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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.
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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,
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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

———— -
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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

COPLEY COURT REPORTING




10
11
12
13
14
15
16
17
18
19
20
21
22

23

® .

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
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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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I want to urge yoOu where you really
disagree to expose these disagreements to the
Commission because I think it will o¢ more
helpful to them to see the varicecty of opiniong
and perspectives in the room.

The other thing that I urge is, I think it
would be more helpful if we tried Lo stay more
focused on one thing at a time,. I know it's very
tempting. There are eight things I want to say
to the Commission and I have air time, obut I
think it would be more helpful te them if we stay
on one teopic at the time because there's always
the possibility of written admicsions and other
arenas in which you c¢an submit youxr views on.

I have been told both that some pcople
feel that some pecpic talk too much and they
haven't gotten enough air time, and other poople,
including people who talk a lot, who fcel I've
been tooc controlling and not letting them have
enough air time. We have a broad spectrum of
responses about how we ought to modify what we do
today.

I thought that just to begin, we could

start thinking about this continuum and begin Lo
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talk about the guestion of whicnh of these things
are we doing relatively wecil and badly. In terms
of providing -- and on this part hero, we talked
about case management, team managemenit, the fact
that this is a multifunctional 3ct of
interventions and assigtance that's nceded all
the way £rom group cupport to findinuy people
money, whatever it is.

I wonder what peoples' reactiuns are as
you think avout the spectrum o0of serviceg that
people at differcent stages o0of the diseasc need
and different c¢lient groups need, asg Don said,

What should the Commission heaxr about
where the real priorities are, the recal
problems?

¥i8§., GELFAND: I thiak one thing
that really needs to be taken a lock at is the
fact that testing has always becn scparate and
apart from anything to the right of wour littie
squiggle there, scparate from the medical, the
psychological, the social, whatever, usepavate
from the outreach ana the education and
prevention, there has been this testiag. And I

think that we recally neced to look at testing as
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an entry point into that whole system to the
right and stop separating it out, siop separating
the services and the people who are doing it and
the agencies who are doing it,.

I think the agencies can connect in a nmuch
better way than they are in ceach city.

DR. ROBERTS: Say more about thiu
connection among agencies,

MS8. GELFAND: My own persconal
example is we are doing testing and beating our
heads against the wall because we can't cutreach
to communities of color. I think it's a
wonderful idea because the AIDS Project is going
to be testing. Instead of our agency getting &ll
uptight about it being taken out of our hands, we
need to allow that to happen in different places
in the city and not just take it ail on curselves
to be the end aill.

AIDS Project-~Los Angeles is talking about
putting case managers in alternate test sites,
I'm not entirely sure I think this iu a great
idea, but the idea of working with AZDS Projecct-
Los Angeles instead of against Lthem or in

competition with them needs to be locked at, I
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think that's what brouvht up the coexroboration
effort.

DR, ROBERTS: I hear vou saying
something that I heard some o0f yegterday that the
I thought we were sort of wandering around a
little bit; nameliy, that as the epidomic shifts,
the nature of the adgencies and kinds of voluntary
groups that need to take the leads shift, and
that one agency that can function in o gay
community can't necessarily operate ciffectively
in communities of color.

MR. LEVI: We almost nood souictning
added to that chart. I think wnat Jackile said is
really accurate, that we've dealt with cne side
and not the other. But there i3 a rveaszon why the
testing originally wa;_placed outgide the
m
traditional system. And it is »poth an obotacle

__...--*""-‘-—--—__-.
e
to pecple seeking testing, but it's also an

obstacle to people seeking the relatoed carve that
they need, and that is the insurancce issue we
taiked about, the issuce of mandatory reporting,
the issue of partner notification, ausuming alil
those things were in place, which they are not,

on both sides of where testing is.
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There are other obstacles that society,
government, the economy, or whatever, have placed
that prevent dealing with this issue in a

rational way. It is not irrational for someone

to seek testing outside of the care cystem if

they think they are going to lose their job or
their insurance or whatever, And so society or
the government oy whatever needs to do something
to rationalize the process.

DR. ROBERTS: So if we are going to
satisfy Jackie's concern, there are other things
that need to be done to allow this to happen in
the real world.

MR, LEVI: Yes.

MS. DOMB: One thing I would add,
following that, in terms of what needs to be done
in the real world, in areas you have physicians
who would much prefer to send a patient to an ATS
program because they know they are incompetent in
it, they have no experience, they've had bad
experience, maybe they told someone over the
pPhone they had AIBPS when they got a positive
result, So testing definitely, I think, now is

an entry point to that entire system, but it's a
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system that thisz area is not eqguippca.

Government has funded the ATS program but the
psychosocial medical case management parts of the
system are not; there, they are there but not
prepared for it.

CHAIRMAN ALLEN: Just & guestion
for you all. Should testing be an cntry point?
MR, BATCHELOR: No.

CHAIRMAN ALLEN: I thianl that's
something we need to look at.

DR. ROBERTS: Could voeu be more
clear, Scott? Do yvou mean should testing
necessarily be an entry point or an optional
point?

CHAIRMAN ALLEN: Should it be an
instrument of entry into the system?

DR. ROBERTS: Jackie, w0 you want
to respond?

MS8. GELFAND: Yoo, Pergonally, if
we're going to have testing the way it exists
today, then it needs to be an entry point to a
system. I don't necessarily mean the big bad
boogeyman health care system, but obviocusly a

compassion at health care systemnm. When I think
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of it at my site, I give the test, I give the
positive test result, I have the lusxury of being
able to take this client over toc a nurse in my
AIDS climic, turn them over, give them an
appointment and then take them upstairs to a
counseling degartment pecrson who can deal with
their immediate crisis needs and hook them up
with a support group. And that is the kind of
system I'm talking about, Tt's sort of a
comprehensive kind of system asg oppoesed to turn
them out to county USC Hogspital, which is a scary
thought.

DR. ROBERTS: Somepody who said
no?

MR. BATCHELOR: I feel very
strongly. I think for most peoplce testing is aot
the entry. And the system to the right of the
sguiggle is really Ehe AIDS system, the AIDS care
system, very broadly defined.

I think most people with centrvy to the AIDS
system is pubiic education. I think that should
be the entry point to the AIDS syste. People
should not get tested as their first eatyy in

understanding what AIDS means to thom

(93]
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personally. In fact, few people do, oniy people
who give blood find out, women who give birth,
for instance, And, vet, most people ¢hnoose to
get tested based on their understanding of AIDS
or their fear of AIDS, or their fear about their
own personal risk behaviors in the past.

M8, GELFAND: Can 1 respond for one
second? I think you're right in terms of
education, but I think most people ecnter the
system when they get sick. I think the majority
of people entcr the system when they find
themselves in the cemergency room at County
Hospital and not from the educaticonal point or
not even from the testing system.

MR, BATCHELOR: I think Reverend
Allen's guestion was should that be the entry
point. That's why I say firmly it should not
be., As I say, the system we have now I don't
think works well. I think people arc quite aione
when they find out =-- the answer to your
gquestion, Myr. Goldman, about why this is
different --

DR, ROBERTS: Could I Interrupt?

We're all on a first name basis.,
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MR. BATCHELOR: The system 1s in
pPlace to respond to peoples' needs after they are
tested are for the vast majority of people not
appropriate. The vast majority of people do not
have T-cells below 500 or below 200, the vast

majority. Medical interventions are irrelevant,

The vast majority of people are not willing to

—_

face the social stigma, the political stigma, the

e i ——— __-___‘_"‘-—\—__
economic, the insurance, the medical and the

———

—

self-imposed stigma to tell other people that
they are HIV positive,

e ——

I got tested in 1984 as part of an NIH

project right after they discovered the virus.
didn't tell a soul for several years; partly at
the beginning I didn't know anybody to tell. I
thought I was one of eleven in the country who
knew, It's taken me until last year to tell
people, five years to tell people, I feel
immensely better now, but I was facing death
every day for five years because there wasn't any
system in place. I've been getting better. My
T-cells are going up. I'm healty as c¢an be. But
the system says I'm sick, I need medical

intervention, I'm c¢razy, but for the wvast
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majority of people it's not there.

In Boston, we don't have enough
intervention programs. Social support is very,
very important. It's only when you can tell
other people that ycu're positive that you can
really geot that social supportc.

DR. ROBERTS: Thinking about thig,
I hear you saying two things, and mayde we can
disentangle them and be helpful,

One thing I heay you saying i3 that it's
much better if people get contacted and cnter
into the systen out here as opposed o enter in
directly through the testing.

The otner thing I heard you scaying was
that particulariy at the ecarly stages of
infection you think that the social and

psychelogical dimensions are far more important

~than the medical dimensions,

From your experience, would you say that
those are particularly unavaiiable? Is that what
I hear you saying? The social and puychological
assistance?

MR. BATCHELOR: Social, I wmean,

there is wvirtually no soccial support cvutsiace of
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AIDS service organizatiocns. And the rare
physician who has got, you're not vick, the
physician deoesn't need to see you. But te get a
physician is really helpful and caring is just
exceptionally wonderful. But thne soecial support
is not there, the social stigma within any
community, gay, black, white, men, women, that's
irrelevant. There is no social support for
saying, Hi, I'm HIV positive, do you want toc go
cut for a date. That don't work,

DR, ST. JOHN: I think what Walterxr
is saying is very nice. And we addressed scome of
this yesterday. We do not have a wellneso-
oriented system: we have an i1llness-oriented
systom. And [t seems to show no tenaency toward
any major, major c¢hange.

It would be nice if the first point of
entry was when you got up in the morning and you
felt really great and yvou said, gee, maybe I
should go in to see my health cuarc provider so I
can tell him how great I feel so I can get
positive reinforcement. For most wcoople,
regardless of socioceconomic statuyu, they tend to

have their first entry intc a system when they
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- 1 feel bad.
v d
2 DR. ROBERTS: I wonacr if one of
3 the people from CDC could help us interprot the
4 data we saw yosterday about the question that
5 Jackie was raising and Ronald just raisecd. To
6 what extent now, leaving aside the iscue of what
7 would be desirable, to what extent nuw do we
8 think people are coming in as a consegucence,
9 Alan, of iillness asc opposed to outrecach?
10 DR. HINMAN: Well, it'cs not only
11 one of, it is the one from CDC who is here
12 today.
o
13 DR. RCBERTS: I keep cuitting you
14 and Joe confused gince he's wearing his uniform
15 still.
16 DR. HINMAN: Werl, 1 uad reuiseda my
17 hand because I wanted to point out, «.. you tailk
18 about entry into the syustem and testing as the
19 entry point into the system, that basically
20 focuses on the all alternate test site, the
21 anonymous test site; wherecas, in the period
22 January 1988 throuygn Septemver 1989, publicly
23 funded testing, 60 percent of the tecuting was
‘. 24 carried out in sitcs other than alilternate test

COPLEY COURT REPORTING




58

! 1 gsites. 40 percent was in alternatc test sites;
2 the remainder was carried out as a part of other
3 services that peopice were obtaining, the majority
4 0of these being STD clinics attendcoes.
5 Again, this was not an issuge O ocomeone
6 deciding I want te go in and get tested and going
7 to an ATS gsite. This was primarily & person who
8 was in an STD clinic oy family planning clinic or
9 some other sctting who was offereda tue prospect
10 of testing and who decided po be toestoed,.
11 I should say that in most ©f these
12 clinics, fewer than 50 percent of the people who
13 are talked to decide to be tested.
14 MR, LEVI: I have tu ask a factual
15 | guestion about that because -~
16 DR. ROBERTGS: Go aincad.
17 MR. LEVI: Alan, I have to ask a
18 factual follow-up because I completerLy believe
19 you that those statistics are truc. The guestion
20 I have is was that driven by funding cycies? In
21 other words, dida tne funding made availawice to
22 alternative testing sites remain levoel or aecline
23 in how states chosce to use their testing ana

" 24 counseling money while money was being punped
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into the STD system and other ¢linicos to make
sure that the counseling and testing wau
offered?

In other words, did this just nappeén or
was there a conscious decision at the CDC that we
wanted to shift some ¢of the testing and,
therefore -~ for exanmple, did funds increase at
alternative testing sites?

DR. HINMAN: The answer is that
there was a conscious decision to try to extend
counseling and testing Lo sites other than
alternate testing.

MR. LEVI: So while it is accurate
to concliude that morc and more testing was
occurring at these other sites, it is noct
necessarily accurate to conclude that this
occurred because it'u a better way of doing it or
that there was diminishing intercs in

alternative testing sites.

MS. AFFOUMADOQ: I think we have to

understand how it was done because I think that
that also has to play into the psychelogical and
the social issues of this disease for the people

who go to 8TD clinics. In New York City, for

COPLEY COURT REPORTING




example, if somebody went to a pubiic health
clinic to get tested for syphilis or gonorrhea
and they had a positive test for syphilis, it was
strongly suggested to the point of aimost
coercion that they should get an HIV antibody
test because this positive syphilis pointed up
that they might have a life-threatening illness,

People who have tested positive for TB in
New York City have also had this strongly
suggested reguest made of them. Now you're
talking about people who are texrrificd of pecople
who may appear to know more than they do becausce
they are wearing white coats and little nurse'sy
caps in STD clinics, s¢ they have gotten tested
with -very poor counseiing and very pocor follow-
up.

And I think that this model now in New
York, for example, is being even further cxpanded
to look at the possibility of doing T-cell
testings in STD c¢linics because that's the

"appropriate" place to do this, and Pentamadine

and early diagnosis and trecatment, winich only

means AZT, and that's all it means. So we're

talking about this impact on the psychosocial and
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the manner cof which testing is suggested, in
gquotes, and I think that that's a real important
issue that you have to understand.

DR. ROBERTS: So what I hear you
saying 1is that the notion of integrating testing
into the care system from yvour point of view
that's less important, mainly, whether it's

integrated or not, than how it's done; and that

—

doing it in one site or another doesn't guarantee

b - - e —_—
whether you really get client-centered care.

It's perfectly possiblie inside a hcaith care

-— —_-——_‘-—l—.__
facility that's not AZT-oriented to do a really

bad job.

MS. AFFOQUMADO: But you've got to
understand that STD clinics are not icalth care
modetls. I keep wanting to bring you back to this
because we are looking at this as a treatment
specific disease, and it is not treatment
specific. It has a wide, wide range of things
that have to be done for it.

And AZT, one more point, -- I'm very
scared that we are going to leook for a cheap fix,
and this is not TB and it's not syphilis; it's

HIV.
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One other real brief thing. When you
start talk about giving AZT to people who feel
healthy, then you also cay that maybe they're
sick. And I think that mayvoe we have toe i1ock
again, gcing back to Marshall's exceciient
psychoscocial coverview of the sensce of telling
people that they have to swallow a piil which
then indicates to them that they aze not healthy.

DR, ROBERTS: What I hoear you
saying 15 that to provide wnedical intervention
without moving in the other diwmensions, you
think, is very inappropriate. And you're not
convinced that the STD c¢linic is & c¢ite that will
do anything other than move them down the medical
line,

MS. AFFOUMADO: They can't.

MR. DALTON: Several taings on the
table, but it really hag to do, I hecar Alan
saying that 60 percent of the peowvla, 70 percent

_—————

who know they are HIV positive found out through
___._--—-—-—'—'_'_-'_—_— e ———
publicly-funded testing sites.

"-H._______'f'-——-—_
DR, HINMAN: m the year, nine

months I talked about 60 percent of the testing
M
was done in sites other than ATS, but 50 percent
- "—*——-N —

62
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of positives during that period wexce founda in
alternate testing sites.

MR, DALTON: In aany event, what it
triggered in ny mindg, and the additiovnal piece of
informatction in responge to Jeff's gquestion is
that through conscious choice backeu up by
funding, peopie can funnei in the dircection of
STD clinics, that raises the guestioca of what
happens ig STD clinics. Implicit in wnat Rona

said is it's her view that STD clini¢s do a less

good job of counseling 8r referral, «¢f foliow-

up.

I guess my guestion is what is the
experience of peocple around the table about the
relative provision of those kindc of scrvices in

STD clinics as compared with alternate tegst

e
. » g 1} o —_—_"""'-.
sites? My guestion for Alan is whethoer the

—
government in fact has minimum stanaards for any

of the above in terms of things likce the amount

of time spent on counceiing, the kind of things

T o — -

e e e

covered in counseling, and whether tucsc

standards arc¢ the samc for STD clinice as for --

e e

et

DR. ROBERTS: Alan, Go vou want to

start? Are tnere standards for the nori-medical
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1 aspects of care in these 8TD clinice and o oun?

2 DR. BHINMAN: The counuscling, in

3 theory, should be comparable in altcrnate toest

4 sites and in STD clinics. I cannct vuarantec

5 that it is,

& From the wnoint of view of utamdards --

1 MR, DALTON: You say you can't

8 guarantee, Are vyou saying that there are steps

9 vou could take that woula tend to arive people in
10 that direction? Or that you in fact have taken
11 steps --
12 DR, HINMAN: We have guidelinesg for
13 training of counselors. We carry out training
14 seseions for counselors, and we train trainers
15 for counseling, both counselors in altermatc teut
16 sites, in 87D clinics and other sites.(_g;ﬁ;g_gggﬁﬂ

D
17 attempting to assurce that ccocunseling iy _
- T
18 comparable,.
S Y

i8 In practice, I cannot guarantee thet it

20 is. Iﬂggﬂggzrhave basically & counseiing cop in )
21 every alternate test site or in eveiry STD_ﬁ
22 é;zhic. I can say that one of the problenc in
23 trying to bring counseling and testing into STD
24 clinics and, particularly, into drug treatwment
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clinicg, for example, is that most ©f Ciacse

—

¢linics are a.ready overburdened, as was

e ettt R T

mentioned about mental health facilitices, and
<

T r——

particularly in IV drug treatment c<¢enters where

——=

they know there is a long waiting ligce of pegg}e

—

to get into the program. /There may not be a lot
T {

of enthusiasm apout devoting space. We do not

promote that the IV druyg treatment center
employees give the time, but they mayv net fceel
they have the space to give. Sc there may not be
as much as enthusiascmn,

MR. DALTOHN: The conscicous decision
to tilt testing in the direction oi &TD clinics,
drug treatment sites and the like as against
ATSs, was that premised on the assunption that

the counseling and referral services would be the

—_—
—
same in both sites? Was there a preomise in

— Ty

judgment about the capacity of tnose institutions
to be able to do what you want them Lu do?

