmit AIDE from becoming wore
intensified, we have to provide care that zreduces
peoples' generalized anxiety about their lives,
And that is why I think we haven't boeen able to
pay attention to the psychological nceds because
we can't talk about testing without talking about
violence, poverty, day care, moether/infant
mortality, and all thosc issues.

I think our own anxliety around the table
is probably rising as we throw vack into the hoop
all of the social dilemmas that confyont us,

Just a couple of pragmatic issucs. Once
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we test people, 1t scems to me we have an ethical
responsibility for fcllowing through te the
natural end of the meaning of that test. For
some people, testing will lecad to peuitive
changes in their lives; to some lives it won't,
Are we prepared to provide the psycholeogical
mechanisms to support people over the long haul?
I say this with a great deal of cynicism, a5 in
my own state mental health service i3 being cut
back to the point where they are going to be
essentially non-gxistent in any mcaningful way.
The mental health cost 0f crisis intervention,
long-term care, in different kinds of communities
who have different perceptions of what mental
health means in their community, has got to be
looked at, and I think has got to be a major
focus if testing is going to have any real value
in forxestalling the cpidemic, if that is the
purpose.

The other issue is just because people
have access to care, assuming that couesn't mcan
that they are able to participate in it. I have
had a number of people who have done all the

right things based on all the right information,
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and a year into their AZT are unable Lo continue
tc take it because the meaning of it on a daily
basis is that they are facing their mortality in
a way that they are not psychologically prepared
to do. I think it's very hard to tease these
things out.

The other thing I'll say is that from a
practical peciat of view, we have people who come,
decide to get tested, and then appropriately
realize that, they d¢ that anonymnousliy, vut then
appropriately realize they have to g0 the next
step to immunological status. S0 thecy go and get
their T-cells tested, Who pays fox that? If
they put it on their insurance, they are
asymptomatic, they may be fine as long as they
hold their present jobs. We are finding out that
premiums on people who get T-cells tested are
going up. We are finding that people are being
denied individual group policies because the
insurance has paid for an T-cell tecst. Well, we
don't need to fool insurance companics. They are
not stupid. They know that people wio gct T-cell
tested in 1990 are at risk for HIV,

What are we going to do in terms of

15
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S 1 guaranteeing that pecople have accegss to care and
[ |
2 the ability to pay for it? If we have gotten
3 | somebody into early intervention ana they logse
4 their insurance three yecars down the line, what
5 about the ethical responusibility to continue to
6 provide care for pecople over the long haul? I
7 think especially as we move towards ecarlier
8 intervention, we are recally increasing the
9 latency period of when people are going to be
10 needing surveillance for their HIV status,
11 intervention, and then trecatment in & more severe
12 form.
@
13 Lastly, I want to bring up the noticn of
14 suicide because this is not welli-resecarched or
15 documented, There are some studiec that have
16 thought that the increased incidecnce ¢f suicide
17 in people with AIDS, overt AIDS, is wrobawvly
18 secondary to organic deliriums and the desire to
19 end extraordinarily painful situations. We neaed
20 te distinguish between the wish to end pain and
21 the wish to end l1ife, on the terminal end of thc
22 spectrum. But early on in the course of HEHIV
23 infection, the anced to have power over cne's life
" 24 is often expressed in terms of suicidal ideation,

COPLEY COURT REPORTING



1 which is very common in people with any chronic
2 illness.

3 There seewns to be a much higher incidence
4 of suicide completion in people who ¢et tested

5 who don't have the resources to help manage the
6 information over time, and thoge suicides do not
7 occur necessarily in the acute phasce of teusting.
8 So that research that looks at what happens in

9 the first five weeks of testing may not pick up
10 what we have seen from some army studies that the
11 incidence of suicide increases more Ltowards the
12 S— or 1l2-montn pericd of time, when again this
13 notion of magical work that I've done is not

14 going to prevent me from being ill.