DR. HINMAN: The premiuse was to try
Lo bring counseling and testing to people who
might benefit and those who might be at grecater
risk of being infected. The dynamics of who goes

to an alternate test site versue being tested in
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some other site are aifficult to realliy manage.

We have secen, for exampie, in persons
tested in alternate test sites a declining
positivity rate wsince the alteranate test sites
were first established reflecting proesumably the
fact that the test sites that were ianitiailiy put
in place, the people who were at greatest riusxg of
being infected or who were most concerned about
being infected went to use those sites. Ard over
time, this is, the pogitivity rate declined and
nore ©r less stabilized, reflecting presumably.,
then, & not exhaustion, but at least a compietion
of some o0f the backlog o0of concerned infected
individuals.

MR. LEVI: You mentioned vosterday,

if you coula just remind us, yesterday the return
Te—

rate for HIV test results and ATSy versus other

. ﬂ,__-—-"-"-.-—.-‘_'——.__ ] * a -
SitE&€s because I believe there waeg a gsignificant

EI%ference. E—
.
DR, HINMANG: There is. The veturn

————— e

‘rate for ATS sites is about 76 percent. And it

—

varies in other testing sites aus low as 30 to 40
percent.

MR. LEVI: Do you think that has
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sonething to do with STD c¢linics being so
overwhelmed you literally have to spend the
entire day there beforec you can get an
appointment to see somcone? Some inner city
sites are saying if ycu're not there by 9:30
you'yre not going to get in that day.

DR. HINMAN: That may ¢ a part of
it. I think, also, there is a Gifferent
motivation. The wperson who goes te anm alternate
test site igc saying on the face of it, I want to
get tested and I want to find out about the
results; whereas, the person who is ian ap STD
clinic because of gonorrhca may not He as
enthusiastic. We see this obviously with lower
test rates of the people who are =--

DR. ROBERTS: Could we get some
experience from other pecople around the country?
Rona ocffered us neyr view about the empirical
comparison. vackie, do you want to say something
or Jill?

M58, STRAWN: Having woyrked in an
alternative test site, wnen the shifi was
happening from focusing on anonymous testing to
doing testing in the STD ciiniecs, it was my

'———.-'-'_-.'_-_-.-—
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m 1 expexrience and most ¢f the AIDS communitiy
b e e — ; o
2 gfggiigggg_iyat what they were iptorested in was
k! testing, notHZesting and counselingQ So, in
e
4 fact, the additional responsibilitics of the 8TD
5 staff who were hired {for one thing aund trained
6 for one thing suddenly became, anc youl alsc have
7 to do AIDS counseling and testing, i: addition,.
8 We haven't talked vet about what is
° counseling, and that's a whole largco
10 conversation; and then also what kxind of pecopie
i1 can do this counseling weli. And it often is not
12 the people that have been hired to do something
®
13 else. So a lot of testing has gotten done, but I
14 really wonder how much counseling hac gotten
15 done.
16 ME. DOMB: That's becen the case in
17 Massachusetts. When I started working in the
18 alternative test site in western Masuvachusetts, I
19 was called to do counseling in the STD clinic
20 because the nurscs wouldn't do it. Boston knecw
21 that even if they said they were doing it, they
22 probably weren't. Massachusetts did, though,
23 started recruiting people for the STL/HIV
. 24 compconent from the ATS program, So theat they woexre
COPLEY COURT REPORTING




1 getting the peonle who were enthusiastic about
ol
2 counsecling about the HIV antibody test into the
3 STD clinics.
4 I think vour point about who avplies for
5 | the STD job and who applies for ATS job is key.
6 People who are doing STD don't want Lo be aoing
7 HIV counseling.
3 DR. ROBERTS: Do you want to
9 word about Seattle? Cér‘
10 DR. O'NEILL: I had thoe oupe
11 of working at the samec time as a teuting
12 counselor at an alternative test site as well as
®
13 attending in the sexually-transmitted disease
14 ciinic at the County Hospital. I was doing thiese
15 things simultancously.
16 I think one of the things that ustrikes me,
17 it may be only specific to Scattle, not only are
18 there different populations of patients using the
19 facilities, but different pepulations of
20 providers working in the facilities. The
21 motivation level, both among the users as well as
22 among the people working there, was very much
23 more oriented towards counseling and gsuppoert, ©Ff
. 24 which a piece of that wag the test,
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There was a ciffcrent fecling at the STD
clinic in terms o©£f, I think you just articulated
it very well, saying this is one more thing to be
done on a long checklist of things nceded to bo
done as an appropriate workup of & scxually-
transmitted disease,

CHAIRMAN ALLEN: I have something
to say about that. We have kind cof tricd to stay
away from the racism and tac prejudicc, but do
yvyou find or is there a possibility of making the
hypothesis that therec i3 a greateyr potential when
there is an individual that loocks like wvou, that
perhaps vou're from the community that that's
from, to have morg empathy and that g¢reater sense
of counseling enthusiasm for the job, and in an
STD clinic where scomeone comes in tnalt 1o
impoverished, that you may not feel that much
empathy for? There seems to be a big
difference.

Ay we see the shift, mavbe we¢ shoula start
talking about the indigincus type 0f necds of the
community, to have folks that are scnuitive to
youxr own plight. So you're talking about the

difference, I think that nceds to be taken into
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account. And we alsoc neea to coasicesr the
2 expanding, not shifting, but the cxpanding needs,
3 DPR. O'NEILL: I think 4 way of
4 putting it in a positive light is scying what
5 | worked well about the alternative tect site was
) precisely that sensitivity towards the community,
7 at least at the time I was working there, was
8 directed towards the major users of the facility.
9 MR. SAINCHEZ: I just want to say
10 very pbriefly what my cxpericnce has beoen in New
11 York, and that is that the S§TDs erc iLocated in
i2 poor communitices and in communitice wi pocpic of
@
13 color. The history of STDs is very LSwoi. e
14 counseling is inadeguate. They are . QUeLv iy
15 five minutes of pre-test c;;;scling. ﬁivé__——_—_
16 ﬁTﬁﬁ?EgT““Tﬂggﬂzé what pcople axeﬁEEEEEEQ_IE Now
17 York 1in STDs. They are Egceiving prngs;;::;;:M“—
e ——— ———
18 counselors to report their partnery.
19 So it's a major concern to wmae, wihen I hear
20 the promoting of S8TDz and 2 volume of poeople
_.-v"—‘-’.lw‘
21 who are being tested in those clinica. And I
J— T T
22 just hope that it's not just discuwsiecn, »dut that
23 something is actualiy done to upgradae the guality
. 24 of services and treatment.
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¥MR. WHITE: One ©of the things that
we are experiencing, and I think, if I'm correct,
all testing has gone under S8TD, is L[hat we, in

Januaxry, were told we were going to be put under

a guota systen cf 160 per week, which means then

S

that we have to meet this guota Lo retain ourx

e

funding. We are resisting that.

~——— e

MS, DIAZ: What funaing?

-

MR, WHITE: Our federal funaing.

They are saying that we arc spending toou much

—

—— L ——
time being emnpathetic. You're laugning, but this
-—-'—"'"_'___"_-_—_-_-"'—-—_—-‘

I
—

is what we have actuaily been teold because we
want to spend time with our clients, making suze
they understand what's going on with then. What
are we supposed to do? Becausce the 8STDs are
deoeing that, aad we are supposed to boe tae
alternative to them, and ycou're taking that Efrom
the community and from the people who really need
it.

MS. AFFOUMADG: You cculda even
extend that to the public hecalth ciinics who have
certain productivity levels to meet utilization,
and it's the same thing. They lose {unaing for

that, too.
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CHAIRMAN ALLEN: I have a guestion
for Bob. Is there a waiting list that vou have?

KR, WHITE:s No.

CHAIRMAN ALLEN: So tnet's not an
igsue?

MR, WHITE;: It's not an issue.
What's happening is they avre saying we are nob
utilizing the noney appropriately because the
numbers arc not representing what thoy want, the
number of c¢licnts that we are iantexacting with to
represent for the amount of monecy they are giving
us.,

CHATRMAN ALLEN: That was 1wy
guestion,

DR. ROBERTS: Alvin?

DR. KOVICK: I thiak this reflects
something that 1 sald vesterday, tite #*called®
pecople as opposed to the people who ave forced to
provide seryvices,. So I want to go furtheyr, W
are hearing over and over again tne undercurrent

that we don't have enough people Lhab are

e e et

< . ) . — .
Properly tyrained in both the factual stuff ana

—
' ' . - 1 - a o ————————
the sensitivity and the depth and the compassion,

-—-—u—!—-_'_—.—._.__
the whole set, and that training 1o Laciking, I

73

COPLEY COURT REPORTING




10

11

12

13

14

15

lé

17

18

20

21

F
o)

23

24

T4

think itc's whet we're saying isc lacking in the
system; that it doesn't have the prowper
counselors. Jill spoke of that. The camne lack
is in the other sets.

We had the littie fight about doctors. We

don't have training systems in Amecrica for HIV,

The first such college proygram, au far as
we know, is gocing to be implemented in
Connecticut in the falil. It's going to ofifer a
cercificate in HIV carc at the graduate level for
community workers and for social woricrs and
others. And we need those because without them
we either depend on the identified committed
peoplie, or we have STD cmployees who courdn't
carc less.

So we have to have a new set ©f STD
employees who get into that becausce they're
trained and have a certificate,

DR. RCBERTS: I just waant to
suggest, Alvin, I heard a fairly cumpiicated
description of the problem that waus certainily not
just training; that is, there i1s the issue of
self selection and the issue cf funding and

productivity standardg as well ag the isgue of
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training that dectermincecs the guality. So I
didn't hear that it's not just the training.

DR. NOVICK: But we do not have
enough trained people in America to provide the
Services we reguire.

MS. GELFAND: I want te¢ say that in
the California example, when I think of STD

—— e -
antibody testing and alternate test site antibody

f’n —

testing, it's the same in my mind. The reason is

————

because Fre 18 no one in an STD c¢linic that hag
not been given the same counseloyr training that
an alternative test site coungelior has gone
through, or they weon't be doing training. It's
the same that goes on in any test site, whether
in our STD clinics or confidential test sites, as
opposed Lo an anonymous test sites. There 18 an
extensive training.

DR, NOVICK: That's threo days uf"
training, trivial training.

KS. GELFAND: But ongoinyg three ox
four times a vyvear. It i3 ongoing.

DR. MOVICK: It's impoued on thien,
too, rather than voluntary.

DR. ROBERTS: What I hoer, there ig
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no reason for us to have disagreements based on
geographic varicty becuause what I heaexr is that
there is a lot of géographic variety; that the
relative ecffectiveness of different sites in
different parts o0f the country as a function of
funding and productivity 1is very different.

You taiked about how couansclorss in STD
sites were se.Lccted from the alternate test sites
and they were self-selected and so con. So thnerc
is no need to come t0© a consensus because America
is a big country, and it's three thousand miles.

MR. GOLDMAN: The discussion has
been interesting, but let's go back to Scott
saying, he started off asking whether or not
testing should be an entry point. Karlon asked a
guestion of Doctor Hinman relative t¢ whether oz
not the decision to shiit was basced upon sonme
determination tnat at one point waus a dDettew
entry point than another point. Anda Alan'g
response that the issuc of entry point had
nothing to do with it, that it was purciy
epidimicological, and what happened to the person
that was tesuted in terms of their caze afterward

was really an irrelevant care in the process,
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DR. HINMAN: I hope I did not say
that.

KR, GOLDMAN: Well, I wacn't know
what happened to the person afterwards, Dubt in
terms of using that c¢riteria in terms of which
was the most important entry point intto the
health care delivery system, then I don't think
that most of the people who deal in Lerms of
setting up programs £or HIV testing wuther than
thoce in the field look at it in terms of what's
the most effective point of getting uomeoody
entered into the health care delivery system.

There are a whole bunch of other issues
involved, largely involving iscuces of protection
of others and modifying sexual behaviors. And if
somebody went crazy but was impotent as part of
that process, that wouid be deomed a success.

MR. DALTON: Could you say that
again?

MR. GOLDMAN: If as a resuit of

testing somebody became crazy oLut became impotent

CHATIRMAN ALLEN: 2hysvically.

MR, GOLDMAN: Physically iwmpotent,
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that that would be decemed & public health
success,

DR. ROBERTGS: Whose pceuition are
you characterizing as that? What I didn't
understand and I think other peopie don't, you
are saving some pecople take tne following
position. Who ig the some people?

MR, GOLDMAN: I think those who arc
involved in pubiic policy who have nothing to do
with AIDS or HIV infection, and our utate
legislators and other federal and state
government in many respects.

DR. 8T. JOHN: I disagree bocause I
work at that level, and I know a 1ot of peoplc
who are very concerned about these kinds of
issues. So I disagree with you compictely.

MR. GOLDHMAN: You digaygrece that --

DR. ST. JOHN: You're cutlining a
whole positiocon that sounds very cola, very
scientific, and doesn't take into agcount human
valilues. I don't think that's true.

MR. LEVI: But think about it,
Ronald. He may have put it in an extreme f{form.

MR. GOLDMAN: I did.
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MR, LEVI; Which _s uceful because
it was provocative,

DR. ST. JOHN: It provoked me.

MR, LEVI: But think about it.
Within the CDC aiocne, the "Amcerica Responds To
AIDS" program, as Eunice pointed out before, is
going to beg encouraging people 0 be tected.

Yet, within the CDC, has a corroletion vcen made

——— et

betwecen increasing the demand for teoviing and
expanding the level o0f funding dramatically for
—

. . PP e S .
alternative tecting sites? No. And that is

within, well, the budget numbers don't rvefliect

dt.

— e

DR. ST. JOHMN: CDC doc:sn't“t?
funding. )

KR. LEVI: Or the Publl¢ Ecalth

Service did not request sufficientiy larger
increments of funding f£or testing and counseling @
to reflect the demand that their pregrum iy going
to create. The nuimpoers don't lie.

So within one agency, yvou alircady have a

dissidence. You have one message being put out

S

to crecate a deocmand and no commitment of resources

“--"""‘--—
to meet that demand.

——
—
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oo 1 DR. ROBERTS: Excuue wm¢ one
b d
2 second, The really Machiavellian view is that by
3 testing a lot of people who are then positive,
4 you will then create the demand for cervicce.
5 MR. LEVI: No, not even mecting thno
6 testing demand.
7 MS. BYRNES: I wouldn't just blame
8 the CDC. The federal government does this over
9 and over again. Honey goes into the treatment
10 and there are no structures or slots to be
11 provided.
12 MR. LEVI: I'm just saying --
o
13 DR. ROBERTS: You're vaying this iu
14 the characteristic inefficiency of the fedceral
15 government.
16 MR. LEVI: You work for KAPO, which
17 is supposed to be coordinating all tihne different
18 agencies. Let's say CDC did what it should have
1% done, where are the additional fundsg at HRSA to
20 support the mental hcalth services una the carxe
21 services and all the other things trat pecople arce
22 going to need? They are not there.
23 In fact, when you lcok at the vare budget
' 24 proposed for fiscal 1991, it is dramaticaily
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g 1 | louwer rather than higher for those secrvices.
2 DR. ROBERTS: Let's let Alan have a
3 chance to respond.
4 DR. HINMAN: I would just remind
5 everyone briefly about how budgets are prepared
6 and submitted, just to reflect a littie bit. At
7 the programatic level, there are peopie who are
8 advocates as strong as anyone in this room or in
9 any other room who propose what they think
10 absolutely must be done. There are wpeople in
11 similar positions for every range of activity at

‘. 12 CDC. These pecplie each put tugcthLAC{%;’égbal
13 for what they think needs to be doﬁi}?? éf;{k/

14 it would take to do it. ZZW&

15 These are then passed to the next level.

16 The next level looks at all of these grecat idecas

17 and says there is no way in hell ail of that

18 meoney is going to be available. So usome chojices

19 are made at that point as to things that might

20 not be reguested at all, or what ievci. This

21 goes to the next level and next level and finally

22 gets to the CbC level.

23 CDC decides based on indications they have
. 24 gotten from the Office of Managoement and Budget
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and indications they have yout to recad my lips
about whether there is iikely t0o be any increased
revenues available, and make some choices as to
what it will propose be recommended for the
Public Health Service,.

This then goes to the Public Health
Service where the Secretary is trying to decide
between the request from CDC, regquest from NIH,
et cetera, and makes some choices, submits this
to the Department, The Secretary decides what he
thinks, given, again, the same budget deficit
targets and OMB targets, what is likely to be
saleable, and this gets sent to the Office of
Management and Budget, which has the final cut.

There are appeals back and forth at each
one of these levels. These then end up in one
way or another in the President's budget
submission to Congress.

Now, what the people at the working level
think is required to carry out X program, and
what appears in the Presidential budget
submission to Congress may have very little
relation. I think one has to recognize that this

is not at any stage a unilateral decision; it is
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influenced by Congress, the general ceonomy, the
adwinistration, et cetcra.

DR. ROBERTS: Alan, what would vou
say., though, 1lezaving aside the gueustion of who is
responsible and ovne cof the problems with the
budget system is that --

DR. HINMAN: We are al .
responsiolc,

DR. ROBERTS: But what I heard the
thrust of Jeff's substantive point wae the
publicity progranm and the budget reguests are
conceptually anda logically inconsistont,
regardless of who has produced the
inconsistency. That I heard, and I wondered how
you respond to that poeint as opposed to the
guestion of whether ity CDC's fault ©¢ the
Secretary's fault.

What do yeou say to that point? You can
take a pass, if you wish.

DR. HIWMAN: ¥ would say that there
is some tension between those goalo. But ¥ airco
have to say that it is unlikely that additicnal
support will be provided by Congrcess in absence

0f clear demand.
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DR. ST. JOHN: I know if youu look
in the fiscal '90 pudgct, the 1.9 biliicn, that's
not what came up tinrough the system. The request
that came up was somewhere between 2 and a half
to 3 billion dollars.

CHAIRMAN ALLEN: Just a couple of
comments, Clearly, the walk doesn't match the
talk when it comes to the advertising of carly
intervention and the resources theze. Ana that
is a big concern we have,

I would aligso like to take up for the
public health votes in that I know some people
that are anguishing over that aspect right now,
three of whom are right herc,. And it 18 @
terrible situation to be in,

The concern that I have is who is testing
really for? 1Is it for the society or is it for
the individual? And I think the testing was born
out of protectiovon of the blood and it has

continued on in that mentality of the proutection

And we have added on the scnuoe, well, now
it c¢can help the individual but I'm not <o sure.

And that’'s something I'm strugg.ing with is who

84
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is it for. We've taiked about the political
will, and this is part of the sociclogical
Phenomenon; it runs deeper than that, it's the
capacity for compassion that we have as a
society. And [ don't think we care. I den't
think as a society we care. So we are asking
people, we don't have that sense of compassion.
So it's not just the people at Public
Health Service; it's the people thaet vote, the
people that are out that simply don't care.
That's what distuibs me. If we want tou do sone
educating, we can't negate to the need for
general education for sensgitivity tc the issues
and the tragedy that is happeoning on a collective
sense. But I am just very concernca that we arc
walking down this road with a pack c¢f lies.

DR. AMARO: I am dortensia Amaro
and I am at the Boston University Schococl of
Public Health and on the staff{ at Bosuton City
Hospital.

I think the whole issue of testing is

. ¥ i __‘_‘_-‘_'_-l-u__ __-—"--J
really irrelevant when wec have no syctem for any
<--_'_'_'_‘_,._---—-_-__ ________.—l—'—"——-——'-_'_.—'_'—’
kind of co Dot care. The women that I work

with, we haue—&—pf@iﬁg&hﬁfiiﬂﬂiEgigniggzwxDA
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commuhity=-based preventicon programs Largeted at

/_‘--\,____________________

pregnant women at nigh risk Oor—rofocociTic "he

\ e e T ———

guestion of whether tegsting should e the entry

point foi medical care is really irrclievant r
. R —-""'_'__—"-u-—k_______
this group ¢f wonen because these womon are | >
e
totally disconnected from any kind o¢f healtis
s ——— T ————— ——y

care., Testing is not going to be the entzy point

for them. There is going to have tg be a 1ot o

outreach and education before they willi get to

the-point of testing, and they arc guing to meedé—

86

a 1ot of support.

A lot of these women are nomcelicess, doa‘'t

—_—— e —————
have accegs to Grug trecatment,
_--—"_'—_—_.H_-—-_'—‘—'——-.-.., S

of issuc- ' i—ohild welfaréhzgggg?;—__jﬁﬂ}Fﬁ—“

nave

n 1
L

those issugs arc addressed, they will never get
______ ,—-——‘__'_— __-‘-‘-‘—'—n—.__
T —-""“———.____
to a point of considering testing. In facit, 1iE

,.---“"’"_'f_ __\ ————————

they do get € hey probably, it will
— \_-_—
pProbably b Denefit to them accauge the
‘__'_‘_ T

connectcion between that and the kinda of se
_"o--.__-._._._,_-—-—'__

vicou,

L

e
the level of services tlhiey need doegn't exist.
———

So I really want to support, vou gaic "the

[aid

walk doesn't £it the talk", because we continue
to focus on testing instead 0f on how can we set

up a continuum i care. A whole set of gerviceu
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that wilyil really connect people o the sgrvices
that they need, and I reaily would hope that we
could focus this discussion more on that than on
whether testing should be in 8T2 c¢linics or in

alternative testing usites because i think fox

s8Ue in

Jete
L

some populations, the framing of the
that way is izxrelevant. It doesn't get to what
they are facing as a barrier.

DR. ROBERTS: Don?

MR, GOLDMAN: How many of us at
some woint in time have been told that the rele
with CDC is just reduction and not heaith care

delivery? I've been told that at .cast on half a

dozen occasions. Ard I'm not being ¢riticais OF

it. On how many occasions has the GAO bean

N I - . . I3 . - - - Al
critical o©of the CDC in terms of its willindneocs 5322776
to allow the use of funds ostensibly fow "ri&%;_ﬂf’,fp

reduction®, when in fact it's being used £0
Rinds of counseling and treatment, much to CDC's
credit risk anc putting its ass on the line
subject to thuose kinds of criticismo,.

Sc all 1I'm trying Lo say ig tnat here we
are people who are involved in HIV hecalth care

delivery, and there arec a lot of peuple sut thoerxre

87
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" 1 who have different agendas other than EIV health
[ |

2 care delivery in mind. And to talk in termg cf

3 that is the agenda and that is the oniy purposc

4 of testing and testing is an entry into the

5 heaith care deiivery syostem, thereifore we axe

6 talking about the health care delivery system as

7 a form of masturbation.

8 DR. ROBERTS: larshari?

9 DR. FORSTEIl: I agree, underliying

10 my premisce 0f why testing becomes the lightening

11 rod, T agree with Hortensia, testing ig ¢ least

12 common dencminator of where powey fi;/ to make o
o Iyl -

i3 sensc because you can h€V¥- ple, Gu a ,elzargg },fﬁLw

14 measure what vou've done. ButjJthere i 4 magicali

15 thought by the government underlying all of thiu

16 that i1f you test people and you tell them that

17 they are positive oy negative, people will do the

18 right thing. What this means 1 thai people will

19 stop sharing necdles and stop having sex. That's

20 the most primitive stchology undecrncath why we

21 want to test peopl

22 We_want to believe fundamcrtalily, althouygh

23 there is no data in any scientific way that
. 24 supports this, that 1if you tell peoplie they arve
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positive they will stop doing whnalbt we don't want
them to be doing. If they find out Lhey azc
negative, they will avoid getting into troublie.

ﬁ ﬁghﬁaﬁeathis unbelidvably primitive add

belief that peoplec always do what's best for
'_"'-_-———___.___-H"':“ R e CPNE I R e
Py — -

MS, AFFOUMADO: "Just sey no".

DR, FORSTEIN: That's why taesting
sparks the lightening rod beccause to fund a
program which really gpeaks to the nceds of
divergent changing communities is wmucn mnore
expensive and much moyre complicated in itu
design.

MS. AFFOUMADO: Anda yuu have teo
care to do it. And you talk about creating
demand, by your advertising, therce has becn a
demand for health care services in this ccuntry
since the Sixties, since the Seventicu. The
reason we have a health care crisis in New York
City and every octher urban center in Lhe United
States is because the Feds and other public
agencies have pullecd apart the primary care
system in this country that we fought s¢ hard to

put together in the Sixties and Seventics, &na
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&ll of a sudden it's been pulled cut from undex
us.,

So of course we don't have & Lealth carce
system. We don't have anything to build on
anymore, it's been 0o compietely dismanticd by
the funding structureg.

DR. ROEBERTS: Onec of tac
interesting themes that Marshall mentlouned and

1

Bob menticoned bec

[

use I want to raisec it bricfly
igs this whole guestion of the pressuze of
managers to find measurabie outputs in the use of
productivity standards and what that Goes to the
guality of carc. At some point, it uscems toe re,
it's at least worth people thinking anout what an
alternative to that mentality as a contrel and
management system 1. It scews te me that is a
serious problem if one is going te advocate
complex community-based secrvices. Thoere will
always be a4 GAO and there will aiwayvu be an OHMHB
looking over peoples?! shoulders with regard to
the guestion of productivity and guaiity and so
on. And there is, T think, a history of
suspicion of community-bazed organizitions with

regard to those sorts of issucwo,
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Sc at some point I woulid be really
interested in having people who are on the front
iines talk about their expcecrience and how tou
respond to those kinds of pressures.

We have talked a 1ot about this sguiggle.
And to go back to it, Marshall talkcd a lot about
the psycheological aspects. Hortensia started to
talk about the social aspects, about aousing and
homelessness, for example.

In terms of the populaticng that we are
discussing, what are the key social aspects
because this is psychosoveial: it's not just
mental health and psychological. Where arxe the
big gaps in terms of social services?

DR. FORSTEIN: I will give ycu o©nc
example which we are dealing with in Cambridge
very concretely. For a person who is
undocumented to go to the ATS to get results of

the test is safer to come to an S8TD c¢linic who

then documents and opens up a medicai chart and

the person becomes vulnerable to issuges around

1

documentation, deportation, so forth. The

medical care system doesn't-have—a
people from the ATS into medical tyreatment unlcess

f//_\
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we. can i1 a sense subvert all of the structures

——

——
o —

which wouid reguire things like recording,

contact tracinyg, that KIT F—sea U0 Lo

pPartners.

That'®s one exzample 0f how the difference

between testing and Gifferent cites can mean

h‘-_'-ﬁ-.__‘________ ___—-—.F___.———___——_a
something different from different pcople.
—

Pecople who have addictive behaviorws,
people who hold jobs that are sensgitive, are
unlikely to go to places whereby idemtifying
themselves as a risk for HIV then cascades &
whole series of different things, like getiing
people homes, people losing theiy jebu, logsing
Medicaid, being eligibic for Medicaid.

DR. AIlARO: I will tell you about
an example 0f the pregnant women we 4rQ wWorkKing
with. We have women coming in, some of who are
seropositive, some of whom are at higa wisk, they
are pregnant. Through the coursc of cducation,
we talked to them about, we counscled them about
testing, and they may o0r may not goi teoted. But
we've had women who test positive. They are
homeless. We can't get them into uny sheliters

because shelters don't take peowpie who are

92
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actively using drugs. We even have usdgme women on
methadcene who won't be accepted inte sheliters.

(=4

If a woman comes in and find out she is

. —
positive and if as part of her behavicy change
e __-_________,_.---""_"—'____H

effort cecides she wants to get into treatment,

— e ———
———————

we can'’t get her into treatment. Eﬁfﬁiﬁgﬂﬁiiaés

herself homeless, still using drugu, goes Lo

deliver, and a 51(a) will be filed voecause she

[ R
e

93

still using drugs and because she may not have

———e

)

place to take her child, So c¢hances are her
—
chiid will be taken away £rom her.
e
___‘_-_-—_-'_"‘"—&--
Now that she doesn't have a ¢iild mavbe

she has a better shot of getting inte treatment
because she's not pregnant, but cven then the
bedps are limited. So I think theze arce ovbstaclcoeos
for different groups of people, and the
particular populaticn I'm talking about,
treatment for women, especially, is vaery
difficulit. For pregnant wemen it's almost
non-ecxisztent.

So I think drug trecatment and heousing,
sneltexr, and also for women there azrc child care

issues that come inte play when womoen are

infected or begin to gebt ill.
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CHAIRMAN ALLEN: Let me follouw up
on that. If you're saying there is a potentiatl
for the woman to Lose her chiid oxr have tne chiia
taken away, and preisumably since we don't know
the positivity of the chiid, what hapgpens in the
progression of the chila?

DR. AMARO: When a woman delivers?

CHAIRMAN ALLEN: Yes.

DR, AMARO: Well, 1if tacre is an
investigation, then therc is some awvusessmoent made
by the social workers in charge, whoetner this
pecreon ig able to take care of the cnild or net,
whether they are akble to find a howic for her owx
some kind of shelter. If not, thie child will be
put into foster care.

Sometimes at a later point, that whoic
situation will be recassessed. But a loct of the
times, these women 1ose¢e thelry kidoe and are not
able, sometimes & lot ¢f them ncever rogain
custody again. Some ©of them are ablic to regain
custody after they have been through treatment
and are able to show that in fact thoey ave able
to take care of the kids and theiy iLives have

stabilized. Because therc are 50 many barriers
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for them to get into treatment and £o0r their
lives to stabilize, that becomes a xcully
difficult thing to achicve,

MR. SANCHEZ: May I juct say that
at the Commisgsion we have had cases and
situations where we have had to inteivene on
behalf of women who are HIV positive, we have had
to educate the judges, pvagically, and inform them
of their violating the human righto¢ iaw, juct
based on the fact of the woman being HIV
positive, not being symptomatic or to the
progression of the disease, dust the fect that
she i1g HIV positive. They have been real c¢losc
to special services for children taking the child
away from the mother.

DR. AMARO: I want to add one
thing. That is even to get women to yget tested,
to get them tec a point to where they want to ox
are ready to get tested takes an ongoing
reiationship, developing a relationsaip of
rapport and trust with the AIDS or health
educator that is part of the program. Sc tnat a
lot 0of the women wiil come in wanting AIDS

education, thinking they might be positive, but
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they will not want to be tested until

four or $ix months down

really have a sense of trust.

DR, RCBERTS: This will
time to take a break,

CHAIRMAMN ALLEN: i
make one announcenent, I kmnow thewzc's
frustration because you want to spoaik.

have something that you wouid 1like to

us, you can put it in written form auce give

us., That will not be lost. So gonfi

the i1ine aftar

three or

they

be & gooed

woura like Lo

been some
it vyou

spnare with

it to

fcel like

this is your only shot. We do want to hkecay from
you.
{Recessed at 1i:15 a.m.)

{Resumed

at 11:35 a.m.)

DR.

ROBERTS ¢

During tike break,

Larry Kessler said to me that he thought there

were some other aspects ¢©f this list of goucial

problems and neceded social serviceus L“hat we

hadn't yet addre:ssed. I asvked him if he would

lead us off at this point and heip vy as to this

list.

MR, KESSLER: One of the things

that occurred to me in terms of taliing the walk
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and 30 on is that it hasn't come uy nere a w0t,

but I know it's in the minds of everyone, but 1

think for the record it would be good Lo state,

When we talk aboul access igssues, tnoat

artain

(8]

groups who are considered in need of the test or

certainly in need of medical care an« 50 ©n, have

greater access to things 1like crack, cocaine,

marijuana, ice, than they do toc AZT and

aerosolized Pentamadine, and other things that

would be part of the continuum of cazce, Andé when

we butt that up against the kind of wlan, the

Bush-Bennett drug plan, for instance, wihich

hardly mentions AIDS ana doesn’'t dcal with the

interscction of the two epidemicyg ©f addicticn,

we have a prooblem. It's more than just no dyug

treatmenty it's eavy access to some of the othex

things that lead to drug addictioci.

It easily wmoves into the whole guecition of

But arso, I think,

crime prevention and so on.

on the flip side talks abeout the lecyalization

issue and, again, the whole priocriticecs of whezre

we put our money and what we invest in. And

we're more interested in investing in prisons

than we are in neighborhood health c¢onters.
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We're more intercsied in investing in helicopters
and security forces at borders than breaking down
the barrvicers that keep people frorm uanderstanding
that AZT or AP is availablce or shou.d be
available.

Hortensia reminded me of sonec of the
studies that came out recently that chow guite
cilearly that people of coluvr and the Loor have 4
different longevity rvate after diagnoesis than
those who live on the othexr ¢ide ©f town o0r have
access to insurance.,

But in the mix of that arc ali of the
other thinggs that are enabling, that azce
tempting, that contribute to the Getezioration of
one's heaith, the social fabric, anda Lo on. And
that piece, I think, just nceds to bc on the
table s0o we pay attention to that:; spoecificaily,
in addition to things like poverty and
unemployment. But the wheole drug phcecnomncnon is
out of control, and we need to leook «t that when
we're talking about controlling AIDS: that it i
a public¢ health issuc, not a criminal issuc.

MS. DOMB: I think that'y

interestinyg because driving in this noecninyg they
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were talking about the Summit and the South
American issue, South America looks at it ac a
drug issue,. The United States loocksy at it as a
iaw entforcement issue. I was wsaying what
happened to health in that whole disguusgion. I
think that trickies down to how we don't fund
programs that are accessivle and avallable to
people not only in the cities but in non-cities
as well.

DR. ROBERTS: Mindy, T justi want to
push you and push Larry a little bit on this
guestion because I think after lunch we'vre going
to want to talk a little bit more akcut the
funding isuue. But at this point, it does scem
to me that we at least have to thiaik about the
guestion of priority setting, admitting that nct
all the monecy is going to be available out of any
budget process that we would like. And whexe
would you, if you had an extra $10 miiiion, thig
is the easy form of the guestion, Tihe nasty form
of the guestion is where would you taike $10
miilion?

MS. AFFOUMADO: The fic0t guestion

is who would give it to hez?
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jives

DR. ROBERTES: Willian ¥enneii ¢
her $10 million. Sceriously, what wouid your
privrities be about where we ougnt to be upending
additional monies?

#MS. DOMR: The first cne ic
trcatment on demand.

MR. CGOLDMAN: For driuvgs, pbpefore
AZT?

MS. DOMBE: Drug treatnont,
rehabilitation programs, before AZT, definitely.
In fact, where I'm from in Pittufield, the
Physicians who are administering AZT t¢ drug
users are finding that dyug users are having

actually a harder time taking AZT. ‘They dre——

having a harder time taking thce tréotme

—-’/n\ __‘__‘_‘_-_‘—-—u_._______
it's also ruining their recovery. They don't
guite understand why that's happening.

- —_—
_ —
MR, LEVI: Becauce no one has done

the clinical trials beocause they exc.ude peoople
who are active.

L8, DOKB: And they don't have the
necessary psychosocial supports that are
necessary for taking the pill. Se¢ I Lhink

treatment on daemand.

100

COPLEY COURT REPORTING




#MR. COLDMAN: Why is that more
important than providing housing foy gZecplice with
AIDS that are homeless?

MS. DOMB: Because I'wm using S$10

million specifically to deali with dyugs. Bennett

gave me the money. I mean, granted, L¢'s alwavs
hard to make a priority, and who is nore needy isu
propably the tougheust decisions that peopie have
to make. But anow I think IV drug uscrs are
leading the fight in trying to g¢gct scvme kind of
handle on the epidemic and 1¢ nas to aadress scme
kind of issues in drug Lreatment, If we gon't,
then we are basically putting up cur whole fingeyx
to that whole population and saying you are
dispensable, you don't have a lobby group we can
listen to; goodbye, see you later.

MR. GCLDMAN: But peew.e witnh IV
druy use, large porticns of thosce pocplie may not
in fac¢t be infected with HIV.

MS. DOKB: They are aili at visk.
You look at a place like PitCtufielid,
Massachusctts, and yvou say, there are no IV drug
users in Pittgsfield, But they are ticre. Where

they go feor drugs is the major urban arcas.
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MR, GOLDHAN: But you coura provide
care more targetedly if you cou.d fiud the twu
persons already infected with HIV ene wiao are in
need of care.

Mg, DOMB: But if vou fund )((e
treatment programs, they are avble to provide
guality AIDS HIV education. Then you ara
reaching those people and more in thot setting.

1s. STRAWN: I was strucik by Don's
guestion about why not housing. In Xew Haven we
are struggling with people for houoiny for IV
drug users with AIDS. The model we korrowea our
housing program from was the Los Angeigs Suonte
housing model based for pecople, gay men, who
don't have the behavior that goes aleng with diug

useae.,.

DR. RCOBERTS: Shonte {(pacnoetic)
explicitly excludes dyug users.

MS. STRAWN: And most grograms do.
it reguires a level of staffing and licensing and
regulating that the Shonte program doezn't. It'u
much more costly and takes nuch longer to put
into placec.