15 S0 long-term studies arocound suicide and
16 how it's managed is very important. From my

17 perspective, it secms to me that if we are

18 advocating testing for carly intervention, carly
18 intervention has to include mental health

20 intervention because to separate that out is to
21 put people, I think, at hidher risk for
22 significant psychological morbidity.
23 Let me stop there and lastly just say I
24 think one of the biggest issues we're facing is
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that mental health care in this country generally
is underfunded, underpaid for, $500 in
Massachusetts is what you get for the year from
Blue Cross, Host insurance companics may be up
to a thousand, and that does not go far cnough to
pay for basic mental health sexrvices, I think
there is c¢clearly a problem in the community
mental health centers where mental hecalth funding
is totally inadeguate for present situations, To
add AIDS is to guickly overwhelm a system that is
not prepared. And additionally, having money to
train people in the specific issues around HIV
mental health issues is not forthcoming. I see
that as a rcal issue,

The last thing is that self esteem has to
do with whether you believe you're wanted in this
worid. When your government sSays you are
illegal, immoral, you are not entitled to the
same rights and privileges as other gecple, you
cannot develop healty self esteem, ‘he
psychology of depression for people of color, for
gay and lesbian people, for people with
disabilities, has got to be addresuaed or we're

dealing with a psychological phenouwe¢non that is

18
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larger, I think, than a specific prcecgram can
manage to make up for.

CHAIRMAN ALLEXN: Thank you. Any
guestions?

MS. AFFOUMADO: I want to say
bravo.

(General applause).

MR, LEVI; It was wonderful,
Marshall. I just want to add one thing for the
record because I'm not surec that we are going to
be discussing this here, @nd I think it's
important, though, that in considering these
issues that the Commission at somne peint address
the issue of third-party wayors and,
particularly, private insurance companices.

And I can't underscore strongiy enough

what Marshall said about the risk, the jeopardy

—_—

people place thems x5 in once they are entered
—

into the health care system; that we really have

Lot /

onlﬁﬁresolved the very first piece ©f cariy

intervention and protecting pecoplcs' third-party
payor rights, and that's through anonymougu

testing where it does exist, And he's abpsclutely

—

correct about once the T-cells are in peovwples'

- ——
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records that insurance companies age going to
look for ways te deal with it.
There is also, it is not just that you ﬁay_
be forcing people to stay inm a joo for the zrest
of their lives 50 that they are able to protect
their grcuy coverage, When ecmpleyers change
insurance plans, the individual could be staying
in that same Jjob, and given how ingurance rates
are skyrocketing, enployers are much more likely
now than they usced to be to be switching
carriers., When they switech, there aze )LQ\SL/(TKJLQ
pre-exicting condition c¢lauses, AndG, so, you ch;ljaﬁ
could have been there foxy ten years, your
insurance comnpany switches carriers, and you have
to go throcugh a 6-month or 12-month waiting
perica before ycu are able to resume coverage for
a pre-¢xisting condition. And if you had a
T-cell test done during that 6- or l2-month
period, or conceivably sought any kind c¢f medical
care that ex pest facto cculd be pereeived as

related to HIV, you know when you start making

-5

serious HIV claims, whether it's to get AZT orx
anything else, that company ig going to go

locking in vour record to find ways to get out of

(M)

e
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And your employer may be helping you along
because one o0f the reasons, particuluarly in small
companics where there is already an incidence of
AIDS, that is what's going to drive up some of
the rates. It's going to cause a switch in
plans. And the pplan itself may not only deal

with pre-existing condition clauses but may try

to be sufficiently restrictive g0 they don't have

to deal with the AIDS increases again.

CHAIRIMAN ALLEN: I would hope that
we can get into that. I feel uncomfoertable
because I wouid iike for evervone to ke able to
respond to that pecause that is am iwmportant
issue. I fecel like we're kind of stifled here
because we're going to be asking him guestions.

So we may want to move back into that as
we start the group process. Are there any
specific guestions?

MS. AFFOUMADO: I wouid like to
talk a little bit about a point that vecu brought
up which I think is very important, this whole
idea of people taking control and then finding

out that this isn't working.
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I would like to extend that a littlce
further because I think it also impectzs on the
providers, the other types ©f providers that are
taking care of these people. And it's this mixed
message kind of stuff. We've beer trying to form
partnerships with patients, between social
workers and nurse practitioners and deoctors and
all of the people that are taking care of these
patients. And what happecns is that at the point
where they feel that it hasn't worked, whatever,
it is hasn't worked, there is a tremendous amount
of anger between the paticent and the other kinds
of providers.