DR. ROBERTS: 50 the peint being

]
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that the cout per case, as it wero, of social
services is ¢going to be very diffcrent fcy
different populations because some populations

are particularly difficult to serve.

MS., STRAWN: And pavticularly needy

and no care thnat's available now really knowo
what to do with these foikue, no syston knows what
to do with theve folks, active substance abuscers
with HIV infection with all their ncods,.

DR. RCBERTS: I'm just ctruck by
the point we were talking about yvoutoerday about
how to get people in. And in a sense, the
further out pecople arc in terms of thoir
connectedness tou the society, the horder it is to
get them in. Ag we do vutrcach, therse's sort of
widening circles in terms of peovples' contrality
to the social system.

M8, STRAUWN: If you cocuid get
people into a housing program, that*s such a
basic need and it gives ycu a captive audicnce,
then yvou can bring sServices in to thoem where they
live.

MR. BATCHELOR: I weuid like to

say, with part of me as the academic Locial
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psychologist as well as public policy aavocate
for people with HIV, the issue, the Gocial issue
which covers IV diug ugery, gay men, women, on
and on, care providers, housing, druyg use, and
it's been shown through research studieus to make
a significant difference in pecoples' lives anda
pPeoples' health is the issue of sociul cupport,
It's also an iguue where the federal government,
our 10 million points ¢f light can make a
difference ag well. This man here iu from the
Boston Living Center which provides cocial
support and ovther activities for peowie with
HIV. Social support has been a major Gaifference
in getting gay men to change theilr scexual
behavior,

DR. ROBERTS: Could yovu say mozre
about what you mean by social suppert in that
context because I don't think everybody
understandyg your rcference,

HR. BATCHELOCR: Sociali supporct is
either the reality or the percepticn that other
people believe what you believe. That is
perceived social support. If I want Lo go to bed

with ycu and you are my friend and you werc my
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friend and we've talked about it ovr I think tunat
you believe in vafe sc¢x, that's what you do, that
i% just what you do. $0 that when veu and I
negotiate going tou bed, we don't negotiate saice
5@X. It is perceived, theve is the Cheory that
people talk about sex when they go te bed, but way
friends herec say, well, thig is what yuu d¢, then
that's what we will do, he anda I, If he doesn't
want to do it, I'm much more lilkely to say, well,
I'm soryry, I don't want to have a uwexuai
relationship with you becausc my frienus say this
is what we shall do.

In the same way, peoplie who aye on the
street shococting drugs, whether homeliess ©r have
homes or if they work at IBM or they are on the
street, 1f other people in their syoiten, their
social support system, their network, whether
it's close friends or just acguaintanceus, 1if thoy
say you c¢lean your needic¢ oy you have a clean
one, if that's what theoy say and thai's what the
belief system iz, then that's what pcopie tend to
do. That is something that the Feds can support
directly and/c¢r indirectly by prowmotinyg systems

to get peoplce together.
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A recent study from Connecticut showad
that gay men who feit part of the gay community

and, thercefore, had a source of coucidli support

1,

¢
v
=
L“

were much more lixkely to do safe seoin, wiii
difficult for the folks like Senator ielms who
don't want toe recognize the gay community as a
community.

Similarly, programs that prov.de servicoeu
for IV drug users that ailow them to get toegether
and relate to ovne another and deon't say vyou're a
bad person but say reupect vyourself, ceupect
cthers, can support that kind of sociair $uppoOrt
network. And it's also the best way to get cover
the psychological crisic of HIV positivity. Itta
not psychotherapy. It's not drugs. It'y
gencerally short-term social support groups Su
that pecple get over their fear of being aloune,
find out otheir people are in the game gituation,
learn to cope as others cope, and then go ¢n te
live their 1life and develop other soucial networks
that are supportive of positive charge and
positive living.

MR. KESELER: I just want to ustay

back where we were for a brief mumenit in terms of
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the $10 million, and I want L0 reminu us to be
careful that when we tall about, it's been
interesting to hear people say IV drug aduse.
What we neced to say is droug abuge beveuse AIDS io
not just transmitted through IV neecd.os.

In fact, the reason I inscyted crack and
ice and cocaine is that they have c¢ther factory
associated with them in terms of cuoncmics,
prostitution, dgaling, running, addiction to the
drug itseif, winich tendg Lo encourago more
Sexuality, sometimes sexuvality, oOr usually
sexuality that is unsafe, sexual practices Lhat
are unsafe, and So on.

And sc¢ when we, when Bennett or Bush talk
about drugs, they often talk about the necedles.
And I'm also advocating at the sane time for
clecan needle exchange programs anag cianging tho
laws that prohibit the sale of clecan necedleu, but
we need to remember that people who do drugy arve
also sexually active, And the new diug in the

gay community that everyone 1s using now 1ig

Ecstacy, which is also leading to & iots of
unszsafe sexual behavior. And the bigcgest drug

that's influencing more sexual misboenavici: than
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anything ig alcchol, and that has toe be
confronted. Mot only in every community, but
when you, I wouid do the same thing with 10
mililion but I would phrase it sligntly
differently, and that is put it into a varicty of
treatment optiongs that are marketecd and
positiconed for the various types of comwunitics
that need trcatment.

DR. ROBERTS: Cculd I push you
anotheyr step, Larry, because before when somecne
made a sardonic comment about "just say nco", do
we know, do you think there's anything about tho
prevention of drug addiction as ovppoesed tc the
treatment of drug addiction? And what i it, 1
mean prevention other than ghootinyg Gewn the
planes oveyx the Caribbecan. And what lcads vou to
think that it's more important to treat the
people who are already adajicted tnan teo, again
I'm not taking a position, I'm just ecking you a
gquestion, about why not go further aown and say,
gee, I would upend it on preventing people from
being addicted.

MR. KESSLER: I besieve iif you put

all your money into the future casecs, in terms of
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prevention, you're going to write «ff ail the
present users because they are ceoing to die of
AIDS. They are ¢voind to dget AIDS, “he rate of
infection among ugcrs of various drugs 18 going
up significantly. S¢ we need to ae oboth.

But if I had a limited pool of money, I
guess I would go after thove peopic who are

currently users and try to get them into

treatment. Then at some point down the pike when

they are fully in recovery, talk about teocting
for HIV,
MS. DOMB: Are you taliking about

drug use prevention?

DR. RCBERTS: Drug uue prevention.

MS., DIAZ: I wanted to ada

something tc Walter's comment about creating the

social climate among the peouple thai are users,
particularly so that something becomas
accepiable. I've been veyxy fascinatoed with one
particular educaticnal intervention, largeliy

fundcd by the CDC, and that is streci ouiseach,.

9,

There are 80 many programs across the nation th

I visit and are doilng street outreach in

differcnt wavs.
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I undeyrstand that recently there was a
small meeting of people who were auing ttrect
cutreach which is not the same thing &g getting
people into resicaential care. But there is a 1ot
of merit into that type of approach boctavse it iu
duoing the very same type of thing VWa.toer iu
saying, at least for the uucrs, of cicating a
¢climate of this is what vou shouia Go 1if you're
going to use drugs.

I can tell you from some peup.e that I've
actually seen Geing the work in New Yerk,
Phildadelphia, 8&State of Washington, that the sanc
pPush to try to get support within tie habit,
pecple that are using, is very esuscntial because
at least that kind of parallel compariscon that
you brought out is zreaching people ovutsidce of us
not having full residential tyrecatment facilitiewu.

MR. BATCIELOR: These scame programs
are getting more peowyle to decide Lo go into diug
treatment. It scems to be the most ¢effective way
to get people to individually decide to go into
drug treatment.

MR. MCEVOY: We opened in QOctober.

We are seeing a2 iot of IV drug usess coming in.
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T,

What's realiy guite interesting iu mout of these
pecple really want to separate and get cut of the
dzug culture. They are having a very difficuit
time. We have got a support group. *nn fact,
after they come in after their urine tests and
say we've been cican for a week and asge abic to
give them that support, it's somcecthing they shoot
for.

DR. ROBERYS: You mean different
from the other shoot.

HMR. McEVOY: In fact, wvou can see
the evidence cf having that support and the fact
that these people ncw, although they are at best
intenticgnsg, they in fact want to move ocut of the
drug culture. In fact, vome of them are in 4arug
treatment programs but they still aneod that
support which isn't there and they cre fiailing.
And in fact with the social support that they azeo
now getting in such an establishment, you can sce
that it's direly needed in the fact that it
encourages them to get going.

DR. AMARO: You said what do we
know about prevention. There is a lot in the

scientific literature on prevention of drug
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abuse. 50 this i not something we con't know
anything abocut. But, guess what, the answers
aren't simple, and they are expenuive, and wve
don't like to hear that.

The same thing for druy Lreatient. I
realiy thaink that socmetimes, we've boeen framing
here do we do this or do we do that, Dc we do
prevention or intervention, housing or drug
trecatment. I really think we need te start
acknowledging the complexity of tuae usclutions
that are invoived here because we keocep going Lor
the economicaily fezsible within the current
framework and we end up getting in t.oublio.

An example o©f that is thz turn to our
methadone treatment becausce pecople think it's
going to take care of it, it's goine to kring
pecplce into countact on a daily basis with
providers. I think it'es a reai mistakte because
we know thnat people who arc on methadone are
using cother drugus £or the most part. We kKnow it
does not create the kind of changes in the social
network and the skills that an individua. necdo
£0 rehabilitate and to really become an active

and valued member of this society. But we kecayp
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going for the cheap anuwetr. And I tunink we
really need to stoy failing into the pit of
framing guestions, treatment or housing,
prevention or intervention.

The fact is that you have a continuum of
seirvices that arc needea. If you don't do
intervention, not only arce those pecpie going to
die, like Larry saida, but chances are that they
in the process will inifect other pecplie. Sc thig
is not & self-cvontained set 0f individuais.

So you are going to be douing yourself in
by trying to have such a myoptic view cf the
issue that you cnd up recaily not addressing it.

MR. WHITE: I would 1like to eche
the comments made by Larry and oy Waitez. One iu
I wish we would stop saying IV drug wsers and say
substance abusers oy diug users. in

—
Phildadelphia the drug of chouice ig crack.

q-‘fi
i
o

losing a whoie generation ¢f plavk feowmalew

ecause €Y arc having 10 to 20 sex partners a

.
"______________—_‘_,‘_'—-'”-_
day for tnree to fivg ars 4 Lex partney. So

you can imagine what would happen if one person
who happened to be administrating oz happencd to

be doing some other things, infecited ten peopic
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in one day. Anua that could possibly nagpen,

Also, one of the things we aye doing is a
lot of street outreach. We think that we ave
successfiul when we ¢go ipto a ¢rack houwe or
shooting gallery, and the house lady haus a bottle
of bleach there. Oux outreach worikers believe
they accomplished comething because you aca't use
if you don't clean your works., Sc¢ tunere is some
benefit in the social aspects of this prospect of
trying to sducvate and aget people invoelved.

We have noticed that with our pcewr
counseling witn high school kids, thcy axe
beginning to use condomu. Ana we're seeing
something othey than just the prevention of
AiDS. We're sceing a decline in the pregnancy
among teenagers vbceccause of that.

The wocial yrecuping Of peopl.e wno we have
identified as beling people who probablily will be
high risk, the eariier we can get ¢ them, the
beatter.

DR. FORSTEINM: I woule Like to
comment on whnat I hear iy a probrowm in the way we
think about choice. You say what wourd you do

with $10 miilion. You know, if thexzre were a
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L

towards eaxrth that we neceded to f£ighit off, we

=

wouldn't argue aboul shouia we build ancother
bridge or¢ shouid we put $10 miiiion towards tac
fireball. It would e & clear sensce that ceithe:
we destroy the firewall or we all d¢i¢ regardiess
of how we decide to spend the $10 wmiiiioun.

There ic a sense of the Hoover Dam is
cracking. There i3 orne hole and we'zc putting
our finger in it, but the cracks arc vecoming So
great that the $10 million 1is not acucptablice.
And when vou start to think about taking $10
million for a problem in this countzy Like
substance abuse and poverty, we feca into the
hopelessness that people really fecel that thkere
is nothing you c¢an 4o, if the guesticn werven't
what would you do with §10 wmillilion but rxathes if
we think about what we nced to do, how uch money
would it takxe and how do we fund that ovexr the

next decade.

We need a mational amay COipo health

educators, of drug prevention peowpic. We nced a
h—r—-_‘—h-_-—.—-—'-'-.—'__"-_'——‘_‘.__—-'_._—_

—
national corps of sFabel noUgh peon.c to really

get into the comnunities. We necd L¢ ilook, and

— )
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thies is what is5 being said, it's vouoy cexpensive.
But if we think about the cost per cave, yYou
think about how many cases, what woula a
treatment be for somecne with substance abuse,
what wouid a treatment be for women with
children, a gay men with X. Then you begin to
see what the tradeoffs are going to Le in our
society, 1 really believe what paralvzes us is
it's astronomically high, and yomeone nhigh up
knows that. Let's pick out somcthing that for
tomorrow iz going to feel like we're douing
something, even though we know that tuoe rest of
the dam is cracking arcund us.

And how we aB people talk abcecut that
dichotomy between what we can do fecr the mement
and what we rcally neecd to do long term for the
dam that's cracking, how to put up & grid in
front of the whole dam to keep it in place long
enough to rebuild it is, I think, a very oseriougs
diicmma.,

DR. ROBERTS: Since metaphory,
obviously, are very important in thic, do you
think that the fireball aimed at eceasth or the

cracking dam i5 the right mectaphor? I just raise
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that guestion because one 0f the thingu that 1
perceive, we talked yesterday about the c¢hanges
in the epidemic. One ©of the things tLnat I
perceive is that average hetercsexual white
American no longer perceiveu thewscives as Living
below the dam; and that this hasg ar impact on the
politics of the funding that vou're zraising. I
wonder if you could talk wmore about that.

DR, FORSTEIN: I think you're
absoclutely rignt. I think it's the same isgue
with poverty and homelessncss, that for aost
people it's not a fireball. The prepLien 1o we
can't rely on most people's perceptiovn of the
world to tell us what to do. We have to have
some leadership that says cven thougin you
pergsecnally are not likely to get HIV infected,
the capacity for this society to continuc to
provide for yuvu the standard of iiving that you
warnt is going, you arc an cxtinguigchanle upecies
because the recst of it is going to coume crashing
down around you, ané you acse going te be the
aftershock. How we get pcople t¢ mezceive the
connectedness to each other ig realiiy the

problem.
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DR. ROBERTS: Let's just push this
a second because the classic responuoe ie, fivst
cf all, in a democracy what most pcup.c believe
does wind up mattering, cither before or after

leadership, depenuing how the denocracy Ls.

8]

The second issue I want to push you on is
there is once thing to argue for lecaccership on the
grounds that if we don't deal with the dam you
will be hurt by the aftershock., &And thesc'u
ancther thing to arguc for leadcrinip on the
grounds that it's a moral obligation ao rnicikbers
cf the common community.

I mean, the first is a sort ¢f geiflish
appeal and the seccond i a community sclidacity-
based appeal. I just wonder, it's stiii not
clear to me which 1line ox both.

DR, FORSTEIN: I think they ave

inseparable.

MR. LBV1: And it'oc alrcady

I

happening. It depends where you iive, Lt!
alrceady happening.
DR. ROCBERTS: What's Lae iLt?
MR. LEVI: The systew coliapsing

arounda tnem. My aunt just died. She needzd to
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go to a hospitai in a nuvrry. She had te wait
eleven hours toe get a bed in a hospital, white,
elderly, middie class woman, abscliutely no
connection with AIDS,

DR. ROBERTS: She lived in Kow
York?

MR. LEVI: HNew York. The
connection with AIDS was that once of the reasons
that hospitai, one of, ¢granted not the only, unc
0f the reasons that hogpital coulun't find a bed
for her was because they were overwhelmed with
some of the burden associated with AIDS.

Now, the problem is that therce ic no
leadership in this country from the Wihite Houue
or wherever making those connectiong that these
are indeed, that the impact, yves, you may think
you'll never get HIV but the syustemic issues
associated with HIV are gouing to diwzvectly affect
your life when you ieast want them toe affect your
life.

CHAIRMAN ALLEN: 2ut you're also
looking at the backlash of anger. B¢ carcfiul
there because what you'yre looking at, thisc is

affecting my life and we're going to pucsh you
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away. You are a tarowaway werson., You'se acting
like peopic are going to respond lovingly to
that.

MR. LEVI: Ministers of our society
are supposed to teacn people to be leving.

CHAIRMAN ALLEN: I kuneow my
profession would enter thig.

ME. 8T. CYR: Our penuvce of
complacency is going to end up where Scott ig
talking avout right now because there is a
general sensc of more homelessness around AIDS ac
this point., What it wiil end up iz we will have
that backlash regardless. But on these issucu,
we are looking at survival factors il wmorning,
dealing with diffcrent populations at differeat
stages of their lives. The fact of Lhe matteor is
whether we want to be blunt or not apout it. I
wish to be blunt.

We have not boen morally responsible to
the population in terms of these factors of
survival, along the whole list that Larry obrought
forth. It iz sobering as we talik apout
psychosocial factors that we stiii don't even

hear =--
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MS. AFFOUMADO: But wae all thniail,
clearly what'sy happened, there's o¢ many myths
that have abounded in the epidemic. One myth
which comes to mind right away when we talk ubout
abuses and substance abuse is that people who
have abusive behavicr with chemical wcpendency
are not treatwent compliant patientu; they don't
care.

And we have found in New York City, for
example, in many of the programs which have
really been aesigned and put together to realliy
look at the needs of these populaticno,
have becn better in terms o0f compliance than somce
gay, middle class white men. Tlicre is & study at
lMiontefer that is a very good study to 1ouvk at.

I think we alsc have to looirk at
disspelling a lot of the myths about population
in guite that we didn't want to take cave of.

I think in terms of monay ana the

2Conomy . If we, tu use our capitalivtic side

which I really am not comfortable witin, but I can
sort of pull it out o©f my head a little bit at
this point, if we looked at thig ae & dbuginecs,

we would have to invest a large sum of money in
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our business so that at the end wo would oe abloe

toc have a benefit. And we don't think of it in
those terms,. What I mncar around thi. taplce is
there is a whole idea of incrementali piranning and
reactive planning and crisis incervvention. And
what I said ycsterday about the value that we
don't place on prevention and sustaining the good
gualities of life, wnatever those arg in our
ethical and moral fibey, and so we don't invest
in those things. Somehow we are afraid tc put a
dollar value on these very gray myvthical kinds of
concepts.

We have double agendas in thioc cocuntry,
for example., All men are created egual.
Builshit. We all know that that's just words.
All men are not created egual in this country.
This is not a democracy in the senuve of that kiaa
of equality.

So we veally have to look ut wnat we're

2

talking about and what our valugc usvstem 18 an
where 1t takes us in terms of understanding what
the needs are and how many of the myvths have got
to be disspelied befocre we really can go on and

really look at what has to be done: and that
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these things arc rvealiy complete Systoems, not
Juet hit and miuvs guick fixes. We can't just
give people AZT when they are stili doing drugs.
That is unethical in my point oI wvicw. We doan't
know what we're doing to them, 2o we have to talk
apout trcatment.

I could ¢go on, but I don't want to. But I
think the message 1s that we have to rebuild,

DR. ROBERTS: I want tou push yvou.

I want to piay devil®s advocate for a minute
because cbvicvuzsly the practical probl.em is 15 the
great the enemy ©f the good. It's one thing to
say, gee, we nced compicte gsystems, it's very
complicatea, we need housing, we neced drug
treatment, we need this population and that
population, and the democracy isn't perfect, and
if we had leadership from the White Housc, But
given what Scott zeid and what YMaric said, a
cynnic would say tne politics are suen that you
are likely not to get all the money yvou wouid

like to have for your ideal systoem. aAnd the

guestion I guess I'm tyrying to ask yvou 1is how 4o

you regspond to that?

KS., AFFOUMADO: 1 thingk maybe what
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we have to dou is play the game. Mayoe tine ganme
is that we start talking the busincsy cntity kKina
cf idea. If that's what comifortable in torms of
the people that are holding this moncy and making
decisions about how it gets spent, axza I'm not
comfortable with that, but mayvbe we Liave te look
at it.

DR. ROBERTS: I don' undezrstcand

cr

what you mean.

M&. AFFOUMADO: Maybe Jeff's
example of his grandmother, L've hecara this story
a miliicn times already about emergency rooms and
people not getting care,

DR. ROBERTS: There azen't cenough
votes in the Congress out of New Yorik Citv.

M&. AFFOUMADO: I know what you'ro
saying, that mayope that comes out 0f the
backlash.

MR, LEVI: But ycu'se turning the
guestion around in a way. It's a way o¢f putting
it. Since youu're not geocing to got oeveryihing
except whatever it ie that we're going to give
you. Particularly, in the busincus i meeting to

the National Commission on AIDS, waich vwe arce, I
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think it'v important to point out that if we
don't start looking at it systematiccily, if we
say we can only deal with the homelcess system ana
not the resc, you're guaranteeing failure because
the entire probiem of AILDS or drug anvuse or
whatever it may be will not be so0oived by
addressing onc piece 0f the puzzie.

If you don't Ltake a systematic approach
and 1f this Commission doesn't advisce the nation
to take a systematic approach, then by putting
all thet pressure on one piece of it, that will
fail, and George Bush will say, hey, we gave ycu
what you asked for and it failed,

DR. ROBERTS: Let moe pusn Mindy's
area a further step, when vou say 1if we awon't
take a systemic approach, The guestion is what
is the system? Iu it the AIDS syustenm? Is it HIV
Plus drug avuse, is that the systemic approach?
Is it HIV plus drug abuse pluos poverty and
homelessness?

When you say we neca a oystemic approach,
I just want tc know how broadly veu've drawing
the boundary.

MR, LEVI: When this Coummiseion is

o
(4]
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has ¢

looking at it, it

each of them: How HIV

how it relates to healt
relates to drug abuse.
you whittle away at eac
you're noit going to get
changed in one vear, bu
vision in mind,
HIV and homelessnesg, Yy
is solved but this is a
this ig the firot of ma
to take.

M8.

DOME 3

it's not only how does

those, but it aisc is

epidemic was first reco
illustrated the failure
you can go beyonda that.

It's the conflic
when we're involved wit
do we take on. You put

Marshall. We all know
.--"—--.-..._-__

And when

historicalily,

126

o be ow EIV £iis into

relates to houclcuuncsis,

h care financing, how 1t

And perhapy ycar by yeas

h of those aupecto and

them alli leoygislatoed or

t vou de¢ it with a broaagcy

you do something about

ou don't say the problem

1L we can <o, put you say

ny steps that we are going
I was goipg to say that
HIV fit into cach of

sineae tho

gnized, AIDS uas kind of
& in the wholoe system,. Su

t that I thiank we &all face

n AIDS opr HIV is wihich onc
it beautifully,

that AIDS is sort of the

epitome fovr ¢very failure that we've turmed awvay
—a—— St ——————

—_—  — —————

\_._.___.—-—"‘"‘-—-_
from in the past two oy

threc decadey, but at the-

From in fthe pest
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same time it's its only criciy,. How do you deal
.
-___',______._._._-—-—'__

with the systematic crisis that aliovwoe for an HIV

epidemic to get out of contrel, tuv some degree,
and then at the same time how do yeu deal with
the system? I think we have to do botu.

I think that Jeff's point is well tuiken,
that you kind of have to sit back ana cay swaliow
your gut, and say I can't take on the whole thing
and I've got to get a shelter because they have
no other place to go. And being on the street
that night is going tov be worse than not being
with a ro00f over theiy heads. But at the vame
time they are not the only ones entitled to a
shelter. Therec are people who are dying from
frostbite who aren't HIV infected.

So we build coalitions. And one of the
—

coalitions waso_ _fox the disability act, where many

people of different communities join togetner to

get a disab] rights

iaw on the wouks, people

who are invol . Rinds of phyosical

disabilities, s0 we extend our reach

\__-——""'__\__/___

systematicaliy

MR. KESSLER: One cof the words that

was useced, it's almogt becoming a buzz word
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because it comes up at every Commiusion hearing,

e T T

i - ” /I_‘_.. . I .
and that's the wholie issue uf/;;aderun;p

want to add to that buzz woggkwi Eoie concept
of advocacy.
What part of the problem is, when we talk

about increaging the pie or enlarging the funds

that will deal with all these social iugsu

3]

S,
legislators, governoys, mayors say voeu've got to
go back to cducate my constituents. Tou've got
to educate the population of Massachuuotis, the
City of Boston, so that they willi suppourt this
tax increase that you'ire advocating. I thinik
that's ass backwards. I mean, they are eglected
to help educate the punlic about the anecds, the
social needs, the heaith nceds, whatever.

It's not nmy -- I can't do beoeth, zun an

agency, and the peowple who woerk for me can't ailoou
care for people, and at the came time ke at the
State House eight hours a day., @educating them but
then having them come bacik and say yuu uave €o
throw a protest up here tou make i1t Look like
we're really screwing you 8o Lhat we can wget the

angst lLevel up if the Globe covers it. And all

of that is such a twist on how we build & climate

1286
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of compassion,.

MS, DONB: i don't want to scenm
like I'm Gisaygreeing with a Comnmiusion aember,
necessarily, particularly since we'rve frem the
same state, but I'm not Lo sure if that'uy ass
packwards. The health educaetion grugrams that
arec in many countries, it's proven tnat when they
come from the top down they don't wook, and wohen
they come from the bottom up, they du work. And
from the bettom up, I think it's zert of saada that
we 100k at people from the bottom, but as an AIDS
educatoyr pretty much out in the boonies, 1 have
to educate pecople in politics ocherwisge I'm not
doing my job. I have to educate pceplie on the
history ©f the epidemic¢ so they will undevrstand
the context o©of AIDS, that we'wrve net zeally
iearning abeout hew HIV relates ¢ the T-celil.
We're learning about how long it tock the
government to £unada aanything.

I think that doces beccome an AIDS cducato'o
job to do that. It's just as muchh as to be
forced upon touching on homophobia in discussion

groups, and other issues that arzen't technically

AIDS rclatgd. but in the context tuat AIDS
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MR. KBESSBLER: What I'n trying to

happens.

say is they want uy to ecducate abecut AIDS, but
they also want us to educate about why taxces
should be raised. So we're now doing two
things., We're c¢ducating pecople about taxes and
educating them about human suffering.

DR. ROBERTS: But let me again push
you from the devil's advocate point of view. If
people wiec believe, presumably if we nad Gouverney
Dukakis in the room, he would say te¢ vou if
people who believe strongly about the
desirapbpiiity of cexpanded sexyvicou don't go out
and make the case four cxpanded taxeu, I can't gect
it through the legiclature, and iI've 1ost, George
Keverian andg I have now lost this four times.

And 1if Cevige Bush ig succeusfui witih ae noew
taxes, read my iips, then that has an impact on
the amount. Why is it not the responsibility of
the advocacy community to urge tax incrcases?

MR. KESSLER: I think it'zs a duai
responsibility. When we talik aboult sceadersnip,
when Gecorge Bush dia his August talk on drugs, he

didn't do what Rona advocated, and that is use
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MR. KESSLER: Ne. But I don't want
that to become the full-time jocb of wmy agency oy
the Dimmeock Health Center or any othey piace that
has another migsion, We are, in the last two
vears we have been calied in so0 many times and
teld the only way we <¢an get this amcunt oif noncy
is if you guys go outbt and raise some aell, if vou
hit the streets Op do a sit-in ¢xr do something
cglse. And yvet that now ig beginning to fail now,
too, becausc there'y a certain skeplLicism about
those activitica.

iR. LEVI: There is aluos a
fundamental conflict that vou'wre iwmpesing o©n
groups like Larrv's which get state and federail
money. And at the sawme time those cuame state and
federal cofficialg are saying go ilobby and go
advocate, and if they do too much lodoying and
advocating they®ll lose their 5013{C}) ctatus and
eligibility for federal funds,

Cleariy there is a responsiwviiity for that
kind ofi advocacy, and I assumc you know how much
advocacy has come out 0f the AIDE und gay
communitiecs around these issues botih out of the

local and national level. But that 1s not solely
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the reuponsibility. I mean, i1t is aou much the
responsibility of academics at Harvazd University
who see what's going ovn and probably have more
access than the rect of us do teo doecision-makers
to sit down with investors and congreusosnan and
say this is screwed up and you shoulid ve aoing it
and it doesn't matter whether it's the bottoem
percent of the wpopulation or the top, you neced to
be doing it because I gsitting in my ivoiry towero
see the systemic i1ssues.

DR. ROBERTS: Let's Suubt be c¢lear.
I am playing devil's advocate, Jeff, znd taking
that position sericusly --

MR. GOLDMAN: I would like to ask
Jeff or anybody else, are you suggestbing that the
Commission would decal with the whole systemic
propvlem, is there an implicaticn or suggestion
that the topic that this meeting isc caiica for
here today, namely HIV testing, is too scygmented
and too zmall a portion for the Commiussion to
deal with ags a matter of your recommendation, Lo
deal with at all without having, outside of the
context of those largyer issues, whichh might be a

more significant job to deal with?
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¥S. DOMBg Can vou zgpoat that?

MR. GOLDMAN: Is it appropriate to
deal with such a small segment of thoe wnoie
global isuvues that clearly are s0 important to
deal with in terms of HIV testing? hnd 1o it
something that perhans the Commission ought to
defer dealing with until it first deals with all
of those other issues? And it may bo the enswer
to the guestion that what recommendations ocught
the Commission come out with iln torme of HIV
testing, or the Commission cught not deal with
the issve of HIV testing until it f£izst deals
with the issuves of poverty and jobue aud social
services.

And is it too fragmented an isiue vutcide
of that whole larger --

MR, BATCHELOR: You're trying to
make AIDS the cure, and AIDE 1s the wliseasc.
AIDS may point out zscocme Of these probliems but
also points out a lot of the strength in the
system, and in human naturc and democratic
process and on and on. And yet, comuunity health
centers and agenciec dealing with strange

diseases and unusual diseases have ailwavi nad to
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advocate and dc sit-ins.

MR, GOLDMAW: But HIV testing, not

KMR. DATCHELOR: Genectice testing
pefore AIDS testing was bringing up very similax
problems. Problems have alwayy becn taere. AIDS
has pointed some ¢of them out. But 1f we walt tc
cure all of the other psoblemns before we deal
with addresszing some idea of cure oy whatever,
prevention of AIDS, then this i3 the Precident's
Commission on the World'us problcems. This is the

President's Ccecmmisgsion on AIDS, and vou can focugu

DR. HINMARW: The Naticonal
Commission, not the Pregident's Commission.

MR. BATCHELOR: But to addiess the
issue of AIDS and whnat we can do abgut golving it
is something this Commicuion can do ScCause we

have been talking probiems for many hours. I

think we nee&d to talk about some solutions.

DR. ROBERTS: Marsnall and then
Larry and then we break for iunch. Wnen we cone
back we are going to take Walter's injunction

seriously about talking about positive
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recommendations.,

DR, FCORSTEIN: I woulua Lixe to
suggest that they are not necessariiy mutualiy
exclusive to do both at the same timc. in fact,
if the Commission can serve no moxe purpose than
to get peovple in leadership pousitionu to sece the
complexity of the prublems ana tu then figure out
a strateglic way to begin to approach some of
those problems that are doable in the cvhort terzm
but which den't by doing in the short term
undermine the long term, if we can gebt tinoe
Commission in a sense to take HIV teoting au a
paradramatic problem that can be both addreuued
in and of itself but also points cut the
connectedness with other social i1issues which have
to be addressed in order for HIV tegsiing to nave
any benefit in the whole spectrum of discasc.
The Commission can teach people how LO think as
much as they can teach people how to do.

That is a major problem that I sc¢e is the
way in which we dichotomize and simpl.ify as
opposed to expand and connect. WHe only have 50
mucn money in onge particular areca to starct with

and we need to arguce where to do thnat. But if
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vyou're taking 510 million, if taat's all you've
got, and you'vre putting it & but yveocu zealrizo if
you put it in ¥ this way., it doegn't five yearc
from now undezmine, but if you put it in Y it may
help, that's a very different way of thinking
about the short-term connectedness te the long
torm.

MR, KESSLER: I think Harsnall said
most c¢f what I was going to say, and that ig the
people around this table have secen tae
interconnectedness clement in this meeting, and
we've just been able to articulate it betteor, I
think that's kind of helpful to kecep finding the
new words to descrive our frustration as well ayu
our vision.

But in terms o0f Walter's remaxks, too,
think one o©¢f the things we could ecazsily deo,
almost, is simpiy take the repori and inserit AIDS

because it'sc the same sort of conditions ase

still there except that tho new probiem that's

ripping the society apart, an additiunal problicm
to racism, poverty, is AIDS, But tkcre, too, the
interscection is real clear.

o we haven't learned muca from the mia
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and late Sixties about how communitics fall apart

and respond and recact, and now we havg thig octher

tning,

caldron here, and it's AIDS., And the other big

drop is addiction. And the two ¢f them, you

Know,

dam or

metaphor hat I often use, and that is that these

two epidemics are leading the gricigeck. What
——__‘_‘_-—‘-‘-'_-‘—uh

happens

matter whether vou have a driver's l.lcensc o

not; you can't move,. We are approvaciaing the
where you can't movoe.

point

there and become frustrated, more hoapeicus,
degpondent and nore hopeless, and the cazr ig

running out of gas.

reconvene in exactly one hour. There is not much

time for the aftersoon session o leb's btry to

actually make it an hour, if we coulid.

12:30 p.m.)

arce intersecting, and the metapiuor on the

e

138

this new drop of o0il on this scalding

(]

the earthguake metaphor is the gridlock
..-—-.-_.._,__________"_

e ——————

J——

e

when you have gridlock is it doesn't

We don't have many options oub to sit

DR. ROBERTS: All righit. We will

(Recessed for lunch at
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AFTERNOON SESSION

(Resumed at 1:35 p.om.)

DR. RCBERTS: Welter iusn't here. I
was going to let him lead off since e teld uu
that we ought to bedgin with the guestion of
solutions as opposcd to problems. But I wondered
if any of you woulid like to lcad us ¢if and say
from your perspective what the real wriorities
are about the directions in which thoe Ceommission
cught to uo. Impoztant points of industries and
emphasis in terwms of puychosocial services,
places where you think the system is really
failing.

KMS. STRAWN: One o©f the things that
we talked a lot about was acceus to services and
pointed up the problems with that. Put one of
the things we didn't talk about, aad i'd bec
interested in Marshall's response, out anyway,
I'm not sure the mental health folks are ready to
deal with AIDS. In fact, the psychiatrsic/
psychological profession has been seaily
reluctant to cmbrace AIDS, more reluctant than

the medical profession.

139
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DR. ROBERTS: Even more roluctant.

S. STRAWN: So thevely beefing up
services, but then important training needs that
we did mention this morning, particu.ariy for
mental health folkso.

MR. GOLDMAWM: I want to ask &
guestion along thoese 1lines, There has aiwayos
been an almost, in a lot of different arcnas,
conflicts in terms of allocation o©of resources
between outreach on one hand, provislon of access
to services on the other hand, and then what I
would call training probiems on the other hand.

In other words, what's the point of doing
outreach if there isn't access to facilitieo, and
what's the point o©f access to facilities, 1f
there arven't people to do it. Thercfore,
logically specaking, what you ought to uvpend your
first dollaxs on is training people wo there's
access when you do your outrcach. And cne couLrd
argue that's the way to do it.

I think what ends up happening is that
there is a bkalance betwceen those and that at
variouuy points along the line and at various

times and perhaps in various localities there arve

COPLEY COURT REPCRTING




different xinds of bottlenecks :that ut one point
in time the bottleneck might be the i1ack of
faciiities. And at another point there aic
plenty of facilities but ne professicnals there
Eo operatce the facilities, and at octner timoes

there may be plenty of facilities bui you nced

outreach programs to bHring more peopice into it.
[-
Onc gquesgtion that I would have iy are Egijlﬁ*{i

there any generalizations that onc can make.c>bﬂ7at -

should each locaiity make its own determination
with respect to how to balance between those? Ig
————

—— ——\t&“—-—_—.____
there something that ought to be Gounc at a

national level to deal with that? Or is it more
simply & local issue, 0y ig there one place a.ong
that continuum that the Commission wants to make
recommendations on for bouth?

MS. DIAZ: I'm sorry Jeoe isn't here
because I thought that was the very esscnce of
the HRSA AIDS gservice demcecnstration projecto,
Don. All the work is not in on thne first set of
projects, which were four, as he described

yesterday, but with 25 additionali piiots arocund

the countiy we ought to have a pretty good idea
<'-—_-_‘_-_._-—-—-—-_'_-_‘—-——_-_‘___-_____-_._—___.__

within the next year o0f that triad of faciiities
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and resources and personnel and necas of the
population to get them to those services,

So I realily think that a lot i reouting on
that particular issue.