It also has a strong impact on the people
themseives, the scrvice providers, becausce it
adds to this level of hopelessness and
helplessness, and the feelings of burnout, and
also makes us feel dishonecst because we want to
give that hopc and want pcople to start working
towards a more positive end, knowing in the back
of our mindgs that maybe this is not goeiang to
really work out hecause we have no way of judging
who is going fto fall by the wayside and who

isn't.

22
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I weould also like to suggoest that that
idea really has to go into the service provider
other than the mental health providers, vecaugse
doctors, ecspecially traditionally, don't have
that kind of training and that kind ©f avility
and support to handle those kinds of cncounters

between their patients. It's very oSerious,

CHAIRMAN ALLEN: I have a guegtion,

but we'll go around first,.

DR. S8T. JOHN: You spoke awout the

intrapsychic environment a little pict. I was

curious te know in the literature and research

what is known about the intrapsychic environment

cf people after they £ind out about the test,
they may fall into one or two ¢grouwps, start to

something about ity and then there are the ones

who deny, ignore, because of minority. It's not

guite that dichotomous.

But what i known about the peonle who

don't secm to respond to this information in the
short run and long run? %hat is the intrapcych

environment, in the background, thecir pcersonality

structure, their life, that allows them not to

respona?

23

8,

it

Go

ic
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DR, FORSTEIN: I think I can make
some guesses. But, again, the research on this
is very complicated because it's mostly dependent
on self-support. We know how it ig partly
influenced by what they imagined the person
getting the information is going to do with it
and how it will affect their c¢ontinued
participation.

For instance, in the AZT triazls that were
going on here in Boston, patients were telling
their researchers that they were taking their AZT
every four hours., Well, I was working imn
individual treatment where at least five or six
patients, and maybe up to ten of those people
during the course of the study werc aot taking
their dose while they were asleep but they were
telling their provider that they were because
they were afraid they would get kicked cut of the
study. The providers would therefcre tell that
they took the medication every night at the same
time., But to them, what it was like getting up

—~— .

in the middle of the night and taking a piil, of
ﬁ—'——*'_—_—_-h-—‘—_
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T T——

being reminded o0f your mortality than slieeping
‘_-__—-——-—__-—___—-__-———_

e
through the nignt and not taking the pill.

T — - —
—
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If we get back to what goes on in peoples!
head who c¢an't respond, we're talking about an
extraordinary range o0f personal capacity in this
COuUntrIy. There are people who are very
sophisticated and they are crcative with anxiety
in their life, Others are not. I think it
depends upon how much stress they are already
experiencing.

When someone is experiencing poverty, 1l1l
S

health, possibly being cevicted from their home,
—

to put HIV on top of it is to either overwhelnm

the capacity to cope, 80 nothing gets dealt with,

-

or enial has to set in to deal with what is

——

—

necessary and what is not. We are much better
\"""l-__

dealing with short-term stuff. The woman who iQ
being battered by the husocand becauvgse she wanto
to use condoms is more concerned about being able
to put food in her kid's mouth than Lhe
possibility of getting AIDS thrce or five yvears
down the line,

It's this problem of how people look at
long-term gratification than short-term neans,

The other is basic scelf esteem and the

feeling of whether yvou have a right to take care

25
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of yourself. And you have a rigyht te do things
that others don't want you to do.

And that, I think, we doa't have a lot of
literature on. Certainly in terms of the
addictive population, the whole idca o©f when vou
test people, In early sobricecty, testing can get
people to feel really hopeless and zclapse. We
have people who are able to act appropriately
sexually until they find out they arc tested,
The knowledge of kXnowing they are positive as
opposed to thinking they are positive, kicks them
over the boundaries.

For some people, intellectually what they
believe and what they are emotionally avle to do
doesn't coincide. People tend Lo hamndle HIV the
way they handled othey stuff in their lives. So
if we look at a population who has had trouble
maintaining a positive self esteem, regard for
life, it's unlikely that HIV is going to redo
peoples' basic personalities behaviors,

That is what I wanted to sav.

MS. CGELFAND: I think une of the
things that we need to addreuss overall is

society's attitudes towards seelking mental health
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to begin with, If vyou walk in to any group that
we have at the center in L.A., it's predominantly
middle c¢lass, white gay men. And whon the
Minority AIDS Project or one of the other
communitcties of color try to put together a
support group, they are not well attended; the
whole concept of mental health is shunned., Even
the women's support groups don't scem to get the
bodies that they need to get.

So I'm not guite sure how we¢ can address
that. But if you're looking at the HIV discasc
in its totality, including dimentia, that has to
be included in the overall picture, financially
as well.

MR. GOLDMAN: Dr. Forstein, much of
what you had said could be implied with virtually
any kind of diseagse as well as HIV diseasc in
terms of the acute versus the long-tcrm response,
in terms of the guestion ¢of the response based
upon whether the inherent levels of family
support and psychological support and
pre~existing psycholiogical strengthh of family,
and the structure, the changing necds over time,

the issues of self esteem and capowernent, coula
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you identify anything that is specifically
different with HIV discase that do not apply to
any other chronic disease?

DR, FORSTEIN: Well, I'm not sure

MR, GOLDMAN: My guestion ig is it
a general problem that we decal with HIV discacse
and we deal with all ¢f the other probplems that
we have in dealing with chronic discase?

DR. FORSTEIN: No, I think there
are some aiffercences, although they may overlap.
One is there may be a considerable periocd of tine
that people feel absolutely well, That is
different from a chronic discase in which there
may be acute and intermittent cexacerbation of
symptoms. Tt's totally possible foxr people to be
without symptoms for ten yecars, but know they are
carrying this virus and that has dayv-to-day
ramifications,.

So in that scnse this is a very different
kind of experience emotioconally for pcople.

Another issue would be the stigma attached
to carrying the diagnosgis and the legal issues,

This is especially true for many o©f the ygay mnen

28
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who have this disease, where acknowlcedging they
have the disease is admitting their legal status
in their own states, in many cases; the kind of
stigma associated with that, losing their jobs.

People with other chronic discases are
more easily covered by discriminaticn acts and
are more clearly perceived by the general public
as being rightfully indignant when their dicease
becomes a problem in terms of the employee and
housing.

I think homophobia, the fecling that
society has maintained is still very powexfui.

That doesn't only apply to HIV discaue, but the

- 2
;Eterface of HIV and sexuality and drugs make for
__-----_-—l-__

———

a particularly powerful triad that is not prescnt

29

CLomptetely jn that regard in most other chronic
—

I think, for instance, we would lecarn a

lot about how to manage other chronic discases,
certainly, for dealing with HIV. But I think
there are some special issues.

CHAIRMAN ALLEN: Eunice had a
guestion and I have one, and then we are going to

get Marc in here and we can jump off on that and
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much of the aialogue can take place in that
foundation.

MS. DIAZ: Yesterday, Alan Hinman
from CDC covered with ug at the beuinning of his
talk some of the very basic concoepts that are
going to be part of the upcoming Centers For
Disease Control "America Responds To AIDS", new
information campaign to the general pubiic.

In view of what he said and what I've
heard you say this morning, I really havc some
very dicsguieting concerns now pecause I1'w
thinking that perhaps when a messade 18 of such
broad-reaching focus in this country, urying
people to consider to be tested for ecarly
treatment and intervention may in fact cause some
0f these individuals you've described here zome
of the anxieties and scqguellae that we are just
not gprepared at this time to handle in this
country.

And basically there were about five
messages that were rather important for that
campaign, but the one I remember the most was
something you've dealt with this morning. I'm

just wondering, in your opinion, what would be,

30
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fJ 1 what could be the mass effect 0f soumething like

- 2 thig if it wevre to go tc the public, general
3 public, guch as the previous messages that we'lve
4 had through the campaign?
5 DR. FORSTEIN: My biggest fecar will
5 be that you will geot people -- first ©f all I
7 think we're overestimating the »ower 0f the
8 government to tell people how to live theiyr lives
9 anyway. Even the Public Health Secrvice putting
10 out this directive showing that you should get
11 tested, I'm not as worried about the inmnpact o0f
12 that as maybe most people are. But for those who

| _
13 do, I think the dangers are real. ; U&%gf

14 I thirk that the people whoe want to do tjhe
15 right thing and then find that theroe are all
16 sorts of reasons why they can't get the carly

17 intervention treatment, nobody is going to pay | QZ/

18 for it, that their families arce going to be

1¢ ostracized, that their children arc going to b%ﬂﬂjﬁ%%%ﬂ_

20 identified as having to be tested, it's a

21 spiraling effect. T thius wi are going to see a

22 psycholeogical fallout that is much greater than
S

23 whéE“EEniiiiiiiiiii’if,f—jffffi_health delivery

. 24 system that is not capable of mecting th:present

———— -

COPLEY COURT REPORTING



10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

needs of Americans,.