DR. ROBERTS: What I uncard Don
saying was where do we perceive the real limits
are in terms of providing additicnal sezxvices,
and are those limits the same in different pacgts
0of the country o0r different in diffcseont parts of
the country.

MS. DIAZ: That's what those
denmonstration projects are, the four initial
ones, The report is almost in., We'zoe talking
Miami, New York, Los Angeles and San Francisco.
That is just abcut in, The HRSA Advisory, AIDS
Advisory Committee is going to be reviewinyg this
because that material is coming in from those
first four.

But in addition to that, thereo's 25 pilot
areas studying the wvery thing, providing the
answer to his gueustion,

CHAIRMAN ALLEN: Are you sure HRESA
has an evaluation mechanism?

MsS. DIAZ: Te those, voeu.
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CHAITRMAN ALLEN: Have you seen it?

MS. DIAZ: ¥Yeo, for a couwie ©Of
arcas. And I understand that tnat's ncw they
funded the c¢thers with an evaluation componcent.
But a heavy ¢omwmon tircad to all o©of those is an
establishment of a community-baszed case
management system that loovks after not letiing
people fall between the cracks,.

DR. RCBERTS: Other vioews and
following Walter's propused program about what it
is we need to do? We could end thiv meeting
early and let the Commission meet, wng we cguld
ali go fight the ice ana snow.

MR, LEVI: Well, we zeolly haven't
grappled with the care financing part of this.
Even if we come up with a model, we ¢tilil have to
figure out a way to pay for it. I think cne of
the ilssues that the Commission certainly has to

5
face, and it comes bacyg to the wholce c¢uecgtion as
to whether we create something around HIV or we
deal with some o0f the systemic ilssueu, is do we
resolve those access to this perfect uystem that
Wwe have now created through traditional financing

mechanisms or sSomething that iu uniguoe to HIV?
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And wy bias would ke that if we are tryving
to creatc the precedent of a commitmeny to
providing for thnis range of services and

treatment and whatever it may be fcr anyonoe with

a Herious illmess like HIV, then we aced to be

trying, even putting aside the igsue of whother

you have an AIDE specific or HIV gpeciflc gclite,
=

you try to integrate at ileast the fimencing into

the existing system.— — —
. .._,___._——‘_'-'_'——-‘-__
To me, that would imply, for cxample, and

I'm going to got nyself in a lot of troulie
saying this on the record, but I'm guing te say
it anyway, an example of how we've deone it wrong

and how we could do it rigint, that came up

earliier. WEEP the funding for AZT is, and I

plead guilty because I supported it and it was

right to do it and it'ys right to continue it, but
o —

had we to do it ail over again, I thiank I would

R —
deo it differently 1f we could. The opecial

R

o e

program for AZT and velated drugs now 1is not

logical., The logical thing to have doae Lo to
\.*__-v-"‘"-_“

—

create some so0rt ©f systeom within tie Mcdicaid
program so people would, s8¢ that it is truly

integrated into the system that we have in ‘thise

-8
1
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1 country for decaling with poverty issucso

2 associated with medicali care., And tanat's what I
3 think.

4 I gnow people in Congress are lookiag at

5 it, and I howe this Commiugion will iLfogck at it ac
6 well, is the notion of creating special access,

7 creating access to HIV-vrelated care Lhrouuh lhe

8 Medicaid system.

9 CHATRMAN ALLEM: I have a guestion
10 about the financindg. Do you feel that the

11 proportion of financing in regards to testing and
12 early intervention, 1if that is the corivect

13 proporticon? We could ask for more money, but we
14 can also say this is a corryect way to spenud what
15 we'tve got. I want to know your opinlion.
16 MR. DALTONG: There is 4 separate
17 working group here that is dealing with bilggerxr

1g health care financing. I think what Scott is
ic trying to do is to figure oﬁf how we can feed
20 into the kinds of concerns we've peoen talking
21 about for the last couple of days. If therc are
22 distorticns in the proportions in thoe way moncey
23 is being spent from the perspective wf the peocople
24 in this zoom, that's certainly sometihing woe've
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got to do. But this i1g not the place L¢ takge --

MR. LEVI: But the becauty of
putting care in Medaicaid, that doucsn’t come oug
of the 1.6 billion doiiars.

MS. GELFAND: It just scems te we
that the bulk of the money 15 going inte testing
and it's not linked to the concept of cariy
intervention; and that totally simplistic way, 1
think that we have Lo s8top testing uvantili we can
guarantee everybody waiking tnrough Lhat site
testing pogitive, who wants 1t, & medicail
evaluation. We can't do that. We can't do that
in Los Angeles, for sure. And until we capn do
that, I thinkg =--

DR, ROBERTES: What do vou mean by a
medical evaluation?

K8, GELFAND: Base linge medical
evaluation including T-cells, Ay Dauic as that.

And a phyvsical exam.

HMR. BATCHELOR: A follow-up to save

money in the ilcng run would be juust to du T-cels
testing.
MS. GELFAND: It reaily scares me

when I hear yvesterday this America Rouspondsg To
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AIDS is get tested. I'm willing Lo Ccigse tne
g

deors of a test gsite uniess they're going to give
ug more funds kecause it's not faii. It's not
fair,

DR. RODERTS: What's uncthical,
Rona?

MS. AFFOUMADO: I thinx again to go
back to some of the commenits that IT've made and
other peopiLe have made, we can't do treatment
specific. We can't do service spocific. We axe
locking at continuums, looking at covrdinpated
services to tell somebody that they are EHIV
positive anda, yes, they have 200 T-c¢ells and send
them away is worsc than being done to beygin
with.

I think, again, to go ono step furtiher and
say you're HIV positive, you have 200 T-cellis ana
we're goinyg to do a physical exam on you and then
send them away wgain is still inapprupriste, I
think we've got tu get through the notion of this
longer-term comprechensive care mnuedel that
includes medical, psychosocial, ceoncraete sociail
services and all of that. And, again, to get

back -- which is a big problem, but we have to,
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1 if we keep talking about little wpicceus ©f this
2 pie, then that's what we're ¢going to keep coing
3 atter. And 1f we kecewp gsaying, well, it's thic ao
& cpposed to thic, then that's what we're going Lo
5 Keep going afte:x.
6 All of u¢ who are working in this and alii
7 of us who are tryving to learn and understand this
8 have to keep saving comprehensive, total
> packages. I know it's almost Pollvanna becausc
10 of the funding issues, but if we don't, then what
11 we're going to 4o is what we've Gone in the
12 past. We all have to take reugponsivllity for
i3 what we have done in the past because we have in
14 gsome ways, ail of us who have worked in thesce
15 kindg of issucecs before, have created the kind of
16 system we have now.
17 M8, GELFAND: But in the weantime,
18 this has alrecady started.
1¢ ME, AFFOUHKADO: I think it's our
20 jeb to say stop. Before you do thig =-
21 DR. ROBERTE: Do you agree with
22 Jackie? You ocught to close the doors of the test
23 sites until vou have comprehensive moedicali and
24 social sexrvices foxr everybpody that tosts
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1 positive?
- |
2 MS. DOMB: No. That’s what we had
3 | in western Massachusetts, The oniy povpic doing
4 AIDS work were federally funded ATE counse.ors,
5 who then got invoived in trying Lo coeatca
6 services. It was sort of a bandaid «wuproacn, but
7 it at least got things moving.
8 ¥MR. DBATCHELOR: There Cestainly are
9 an awful lot of weople who don't have aeaith
10 insurance or don't have eligibility fosr Medicare
11 or Medicaid or for variouu reasong cannot find
12 care, but yet this is8 net the worsht wystem in the
®
13 whole world we have in the United States. The
14 | wvast majority of pecople &¢¢ have healith
15 insurance, People do have accesy toe a network of
16 community health secrvices, Community hoalth
17 centers don't denerally provide gervices for HIV
18 because their focus is on c¢hronic¢c and mentally
19 ill. But the vast majority of peouple can geot
20 care. That doesn't diminish the neceus of peopilie
21 who can't.
22 DR. RORBRERTS: The vast majoerity of
23 people can get carc. Now w& have a IQdaw
. 24 dicagreement on the tavlce.
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MS. 5T7T. CYR: I
talking about vast majority.
of majorities

sericusness, the vast majoerity

are you talking about? In

don’t think vou're

Whaut concentratium

Ao i

of peoupmie 10 ny

community can't get care. It touk uu a vear to
-.1____,‘_—-—-—-——'_'—-"——_ o
get medical coveravge as workers, Woe couwroentu
-‘-‘-‘—__‘_'-__——-—'—"_—-'—.-_ —_-‘-—"""—-_-_‘

even get medical coverage fron an insurance
— —
company for Lack of ability to pay. And when we
T — ————
were able to pay, just becauge oug nemes were in
an AIDS resource it was diifficult,.
-- _....._...-—'—"'-———_ -

S50 when vou're talking, vou neocd to put it
in perspective. Even wien you arge <¢onuidering

the strategics and solutions,

perspective what peopieg,

groups that you are talking

think we do that wvery well.
MR. DALTON:

people came in atfter I a4aid.

what we're talking about,
DR. ROBERTS:

I said, that we start with the

te us on the guestion of
what we ouoght to do. And we,

have to deal with the issue of

you need Lo
what majogitieus,

about.

At least
Just
can vou

I propose

positi

Dut in
what

And X

@igit ¢or nine
U PQUERLIS KNnow
go back?
that we, ao
agenca Waiter putl

ve sucggestiong oOf

Jeff said that wo

finuncing aund that
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if he had it to do all over agailn, nhoe would have
thought harder about finding a way to fimancoc AZT
that wasg integrated with the rest o0f the heaith
care financing svotem. And I taink tnat is
really sort of what provoked the cuzryont
conversation.

The guestion I want to put bachk te Jeff,

riefly

g_“a

and it's one that you and I discussc
yvyesterday, and maybe you can push furthexr, what
do you think about going back to whaoat people sgaid
this mosning about the need to solve the gysten
problems, inrciuding points that vou, vourself,
made, what do vou think about catecorical versug
general funding?

MR. LEVI: Well, define vour Lermu
better in terms 0f categorical and general
funding. Are you talking about the $10 miilicn?

DR, ROBERTS: MHo. in generai, we
had a brief discussion yesterday about the
relevance cf the ESRD model or whatever, and you
mnentioned again thue guestion of whether AIDS
should be distinctly funded and, thercfore,
whether people with some discases shouwlid have

access to scrvices that other peopic in
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comparable circumstances but with differcent
diseases.

We phave the situation now that if vour
kidney fails you are covered, and 1f youy
pancreas fails, vouw're not, whizch 18 arguably a
little bizarre,

MR, LBVI: Unfoxtunately, ondéd stadge

renal disease 1s sort of this strong arva 0f not

o

the way toe do thiangua,. I guess 1t dewpenas on what
part of the HIV greblem we're talking avbout, ag
to whether I would talk about catgcdgocricali oOx
discretionary fundu,

I think in the context of carce financing,
pParticularly, I would look towards categorical
funds for both systomic reascons and very
practical political reasons. The syotomic
reasons are the degree to which care financing is
a problem for HIV as relatoed to peouies'® lovel of
income, and it’z a larger part of Lthe peverty
issvue, and, therefore, we should uogive it within
a poverty structure; and that i Medicaia.

There is a secona reason for doing it that
way because all you need is one voto toe vote it

in, And if vou do it through a discreticnary
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program, you have to refund it evoery single

Yy

year. And once people discover how muchkh lt's
going to cost over the long term, they may beconme
increasingly reluctant to fund it,.

20 when vyou do it through tho Madicazd

program, I think the vight willi e vhe

-

i~
{3

indefinitely unicsgs Congress veotes Lo vomeve itk.

The second == but there aro pavis of the
HIV problem that belong as discroticnary programs
because they are 0 AIDS speCcifitC ano because
that is also the way the system dcals with
disease prevention and control effcriu. i
it's some ©f the testing, whether it’s the
pPrevention and education program, whether it'o
the model demonstration care programo, whether
it's some of the support £o0r the comwmunity health
centers that are providing a lot ¢f the carce for
poor poople, thoue happen through diucroetionayr
Programs. So it'y doing to be a mix. It's going
to be a mix o¢of digccretionary and catocgoyraical
prograans. It's going to be a mix of HIV cspecific
and general oaes.

DR. ROBERTS: If we cousd, just go

that we get the issue clearly on the table, the

153
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1 argument over ESRD ig in part an arguuwent over

2 whether or not you cught te be c.iglbie for

3 Medicaid if you have a certain mcaicai

4 condition --

5 MR. LEVI: Medicarc.

6 DR. ROBERTS: Regardicus of income
7 tests that woula ordinarily apply. S0 the

8 guestion to you iu, is that a model one chould

9 look for to BHIV; that is, HIV alse ocught to be

10 exempt froum the income tests which crdinarily

11 apply as ESRD is, or 10 it just & dquestion of

12 strengthening iMedicare generally?

13 When you talk about using categorical

14 money, it wasn't clecar to me what yvou were

15 saying.

16 MR, DALTON: Before yuu answer, my
17 concern is that we nave very littie Utime with

18 this group together. There is anotheyr working

i9 group which iu going to be working for the better
20 part of two years on these subjects. e can tell
21 ' them‘what information we got in an hour, half an
22 hour, on a nmice Friday in Boston, but my sense is
23 they are not going to boe moved Dy what w¢ have to
24 8ay.
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So insofar as this is connected to the
issues we have been discussing for the last two
days --

DR. ROBERTS: Fine. Let's move on.

MR. WHITE: What's ESRD?

DR. ROBERTS: End stagyc remnal
disease.

CHAIRMAN ALLEN: My original
guestion was are we correctly distributing
funds? Should we focus on the redistribution of
funds? I suggest that as a Commission in iight
of the fact that there is not sufficient earciy
intervention, either support it with more money
or let's look at the way we are dealing with this
issue because here we are, We are about to waik
into early intervention. What c¢o you think the
Commissgion should say? This is what tnis whole
thing is about, testing and early intecrvention.

I'm not saying that we should avoid

testing. There arec other rcasons to teust, But

we should not advertise those as testing for
early intervention 1if it's not there. So is this
really helping?

As Marshali said carlier, does the test
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really help or deoes it drive people to aespalr
And, actuallily, convoliute the whoLlLe i.zucd. Z
would like to get back to that.

MR, DALTON: I doa't want tc marrow
it to that. It seemy there are any numboyr of
ivoucs that people may have that arce conunecied,

DR. BMOVICK:; 1 want to address that

in a sense, I sec the number one igsuue in the

o

global sense 15 health care planning £or each of

the different communities. It's becoume Cbhbvious
‘..-F'-'-'--'_ e T

to us that we represent very different

R
communitcics. A1t ©f our patients are indigent:

aLiﬁbf them, or almost ail, argc invoived in
substance abuse. And our city as & result of
having such a large indigent and substance
abusing popuiation is very poor, su 1t has few
resources and so on., Each of us has a communicy
that has those speciali features. Su for me, drug
abuse issues are very important.

But, anvyway, what I'm saying is that I

think the top priorxity is locality acarth care
i

pPlanning because this kind of heaith cave, cazriy

— —— —————

intervention is delivered in a leocality with its
~€_._._.___.____~__\___ e —

own special problems. wnd wmost of cur gities ana
-ﬁ.....--—-—""""—“_'—"-‘-——__.--—--—'
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most of our counties and most of ovur stetas have
not cpened that door. That is, I weuwid say there
may be twenty citics in the country that have
opened the door,

DR. ROBERTS: S0 yous angwer to
Scott in part is the priorities will veary fvom
community to community so it's hard to make a
generalization.

CHATRMAN ALLEWN: I have a gucstion
for HRSA at that point. Hasn't the buaget been
climinated for healtlhi care planning?

DR. O'NEILL: The health carc
pPlanning program, there was no reguest ian the 921
budget.

M8, AFFrOUMADO: A point ¢f
information on thne hcalth planning. Many of the
HSAs across the country have been disnmuntled.
There are very few of them that have full staft
in operation. There has been no now funding for
health planning activities. I woulid cay that'u
in the last four ovr five vears.

In New York state recently the AIDS
Iinstitute gave the local clinic $150,000 to putc

together a coordinated healtihh plan £for ¥New Yori

[}
L
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City and the greater metropelitan azca, but in
some ways it's a very bad atteoempt and a vexry
minimal attempti at trying tu do a yveal health
pian. So it's a real issuc.

ME. DCMB: I have a cuuple uf
things I would like to put on the tuewle becfore
the Commissgion. I appreciate being called. I am
unfortunately going to have to leave carly
today.

Thoughn it sounded like I was Gluagrecing

with what Jackie

748 saying, I shaze her concern
that by talking about carly intexveont.on and

testing before we have the network in piace, the
most minimal way of usaving is we':ie puttzng the
cart before the horse, but it carrics much nore

serious cramifications. So I would polisu

&

aliy
urge the Commission to oppose any cfficrts to
promote early intervention ovr to linkg earviliy
intervention and testing without also ¢giving sonme
egual time teo the need for resources into
developing & health care system that can zrecceoive,
and a whole network for trailning needs and othey
kinds of reimbursement necds that can accept the

whole pool of people that are going Lo be turned

L0
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dowin,

I, alsc, and I'm just gouing to put theuce
cut andc mavbe they'll serve as divcuusion, I
think the Commissiocn should oppuse auy cffort on
the part ofi the Centers For Discase Control and
Public Health Service to promote toulling without
counseling. I think that is goimg to do the most
hartm to any AIDS education cffort coing on
anywhere in the ceountry because it's going to
promote the idea that testing is pyevention when
it's not. It's going to make AIDS education
experts' jobs harder because it's going Lo
circumvent ény efifort of coungeling we put in.
WWihere people who have maybe shared a dripk with
somebody are going to be floouding alternative
test sites saving I thought I couid get AILS.

In response t¢ that, Waitceyr hea salid
earlier that education is rcally the cantyy iato
the systemnm. For many places in the country,
testing is the first time they are gaetting
education because they are getting cuunsecling. X
think we have to realizce that we can oce AIDS
educators but counselors can also ba NIDS

educators on a ONEe-OnN-0ne pasis. I taink
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anything the Commission can do toe gupgpwort the
moraie of the counselers will be heigpiul.