There is dgyoing to be damage. To what
extent? Even if it's 2 percent, if vou take, you
go and test 50 million Americans and you have 2
pPercent who are 4yoinyg to have some acute untoward
sequellae, that is a gsignificant blow on an
understaffed, underfunded mental health system.

I think I wouldn't be surprised if we sec an
increase in simple dysfunction, which shows up as
job problems, unemployment, people tuking sick
time, The cost of it is, I don't know how to
begin to estimate it, I think we have enough
data to suggest that without the access to
ongoing care, the damage will be worse, even with
the best system in place.

Let's not be naive about this. There will
be casualties of war, in a sense, even if we put
in the best possible mental health system becauuc
of what some ©f the issues are that some people
can't make use of. Ethically, from ny
perspective, we nave to have things in place that
allow people access to the treatment they need.

MS. DIAZ: From your mental health

percpective, how c¢ould the need ovf informing
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people that there is a test available, hew could
that bpe reframed so that individuals would know
where to go for the next step? Hight that be a
message indicating that they shouid enter
counseling or seek out a counselor?

DR. FORSTEIN: Absolutely. I think
anonymous testing sites are being advised to
spend less and less time with more people.

Twenty minutes of pre-counseling is not
sufficient. I wrote the program for
Massachusetts. It was a half hour. I regret the
day I wrote that. My learing since then has told
me that you cannot in a half hour cover the
details of the test much less the long-term
ramifications.

I think if we are going to advocate that
people get tested, we have to lcok at early
intervention psychologically as just as
legitimate and provide then. What we have
devised here in Boston is the recoummendation that
people undersﬁand what they need to nianage the
information, decide if they have that in place or
not before going to get tested, and, if not,

perhaps to work towards putting that stuff in
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place before. I think ethically we aced to teli
pecple as we do with a surgical proccedurce that
HIV testing is not a benign proccedurce, that it
has long-term c¢onseguences as well as short-
term, and people neced to realize that there is a
potential for long-term psychologicai cffecty.

I do not think that HIV tecsting is benign,
even though it can be very helpful f{or testing.
And we need to see it as interventicn tnat
carries with it the same kind of potential
untoward effects as telling people vou coniy have
a 3 percent chance of dying on an opcn-ncart
surgery table, but it's a 3 percent chance.

People who are in mental hosgitals, pecple
who are wards of the state, pcecople wiho are in
acute medical c¢rises, people who are in addiction
treatment centers, now do we begin Lo eustimate

what informed consent is in people wiho are

already feeling psychologically strousuou? I

don't think somecone in the middle of addiction
<

—
treatment can give informed ¢ sont-—oabout
__,_._—.-.—.-.—.--—J

testing.

When the test is done i3 almost as

important as whether it's done, Louw it is

e ——

CEAIRMAN ALLEN: ,0Onc ¢f the
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gquestions I have is the isgsuce of dimentia, and
something we needa to look at and I woulda like
your insight into that progression.

To the individual, I know that many people
that I've talked to say I don't mind aying, it's
just I don't want to lose my mind, that fear and
that anxiety and that slowness ©f the

progression, and the markers that frighten people

35

and all of that. _
') {
Could you address some of that? iizﬁz

DR, FORSTEIN: Sure. Again, I
think it's difficult to separate out the
individual psychological response from the
context that the person perceives he ¢r she is
living in.,

As an cxample, I think since HIV tends to
strike mostly young pecople who are net accustomed
to thinking about losing their ming, it raises
terrors that developmental periods ©f time would
normally begin to prepare people to accommodate
cne to the realities of the world. Dut taat is
in a social setting in which we as a nation have
abandoned people in their clderly veazos. We

overmedicate people instead of twreating them for
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mild dimentia, s0 that people who arc¢ voung say I
have seen what my grandmother has goue through, T
know she's not well cared for in the nursing
home, I'm not going to get that dependent,

Qur culture has said it's okay to be
dependent as an infant, but ot at the other and
of life. There are strong prohibitions about
dependency, about losing control oveir one's life,
and personal recasons for not going into a nome,
like wiping out vyvour family's resources. There
are many reasons why peoplce would profer to end
their life prematurely. I think that's
complicated by the resal fears people have of
losing cognitive function, That is Lcxrifving.

I can't say it any other way, but it'sg
simply a terrifving experience for any human
being to find they are losing control over onag's
life.

CHAIRMAN ALLEN: Do you £ind that
in increments, in the physiological vtaticn of
the dimentia?

DR. FORSTEIN;: Yes,

CHAIRMAN ALLEN: In that

progression, the intensity of that, what happens
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to the individual? Do they disengage from life?

DR, FORSTEIN: It's variable, I
think unlike Alzheimer's disease, many pecple
with Alzheimer's get very anxious about the
diagnosis, have a period where they are disturbed
by it, but because Alzheimer's guickiy damages
cortical functions the patient often becomes
unaware of their own environment.

Thizs is a far more disturbing discase for
the family than it is for the patient, it's far
more disturbing emotionally for pecple who care
for Alzheimer's patients than the paticnt
itgelf. With HIV dimentia, in those in which it
develops slowly and chronically, pecouple maintain
high levels of intellectual function, althcugh
specific areas of cortical involvement, including
good memory, slowness in thinking, changing sets
from one kind of discussion from another, But
the person is often mostly aware that this is a
slow degenerating -- it's like watching socmeone
chop ocff a finger and then another {ingeyxr, but
you know what's happening to ycu. I think that's
a much more terrifyving situation.

Again, medical problems intervene and
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precipitate changes in the cognitive impairment,

too. So it'c unpredictable.

I think another issue is thal most people
d@o not have access tc psychiatrists who cau, 1
think, medicate and help with the dimentia.
There are things we can do to forestall the
dimentia and to make pecople work at a higherxr
level, but the access to that care isn't
forthcoming as well.

And lastly, I think there is a real clearx
message from society for peoplec who have HIV
infection that if we are not taking care of them
really in their best state, what can they expect
us to do when they are impaired,

CHAIRMAN ALLEN: One e¢f the
concerns that I have, espcecially arcund the
testing issue, one of the argunents, and you get
down and dirty here, is because you necd to test
certain occupations due to the dimentia. I would
like for you to address that.

But there i3 also the othexr side cf an
individual that is into denial or at least living
with the secret agony of this progressive 10ss

due to the fact that I'm scared I wiil lose nmy
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job, even if I'm protected to a certain dedgrece.

Of course, you have the bona fide job
gualifications and the law, and sc¢ forth; that
that's frightening as well.

But I would like for you to aadress thig
mentality of testing for protection rzather than
prevention, actually.

DR. FORSTEIN: I think you arec
raiéing what has been an ongoing debate for a few
years now and carries much emotional baggage with
it. There are some very good studies tnat have
shown over the last few years coming out of Log
Angeles, Chicago, New York, that whon a person igo
HIV infected, we used to think that carly in the
infection there was a higher incidence of
cognitive impairment.

Mow, the neurcpsychological studies that
corrolate cognitive functioning with
immunological status, T-cell levels, and basic
neurocognitive motor tasks, have shown that when
somebody 1is immunologically competent, meaning
until the T~cells are probably below 400, there
is very little likelihood of HIV caimentia. it

doesn't mean it can't happen, but it's much
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TAYr&r. In fact, the notion that 10 toe 20 percent
of people when they got infected wouldan't have
cognitive problems right away is probably not
going to be borne out. I have seen paticnts with
T counts of 800 who have cognitive impairment.
It's not clear whether is that HIV, is that the
pre-existing dyrug history, 1s that brain damage.
Most of the pecople we test, we don't have
base line data from five vecars before they were
infected. But even in the sample, with the
history of drug abuse, people did not show up to
have significant nourocognitive invclivement until
they lbegan to have more immunological decline,
Now, it secms to me that there is a
difference between screening for HIV and helping
people to create job performanca ¢croening. Whon
I'm £lying on an airline, I would proafer to have
my pilot have to do a performance evaluation on
the plane than what he doces on & paper test in
somebody's kitchen. He is not going to become
demented and £lvy. I'm not worried about that.
He might become drunk and ‘fly:; that I'm worried
about. Or he might have had a fignt in the

morning with somebody who carecs about him. That
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I'm worried about. But I'm not worried about

acute dimentia. That's not how the process
works.