I think that you should urge all
physicians to do counseling befose tosting, I
know from New Yorik and LoOos Angeles, Lt seoms ilike
a very basic thing. Well, of coursce, every
physician is counseling & paticnt. Thnat's not
true. Many doctorg don't know anyihing abcocuti the
test, We have to counsel Lhemnm,

I aluo think in line with the issue of not
supporting any program that emphasizos testing at
the expense 0of counsceling that woe should lend a
tittle hand to support Bob's gzoug in
Phildadelphia and cppocsce any efforts Lo promote
guotas for blood samples and not gucitas f£or
counseling hours. I think cgpidimioivgicai
surveys are important to finding out the scope of
the epidemic. I can give vou the wihole pavacraph
description of the program, bdbut I thiank taat's
horrendous that we should tie or Link that a
counseling program's funding is goiny to bo
restricted if they don't get cenoucn broced on the
table. That's not the point of & cvungeliag

program. That's the point of the famils

k)
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surveys. There should be a difference.

If the family surveys are for the rpublic,
that's what they are fer. Counsecling progzams
ase for the indiwvicual,

MR, GOLDMAN: Are you willing to
foerego the funding from the sources Lhat reguire
the kind of epidimiclogical survey & the handie
to justify their funding =--

Ms. DOMB: We talkoed about that
earlier today. Mo, I think funding osheu.d be
made available to both.

#MR. BATCHELOR: I would iikze te
emphasize @even more wnat vou said aboug the issue
of training. We appcar to be talking
vsychosocial in particular. We need acre funds
for training psychozocial workers, and that doesg
not mean oniy psychiatrists, psyveholougistsy that
means the full range of people from streoet
outreach, people who work with family systoems,
people that work in hospitals, 30Ciai WOTrgKers
particulariy working inm hospitals, poth with
staffi and with people as they lcave Lio
hespital.

There's really money from tae Fatiovnal
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Institute of Mentali Health to train 2calth
officials, and APA has the grant to d¢ that. But
it's not enough. It's getting leuse and 1ess ana
less. And, yet, the need is8 growing more and
more and more. As we talked about niore
counseling neede, more testing plans, ot cetera,
we train & lot in ouyr program, a Lot of peoplce
have gone through the CDC test counsoelioux
training. And they acknowledge that that's not
enough.,. You're so cxruel, Al, just te call it the
miniwmal training. But that'y cruel nui true.
They want more. They dorn't have an
understancing, and they recognize they aon't have
edough time in theose fifteen minutoeu.

We all know if we look at heca.th carc
professional practices that fifteen minutes out
of a physician®s time to give counseiing is not
going to happen. The physician is goeing Lo say I
maybe can save a life in fifteen minutes, I'm not
that great a counselor, even thougn I'm supposced
to do everytning and I'm licensed tu do
everything, that's not what I can 4.

MS. DOMB: In fifteon winutes yvou

might get a perscon who has no AIDS cducation
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except hearing the goverament'y messayge on TV,
MR. BATCHELOR: I think the isgsue

of training is very important. HRSA'G trainipg
for health cacre professionals, whichk tenas to be
not the greatest training in the worid because
it's based on the medical niodcl and most o0f tae
trainees are not physicians. And thius is nct a
factual disease; this is a very psyciuosecial
disease, even though there are factual germs and
factual infections.

And let wme add once shoit perscenal thing,
not to apologize, pbut to explain some Of my
points of viewz where I seem to be PFeolliyvanna,

I*'ve been living with KHIV fory a long time, and I

) . ____._-—-—-'".__ e —
was focusing on my death for a long, long timc.

_,_-—"‘""—_——’-_——\_ "
I decided I betteir turin that &round and decide

—_ SR
that this gylass is helf fuiil. That concs acrous
\.,‘____________

—

in other things, and I tend to see the pogsitive

___‘_-_'_____'__._-——'_‘_-._._-.__
in things, and I hope that makeuy me 1live lounger.

That doesn't acknowledye the fact that half of
this glass 1o empty, and I den't wmean te offend
anybody.

MS. STRAWN: The thing around

counseling, besides empnasizing taat testing
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should not happen without ccunseling, vou folks
-...-_-_-___——‘_-.—__)
need to say what counseling is, and what are tue

gualities o©f people who can do this.
S

DR, ROBERTS:; Why don't you say

that?

MG. BTRAWN: Well, it'c & power
relationship. I think the differecace betweoen
what pecople cali counseling and what they are
really doing has toe do with power. + think that
anyone, if they shut the door and ¢ii down and

talk with a person and say they are daoing

506/7'
0, s
counseling, put I don't buy that. I {hink thnat

we talk at pcople. I think thact a rut of ncalth

S
care professioconals talk at people auu cali thas
“Q::k_&

—

counseling.

IQ&pounseling, the job of tae counselor i

toc help the person have ernough infogmation to

__._._,_,.—-"‘-.-_ _—--—"-h.___._-——'—__—‘_________,
make an informed decigion for tieir own i1ives,

what's good for theisx own 1ifg. Su I woulid like

to sce more standards of counseling in foice.
A-___._‘-——-—'-———-_-_—--‘--._____—____—— e ———

-

Working in an alternative test site, i was doing

the guarterly reports. Novody ever asked me in
order to get my money what werc the

guaiifications of the counselors and how much
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time were they spending with people and o forth

and wnat kind of referral sources «id they have

_—————

fQE_fhe folks who test positive, So thewve are

some standards that have to be locked into some
kind of enforcement oy guaiity countiol.
MS. DOMB: Anda goals for Gifferont

pre- and post-test counsceling.

&

DR. ROBERTS: I just suggest wnen
we get to the guesticn of what 1z thoe sest way to
insure that minimum guality standardos aze met in
the counseling cystem, that 1gs anotuor whole
complicated guestion about whether ovr not
enforcement oy incenitives, what's the best way Lo
think of this as & quality management proniom. I
just don't want to resume that regulatiocn is the
only alternative way to meet that.

DR, FORSTEIN: Two SLmPLie points.
One 1is that in HMassachusetits when we devised the
altexrnative test site system we had o fairly
extensive plan for counseling and suvesvigsion of
counseling which cnsured that since moct
counscling was going to ve done by non-~mental
health trained pecople there still noecded Lo bo

some peopie who had clinical expertiuc and
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experience to help cort out the difference
between counseling and more scevere pionlems that
could occuyxr in that acute setting. That was cut
from the budget beccause it was Loo cuEpensive,

I think if we talk about stancacdéu of
care, there neceds Lo be an enphasic on tie Xind
of soft scientific stuff that goeuy in support oif
coungselors monitoring, not just of what is bpeing
said, but whether the counzseiovys are getting
sufficiently traincecd and gupervised, soiting out
who 1s really ¢oing to have troubie and who ico
not. The proplem with that is that needs to then
ge to pecople who have cxperience and who are
trained to teach the supcrvisors.

I would suyggest one of the major thinco
the Commission could do is to be a vary strond
voice that every level of governmoentai
intervention, that every task force, that every
conference have some emdhasis on psychosocial
issues. You are f£ighting an uphil! ovattle which
is anti-mental health. How many mentas health
professionals on the Coummission? How manuy wmentail
health professionals are in each i the

governmental agencies that are determining wnich
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grants get funded or not? There 1o wn intrimsic
bias. The mental health people just complicate
the waters, and we dc, But somebody has to. And
it seems to me that there is a bias from the top
that mental health peoprle confuse tne isosuce.

I think Walter's designatction is right,
that they are not alli psychiatrists, cocial
workers. But it seems to me peopie on the streot
deaiing with pecople in real crisis cam't be
expecteu to do ctreet outreach work and not have
support so that if somebody necds to be
hospitalized, if somebody neceds to lheve wsuicidal
stuff contained, that they are not out there
alone, There needs to be a continuuwn of care for
people who are doing the front line wmental health
work, which is really taking place on the
streets.

There can be no stronger voicoe than from
this Commission to kecp hammering awvay for the
need for every confercnce, for instancce. We just
submitted a proposal, NIMH is now taking money
which the American Pgychiatric Association had asg
a grant to tecach mental heaith prefeusiocnals.

That has now goune from & grant to beiuayg hooked up
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to medical ECTs, where tralning iy downe for
mcdical purposes, all psychosocial troaining has
to be done now in the context of medical
conferences. 8o we now get in a two-day
ceonference an hour Of pusychosccial training for
medical training. That is what is happening Lo
funding and resources, There is a wecaring down
of the funding anda the RP is for purcliy
psychosocial neuropoychiatiric stufi. That couliw
do the same thing with drug addiction, substance
abuse and whole addictionoclogy which we need to
keep very much focused on here.

DR. ROBERTS: Cther vicws because
as Mindy said we're getting towaydos cliosing
time. We have about 40 or 45 mwminutes. Things
people feel strengly about that they wouid like
the Commission tg hear?

MR, KESGSLER: This is & slignt
diversion and it's coming back to o few of the
things we tailked about this morning ausout
financing, but it's the will and the way issuc.
We always dance arcund the information or the
knowledge that it ig going to cost a iot of

meney. And it'us important, as lcaGaers in our
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'J 1 commuprity, and important to support the ieaders
-- 2 at a4 higher level, that to cenadble them Lo talk
3 about how much moncy it really is gocing ©o cost.
4 Not to nickel and dime us to death and to stowp
5 putting those little tiny bandaids on here and
6 there.
7 Another metaphor is we've golt a
8 Frankenstein that's covered witnh thece Llittle
9 tiny bandages, and he's lumbering around trzying
10 to stay upright. But the gluce is drying out on
11 those bandaids, ITt's getting soft and
12 wishy-washy.
[
13 I prought over =--
14 DE. RCBERTS: Lariy, tnat is the
15 most mixed metaphor.
16 MR. KESSLER: The San Francisco
17 model and the collapse 0f the San Francisco nodou
18 is a perfect lesson in texrms of tho kinds of
19 dollars, They just finished their task force
20 report, aﬁgHEE;I;_;:;ZEEEE-?E_EESE*EEZE_;QEE $310
— -
21 million £or the City o0f San Franciovco.
22 r-h‘__ﬁ*ﬂﬂ_——_—j;g?m;gggggS2 When vou say the
23 collapse of the 8an Franciusco model --
. 24 MR. KESSLER: In the scnse that
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it's not meeting the needg of the grewing
numbers, the diverse populations, the burnout of
staff, volunteers, other human rescuzce
guestions, and o on. And, yet, heyroe is & city
that has done, relatively speaking, & 10t more

than most other citics,. To take $310 million forx

P,

e S
i 1 X i p againsct Boust wnich
San Francisco and butt t up ainst Boston C

has one~-fifth the number of cases but 1/35 the
——— o ——-..________“‘-

funds. And that's what New York iu <oiny and

other places. They are not committing cnough
bucks so that there they are never off of home
plate. They ncver c¢cven get to firuvt, let aionce
second basec, because they never covoen plilan, they
didn't conceptualize, they didn't coves all the
laundry lists in some way o©ir anothor. They
didn't figure out how the circles intersect with
cne anothery and overlap.

But this is the kind of examplie of even
when you try to do more, it isn't euncugh,. it
won't do it, e¢ither. The %310 miliicn for San
Francisco probably is inadeguate, 1f they ever
found the moncy, and they are actually very
close. They're only 137 million shovt. But that

is more than moot states arce spending on ALIDS.,
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DR. ROBERTS: And what'y the
implication, Larry?

MR, KESSLER: The magnitude. We
really aren't addressing the magnituage here in
terms of actual doliars. Yet, we den't seem to
have a problem talking avout the magnitude of the
defense dolilars. If there 1 a new weapon
system, we throw around those numberc like they
were nothing. But when it ccmes to saving
pecoples' lives or leading Lo prevention, o0x
creating a defense model around AIDS, we can't
afford that, there's no way. And we've heard it
on the trail. The Commission hag heara £row
county commissioners, from mayors, fizom city -
council people, we can't talk in theoue numpors.

DR. ROBERTS: Are you cuggoesting
that =--

MR, KESSLER: We have ot to alsc
stir that caldron and put some firves undesy
peoplies' butts to get on with finding the
dollars, or at least understanding that bandaidgs
aren't working becausc the tendency aiways iu,
and we fed it, as Jeff vaid, we all made thosc

mistakes for settiing for less becauue even in
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our own minds we always thoudght thioc wou.d go
away by 19285 oy surely wili gu awvay vy 1980 arnd
those bandaids would have paid off, sut it hasan't
and they haven’'t.

And we have to sort of deas witkh that in a
kina of -- we need our own leveci i convergion

here to say let's convert the money tables, toco,

ana really talk about those big bucku. That'c
very difficult because that mecans mouzae doors yot
slammed in our face even faster. But it's parc
of the planning and part of the counscicusness
vralsing that isn't taking place. It's the otherwr

it is

(]

side of the compassion, the cash side o
fairily high. Very, very high.

MR. BATCHELOR: And th¢ human, from
the health care worker's side of 1lt, sc many Of
us, honest to God, weil, thie has got to be over
scon; surely they'll find something. e make
tremendoecus progress medically on AIDS, and, vet,
we don't have these great cures or pyxeoventions
vet. And people are just getting sc overwhelmed,
i'm sure the Commissioncers have heard that all
over the country, teoo, but those ¢f vy who

thought surely this would be done by now are cn
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the down side. Peoplae geot burned cui. That's &

great number o0f people to draw fronm, but we die.
You can‘t count on these AIDS victims to stand no
when vou need them.

It puts & tremendous pressure on tihe
system of volunteers and workers, people who are
working at rotten wages and stuff l1ike that, to
provide necessary mandatory sexvices,.

DR. ROBERTS: I hear cong ©¢f the
things you're saying is to some extenb 1t's been
the people with the calling who have, to sonme
extent, buffered the federal govermmont from the
conseguences of its own underfunding?

MR. DALTON; Subsgsidized it.

MR, BATCHELOR: These thousand
poeints of light,

Ms8, DIAZ: That was ong ©f ny
concerns in bringing up, Joe, vou weze out, the
demonstration projectys because really the real
¢ry around this country, not only ©f the fcurx
that are just about to come in with the roeouiis,
but of the new cnes that are funded, is what
happens after the demenstration? Whoere are the

bucks that will support the ugystems that these
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people identify in terms of gaps and resourccso

and the balance of prcfessionalis that we need?
And the answers aren't there. And scume of us arce
getting pressure not only locally, but in the
horizon when we say what i1s the rcal commitment
of the Public Health Service of this country for
service delivery around AIDS. It's just not
there.

MS. AFFOUMADO: I think it's
amazing that we're still talking about it,

MR. McEVOY: I had a recal
fundamental guestion, using the word early
intervention, we do 1t because maybe we can
cextend life. We aluso hear the fact that there
are some very interesting things we are shooting
for which in fact five or six ycaru uown the road
that people actually have a chance tg live
through this crisis. The guestion of where ig
our obligation to keep gquiet and not ailow people
te take an interest and maybe giving them the
opportunity of survival. Do we keep guiet and we
basically discard them? As a human being, where
is my obligation to another individuai to kecep

gquiet because it's a sensitive issue because
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maybe pecople don't want to funa it.

And we talked about the Machiavelliian
model, but maybe what we should do ic create cuch
an oveirwhelming demand that we bring the whole
country to its knees. Ana it's the other
extreme. I think for somebody who ic affected vy
it personally, some of it, it'ov nice to sit hese
and talk about the crigisg that loomu, but what
about the immediacy, sure 1 can talxk about my
life, but the empathy o0f really sce.ng what's
happening to other peowpic about me. Do I just
clese my eyes and say, well, aga.n, the system
igsn't there to advise you, so I'm not going Lo
advise you to get a test which might basicaliy be
the opportunity four survival? What obligation do
we have knowing what we have today te the
American people?

There are many pcople we talkoed about,
whatever course of action we take, tuere are
going to be poople who are unfortunately noet
going to survive thig, any route that we take.
What obligations do we have?

DR. ROBERTS: To thoue who arce at

risk?
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MR, MCcEVOY: Knowing wuaet we have
today, in many cuses, carly detection, carvly

intervention, there are¢ things that ¢an sxtend

life, and why would we be wanting tov extend lifc

because there is a posuibility of ¢oltimg through
thic c¢crisis because scientific evidence iu
telling u& that maybe in five or ¢ix yesars there
hopea.
Knowing what we do know, what cbiigation
we have to people to informing thow that taece
is a possibility that you can surv.ve this 1f vou
go through the various processes? P

is we talked about the social model, not aiways
— —_— =
do vou need necessarily to be tested to start
B o
qiiigpiiiigs for vourself that will heip. Good
nutrition, reducing drug intake, zeducing stress,
e ———
wfﬁhougﬂ&igiig the test. Those things publ vou in

— e —m

a good line to extending your 1ife.

The other thing is -- and that's part of
the social model before you go through teztiang.
The other issuce is5, one, you have been tested and
your T-cellis are in a certain range, it's proven
the pousibility you can extend it oven more.

What obligation do we have to put back in placce
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for people, cr do we nave noac?

2 | DR. O'HNEILL: There 1o uan attitude
3 I hear not in thisg voom vdut I hears it sort of out
4 | there and have for awhile is that whoa you taik

5 about early intexrvention, carly intervoention is

6 discussed, when you talk about the moedical

7 aspects, actual just medical aspecis of carliy

8 intervention, there is a scnse that uomeone that
9 is HIV positive does not, ig not, docs not really
10 have a mecdical condition.

11 In other words, we think of medical

12 conaitions that we are moralily compe.led to

®

13 treat, we tend to think, it's casier for us to

i4 think of things that are very cbvicus, like

15 Pneumocystis pncumonia or broken leg or something
i6 we can see, When we're talking about & medical
i7 condition that's just diagnosed on the basis o0f a
18 serologic test, in gsome minds that's a fuzzicrx

19 condition. And I think there can be o scnuse that
20 because that'v a fuzgzier conditicn, woe may not

21 have the same meoral obligation to trcat it o if
22 it was c¢learly a treatable, clearliy coumething
23 thét was an obvious, diagnosable to the visible

. 24 cye condition.
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I just think we have to be vesy clicar and
make no mistake apout it, that with what we know

now medically, that the condition of being
_—-—l—-_-'__-'!-.“‘

seropositive for the virus, for sowme peop.e, i a

. ) = " ‘ g M
medically treatable condition no different than
— ,._‘.—-—-______..——-—‘-_'-'_——__’_ —
any other medical conaition. And the anaiogy I

“‘--_.___ T ———

would make, I think that we have a tendency and
compensity to go around and say AlIDS is like this
disease, AIDS is 1ike that disease. That clouds
our thinking.