I'm much more concerned about jobs being
able to monitor peoples' performance according to
criteria that makes sense. Instead of drawing
HIV tests on school bus drivers, we should do
breatholizer admissions. That is a performance
monitor of something that is important. So the
test itself is in no way, I think,'helpful in
discerning whether or not people have
consequences of HIV infection. I think the fact
that HIV is in the brain probably early on does
not mean that it's clinically relevant to
performance impairment.

So I would like to distinguish between
neurocognitive testing, not knowing what the base
line is, and also what we know about in terms of
performance c¢criteria for people accomplishing
certain tasks. HIV testing doesn't accomplish
that,

CHAIRMAN ALLEN: That's very
helpful,

MR. GOLDMAN: You would agree that

COPLEY COURT REPORTING




10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

in the context of paid blood doncrs, that would
be an appropriate employment screcen?

DR. FORSTEIN: Absolutely. You
call it emplovment.

MR. GOLDMAN: If somcbody is paid
for it.

DR, FORSTEIN: I think what we're
gcreening blood f{or is very differcent from
screening airline pilots to see if they could
£lv. We are testing for the virus, nct for job
performance.

CHAIRMAN ALLEN: I wou.d like to
bring in HMarc at thig point. Thank you very
much, Marshall. I'm plecased you're going tgo be
able to be here through thig conversation.

The Commissioconers have talked to Marc
about something that we would hope Lo get out of
this day today is to loocking at that xind of
c¢ontinuum of care and the patterns ¢f needs and
to look at this not in a compartmentalized
situaticen but to locok at it as a whole entity of
this progression through the process from the
individual, perhaps, from the individual's point

cf view and how that individual intcracts with
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the social structures, So it would e helpful
for us,.

That's just a jumpoff point. What we
would like to come out of this with is to get an
overview and c¢lear picture of tais whole process
from the beginning to end, if possikl.c. Feorx
instance, one of the issues that came up when
Marshall was speaking was what about the anxiety
level of an individual, when does that override
the anxiety of finding out that they wmay be
positive? How do you interact with someone
through basic education to sensitize that
individual to the pogsible need to gc for
testing? And sensitize the individual to what
the test means and so forth, as you are doing it
all the way to the final stages. So that's kina
of a hope.

Some other Commissioners may want to speak
up toc some of their desires in this.

MR, GOLDMAN: The only thing in
that context, we ocught to make it ¢loar, as I
understand it, we're talking about the
psychosocial continuum, psychosocial needs, that

we're talking abeout the person who iu, who we're

[
[¥8)
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talking about being tested, who we're talking

about being treated. There may be & whole
different set of neceds for the members of that
person's family, Seronegative gcexual partner of
that person, with other people in the community
with whom that person may deal, and & whole
different set of psychosocial issues.

I don't have any problem talking about
them, but we ought to be clear when we're talking
about psychosocial needs and conceyns as Lo whose
psycheosocial needs and concerns we'rxe talking
about.

CHAIRKAN ALLEN: Qkavy. iny otherx
comments? Do you all have a c¢lear gvoal or
desire? That would be helpful to uu.

DR. ROBERTS: I thought we would
start with a slight expansion of what Kate
[Cauley] suggested, who is no longer with us, but
suggested yesterday toward the end of the secsion
where she talked about how testing was an
intermediary point in a continuum. And we had
peen talking both about various outryreach
mechanisms that broughnt people in to testing, and

various comumunity education and prevoention
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efforts which were not necessarlly tled to
testing.

And in keeping with what Don just said,
both for people who are positive, yocu find
medical and psychological, which we've just
talked about, and social and prevention sorts of
things, and for people who are not pucitive,
either contacts or individual prevention, And
Deborah Cotton vecterday talked about
particularly the continuum of modical care and at
what point it made sense to switch people among
various sites and circumstances o0f care.

I want to say two things I heard in ouzx
conversation yvesterday that I want to offer to
all ¢f you as some feecdback as we proceed this
morning. One, I sense scome unwillingness for
some of yvou to disagree with each otheyr. Trere
were some real disagrecments, ang intercecsting
ones yesterday, but there is a little bit of a
reluctance to disagrece because trcre is the
Commission and here you are, and you're all
trying te influence them. And therc is some
sense of wanting to maintain a united front in

the face of the Commission.
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