But if yocu take the example oi syphiiis,
for example, when you taik about treating
syphilis, we treat syphilis on the bacsis of a
serologic test, And somebody comes into my
office with a positive sceroiogic test for
syphilis, that is a treatable conditiocn, whether
©or not they have an obviocous digease.

DR, ROBERTS: Let me push you one
second, Given what's happened in Arizona and
Oregon in recent yvears where state funding for
organ transplants or other treatablie conaitions
has been withdrawn under the state Medicaid
programs, is 1t, where do you reach the

conclusion that society accepts the ebligation to
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treat every medically Lreatabie coundition?

I mean, it seems to me that wawu the
premise in your argument, that at Lcogt zome of
society's behavior is inconsigtent with.

DR. C'NEILL;: I om not really io &
position to make necegsarily an argumont, But I
want to e clieay that this is just speaking as a
physician, that thigc is a medically treatabie
conditcion. If wo ag a soucicty eieci aot Lo &
that, we ought to be cicar abocut what we'rce
electing not to do.

DR, FORSTEIN: I chink Jim raises

s

very fundamental guestion. It hay to dou with the
diffecrence betwecon being able bty hely peopie
learn what there is that they can do tu treat
themselves and get troatment for a cundition that
is a medical conditicn but for which there are

other than medicais treatments. AndG what it would

——

mean in terms of the long-term etihics of hoiding

out a test as the entrance to a system that then
—~— _

for many ©f tThe pecopic does not foliluw thrguygh

—

-
with what it would take to do what we would like
—‘-‘N'--.__ e
them to do.
\__________—--'-"""—-—”

I think if vou're talking about the

17
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testing, I'm not opposced te ¢ontinuing to ovifcy
teuting when it leads to treatment and, in fackt,
one of the things that we do best iu toc help
pecple use the test to generate trcatment and all
that. But I think it's also unethicali to say to
somepbody, since you're pregnant, go ¢oet maternal
infant care to increase the likelihoud of wvour
baby surviving, ovut there being no place for that
person to gao. Z think the dichotomy between what
we ethically have to do in one moment and what we
ethically 4o down the road have ot L be
censistent in some long-term vision,

I think it's just as cruel Lo say to
T

people go get tested, and then 1f vou're
\‘_“—-—__

positive, we'll pay for the first T=-ccll test to
'\%__-—-__-__.___-_—
tell you that you'ii be cligible for the AZYT that
B
J—
we won't pay for, anag this iz not for poople
"'h.-_-_-__._._""---_ =
without insurance. I have patvients That have
v"-—_--—
encugh imsurance to cover their T-ceiiu and

———

doctour's visits, but coniy B0 percent of their

e ———
AZT, none of their psychotropic medications that

they need, and they can't afford trcatment, even
"‘\-._._-—-_._____‘__________.-———— e ——
with health insurance.

Is it ethical for me Lo encouurage a test
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which leads to a recognition of a condition fog
which we have some Lreatments for Lo people? I
think that rather than take a kind ©f yes or no
view of testing, we need to always put in the
context of does the test enable a person to get
the kind o0f care that would facilitate prolonging
life, both in medical and psycheological way,

DR. ROBERTS: Isn't the iwscunic
implication of that, however, that you wind up
urging testing for middle class pegpic who have
insurance and whe can afferd care, BOL urging
testing for non-middle class people who don't
have coverage and cantt afford carec?

DR, FORSTEIN: That's cxactly what
we have done as a socicety, but no aifferent fzom
what we have done for cevery othecr meaica.
condition. I am suggesting we have & groater
ethical responsibilility to put in place basic
health care delivery system.

DR, ROBERTS: I wag asikling a
slightiy diffecrent guestion, You nod said ig it
ethical to urge peopls to have teste in tChe
absence 0f care.

And I'm saying to you until we

take care vf getting a different xilnd ©f delivery

181
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system in place, if you answer yes te the
guestion you asked, it's unéthical te urge peopie
£t0 have tests if they can't get care, docecgn't
that imply that we limit testing to the middle
class who can then afford to get caxc?

DR. FORSTEIN: I think that's
exactly what's happening. I th.nkx that's why the
emphasis on testing iuv a migplaced emphasic. I
think it shouid be on basic hecaith care deiivery
S0 everyone can bencfit for teiting.

MR. DALTON: The probicm isn't just
testing. If you secok at any given cazxly
intervention, there i1is something asout
allocaticn, AZT, c¢linical trials, fox thoce who
can get intc them. Insofar as we have the toolis,
how do we make them availezovle to evervone? But
assuming that Jim's point really waus a little
different, it wasn't at the level of politicg, it
was the level of an individual, I'mnm corry I can't
do anything to help you, help youzucerf until we
have X number o0f systems in place, cre you going
to say to an individual, I'm sorvyy, ¥OU Lhave a
fuli-blown AIDE diagnosigoc. As long as you'zre

walking around secmingly well, we can't help
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you, Or are vou going to help Zhom hcelp
themselves?

I think there i¢ a very concrote
illustration that Rona talked about voeusterday and
today. Except we're tallking aboeut pouple who are
somewhere in between thoese things, people whec are
HIV positive but asymptomatic. We acn't know
what to call them, 1ill oxr well.

Joe talks in terms of Creatmeats
available, but that is sort 0of true ©r not true.
Maybe there is for & given person treuatmoent like
Pentamadine until their T-cell count is bolow
200, but Jim says therc are other things you can
do for them to help them deal with things, like
maybe their nutyiticn, or having to think about
dying, or not having to think about that aione.
We want to in a medical kind of frame call that
treatment, otherwise we don't care about it.

This gets piaved out in the law, of ail

things. People can't get Medicald im variocus

J——

states unless they have an AIDS diagrnosis. You

can't gcot into certain parts o0of thoe cccial

service system until vou have an AIDE diacnosic.
— R o ——y,

It was a very kind of restricted image. There
e

ettt
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are a number of things we can du for peowlie shert
of an AIDS diaguosis, some of which may help them
from getting an AIDS diagnosis, even L& the
results are being Pollyannic.

iMs. AFFOUMADO: Could I just add
something to what you're saying becauvse I think
there is another piece of this, Foe wmany of the
populations that we are trying to provide “eariy
diagnosis and treatment", there arc a.so
populations that you mucst remember have not had
access to health care. So they coeme o usg with
many othcer medical probiems thait are not HIV
related, that have nothing to do with HIV.

For example, women have soeriocud
gynecological problems that are nct, that aze
exacerbated by HIV but have been preuscnt as a
medical problem for them before they were
infected with HIV. For example, chrounic PID and
candidiasis infections that are not LIV related.

Just tou give ycu an anecdote Lo point up
something very interesting that happoned at
Community Health Project, when we boegan pyroviding
medical assessments in 1985 of underinsured and

uninsured gay men and gay andé biscexual men of

164
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color who also were undoerinsured and uninsurzced
from New York City, for many of them i1t was the
first time that they had a compreheonsive paysical
@M arml. And we diagnecsed early conditionus fou
example, like muitiple myeicovma, wihici: would
probabliy not have sliown up in these people until
they were 40 or 50. And cardiac conaitiong,
hypertension, diabetes, forget about the dental
problems,.

Now, a lot of this is really a cvymptem of
not having access te heaith care. And I'm not
minimizing what Jim is saying pecauuve I clearly
believe in holistic health care and alteznative
ways o0f delivering services and se.f-help and ail
of these things that you're talking about. But,
again, I want t¢ try to biing vou vack te the
fact that these arc populations tunet have noet had
health care, and they are coming with a lot of
medical preblems, not just HIV.

So you may not want to treat them carly
ftor HIV, but you've got to treat them carliy fox
malnutrition and endocarditis, and hepatitis, and
chronic gonorrheca that hasn't been teecated, and

PID in women, because youy therapy. vour
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alternative therapics are not going to do a lot
of guvod for them 1if they don't get ticatment for
some of the things that have disseminated thom
health~wise that avye not HIV specific.

MR. DALTON: That'c pazt of where I
was going.

MS., AFFOUMADO: Pleacsce forgive me

tronyg on thisc "medicual nodeli®, but

i

for being =o
I think you have to understand that a.: of theso
things fit¢ into this package that thg
psychosocial and ail ©f these tnipngus {it into,
also "yvour body is a templie" kind vi idea.

DR. RCBERTS: I Hhear vou in some
ways saying that whatever we do about the
financinyg system, we have to do it ian a way bthat
allows these mulitiple neceds to be meot,

MS. AFFOUMADO: Abuociutely. And
not just say early diagnosis and treatment forx
HIV because even though AIDS cleaxly ic the
subject of this Commission, but that is oniy a
piece of it, It's again, this total
comprehensive thing that we've becgn trying Lo
talk about.

PR. ROBLRTS: Other pointue?
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MR, LEVI: There's sowmething, I
think a lot of this does come bocik to financing,

but when we do keep talkinyg about we anced all

0]

these scervices out therce, something even morze
basic is we need cur Public Health Scrvice to
acknowledge that even 1f they don’t have enough
money to do ail these things thet somewnere along
the line thig is their xyesponsibility. AnG when
we have an Asgistant Secretary for Hgaith who
tells the Congressional subcommittee that
providing care services 18 not the rouponsibility
of the Public Health Scervice, I think we have a
fundamental problem, particulaxly whon we have a
Health Resources and Scrvice Adminictration that
does fund community health contors.

If it is not the resgponsinility of tae
Public Health Service to make sure that adeguate

services arc¢ in place, not necescari.ly financing

*

those individual patients® care, but at lLeast

4

making sure that the structurecs and services azg

@

in place, then I don't know whose reuponcibility
it is. And I think that certainly one thing that
the Commission can try to do is remind the Public

Health Service ©f what its original intent and

kL
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...l
2 CHAIRMAN ALLEI: Weli, they'll say
3 it's the state's responsibility and the state
4 will say it's the county's responsibilility.
5 MRE. LEVI: I know that'c what they
6 sSay.
7 CHAIRIMAN ALLEN: And tihere is no
8 entitlement to heaith care in the United States
S of America, period.
10 HR. LEVI: And that's & pronienm.
11 But there i5 a responsibiiity on tne wpart of the
i2 Puplic Health Scrvice to heip provice carve

13 services for those who are inmpoverisuced.,

14 MS. BYRNES: And the logislative

15 branch believes the executive braanch has that

16 regsponsibility becaugse the legisliative branch hag

17 been the one that's been plecemealing the

18 response together that the Public Heaithh Service

19 implements, but it's been coming from the Hill,

20 not from the Executive Branch. Thect's partly why

21 it's so disconnected.

22 MR. BATCHELOR: It'e a long

23 history. I worked in Publiic Healtn Service ages
. 24 ago. When they started digsmantling tne PHS

188

COPLEY COURT

REPCRTING



hospitals, Bureau of Healith Care Dellivery, it
just got the Feds out o©f the rouie of delivering
health care. It was in the Nixon administyation
that this edict came down, "thou shait neot deal
with direct patient care",. It is not a delivery
organization, not the Feds out of -~ we'ire not
going to turn that around, I don't think, in the
lifectime cof this Commission, or mayde tne
lifetime of the pcecople here. But undeyr the
Constitution, basicaily it ends up boing the
counties with the responsibility to «weliver
health care. Ultimately, it folilowu down --

DR. ROBERTS: I hecar Scote waws
saying to yvou there is nothing in tho
Constitution which reguires it.

MR, BATCHELOR: But the
responsibility ends up basically at the county
level. And so if that's where Lhe rooponuivpicity

is going to be, maybe that's one ¢f tae places we

nececd to place gpoeclal focus on for tue gerviceu

area. If that's wnere the needs are ana iLf
that's where counseling and testing and eariy
intervention may be an entry point, tLiat's a

place to put spcecial focus.
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DR. HROBERTS: We have aogsout 20, 25
minutes left, Cther points that pecosie feel

1

strongly they want to put before us this

*-

afternoon?

T assume that youu guys, if we oend ten
minutes early, vou would just as soon ctazrt ten
minutes early.

MR. BATCHELOR: I cun vay scmething
clse, I think an important additiocmnas issue, the
ilssue is that peoplic with HIV dicease and AIDS,
the spectrum, can conitribute a let toe the pubilc
pelicy issuesg, the direct gervice isuues, et
cectera, et cetera. It's always unigrtunate, to
use the kindest of terms, when people with AIDRS,
as breoadly Gefined, arc the last to enter the
public policy arena and the first to be teid that
they are not invited, et cctera. Thoey need Lo e
the first to e invited because woe have a
perspective, while not the sole handile on the
truth by any means, is a valuable, anccessary
perspective, Without the inclusion of peoplc
with AIDS and othey peowple at higheoot rigk
groups, then the picture gets distouriced.

When CDC came up with its couanseling

190
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guidelines, which is an importuant isuue for you,
CDC i1s not reduiations, but guidelines for now to
train and how t¢ do counseling. Those aren't
regulations, but they have nad a proigund impact
nationwide on what states oy city or county
decides to use and include in their training of
counseleors and what their requirenonts ave fox
the job, in fact,. People don't know. Hew are

they going to find out?

S0 those guidelines aye very important.

Thay have changed over the yecarvg oc¢mewhat, but

the early ecewmphasis which came mostly from CDC, I

- T B S

gather, was focusced on sexual behavioy change.

——— —————

You just feund out that you're testew, Mo,
Jones. Wow I want to tell you aboul safe sox.
All Myr. Jores is thinking about s I think I'm
going to kill myself. His penis 1is not going to
arivse for guite sometine. That ponis represents

death to himnr. So now the counseling is changea

to focus a l1ittie more on living, on taking care

of yourself, on feeiing the behaviovy change, and
on dealing with the shock. But had wecple with

HIV disease and AIDS been includeca in developing

these guidelines, we would have said, uafe sex io
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not the issue today:; surviving this nowg and
learing to live with Lt is the issuc.
So people with AIDS and HIV need to be

inciuded in the policy and developnoni Process.
CHAIRMAN ALLEN: I want to make a

statement. There is @ person with AIDS on cur

Commission,. I think therce has bceon & real

attempt to do that. But as part cf Che

—

counsceling, I'm humored by the fact that somebody

-

comes in and tests poesitive, one of the first
-~

things they tell you is tu try to lower your
e—

stress level. I think that's ciraus.g.

MR, DALTON: I have oune othey
response. A lot of people put this nmecting
together. The percon who did the mout is
probably Jason Heffner.

But one point in talking about the
inviteed, someone in the conference calied and
said what about persons with AIDS. I guess tuere
was a talk about having somebody specific. And
Jason basically said that at the table therxe
would be plenty of wpeople with AIDS wine will be
here in their capucity like yours. Y think

that's what is important, There are vienty of
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people with AIDS working throughout cvery systom
that we've been concernced about, and they do¢ nced
to be involwved. In their professional
capacities, which are very much --

MR, BATCHELOR: In yeuponse To
that, since I am the gay man, I wi.l spegeak to
that issue, tuvo. There has been many, many gay
men in positions ©of power and authority and

responsibility Gealing with health care issuces

and dealing with AIDS who were very, veiy feurgyi
3 ,..——""'H_F. e

avout disclosing the fact _that choy
‘N\__________—ﬂ"-_
and, therefore, could not tell what they know

HEEDS

would be the whole truth. Many pcopice, I have
——
sat in many rooms with many of the poeopice here
for years and they didn't kpnow I wau HIV positive
because I was very rcasonably scarca to death to
tell anybody. Pcople who are finally out of the
HIV c¢loset, whether or not whatever other closcot
they might oxr might not have been im, but peoplo
who are out of that closet get a perupoective and
say it like no otheyr peopic rcally can.

DR, ROBERTS: I woulid suggest tunat

Walter has provided us with a very sobering note,

and I think a useful note in which to come to
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closure on thig parit of the meeting because I

think it's alweayse visky when one taiks policy,

financing, systoms, institutions, to lose that

orientation that Jim also tried to for us

on the individuals and what it's peoplc

to move through the procecss. And toe remenvey
that that's ultimately what the syostem is about,
ig the way in which it impacts poeopies’
individual experience with their own iives and
coping with it.

Just a bricef word of thankse to all of you
for your extroeme good humoy and patience and
tolerance over the last two davs. I've had a

very interesting time, and I thank you for your

patience in putting up with my occasilonal

attempts to produce a siightiy higher vate of
order,
Mr, Chairman, it's ali yours.
CHAIRMAN ALLEN: Thank you.

DR. &8T. JOHIN: My, Chalrman, so

much ©f thisc discussionr in the last twoe days has

centcred on our health care system in thce United

States, many people might be interested in a book

cailed the "Right To Health In The Americas",
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which is a comparative study c¢f heaith
legislation in Latin Anmcricuan and HNoxth American
societies. I think you might find it a very
interesting book. I'm sure it's availiable at a
nominal price from the Pan American Healta
Organization.

CHATRMAN ALLEN;: Thank yvou very
much. I do want to thank you foi vour time anda
wnat you've shared with us. It's guite a oit.
We feel, at least I feel vory overwhoimed oy our
task, but you'wve helped ciarify some of the
issues for us and that was our goal. And wanen we
get together, we're going to talk about it and
see what we need to take back to the full
Commission.

Everything vou said is making a
difference, and everything you do makxes a
difference, And, again, thank you f{or your
calling, agairn, as you go out amonyg tnc peoonle.
It means & 1ot to us because 1t makes «
difference o us that we know that yvuu're out
there caring. It helps our task, and we du care,
too,.

We'll do what we can te help stop this
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epidemic, as I know you ali will, toc. Thank

2 You,

3 (Recessed at 3:00 p.m.)
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COMMISSION WORKING GROUP MIETIKG

(Resumed at 3:30 B.0h.e)
CHATRMAN ALLEMN: Bagicu.ly, as &
wrap-up, we want t¢ hear what we feel are the
issues that coulid be helpful to Jeff in putting

together some notes, And this gesire is to b

6

comprehensive so he can put together some notes,
but our initial impressions of where we would
like to see some emphasis. And aise what we 4ida
not hear, Don's suggestion was cxcclient over
lunch. We also need te talk about wnat we didn't
hear and what needs to boe incorporatcecd inte the
ceport.

S0 anyone can start to say winait Lheilw
impressions ¢©f what we nceced toe Lncorgporate ianto
this 1s8.

MR. KESELER: Itfs a compiox

Ms. DIAzZ: I heard tne discussion
of testing outside of the context of a coatinuum
of services or a delivery syStem 10 just not in
the best intercst of our public. Anu Lhat was
repeated a number ©f times througheout the lagst

two days. And that sctually, I think, according

197
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to the gentleman this morning, may do more damage
than the benefit we expect.

CHAIRMAN ALLEN: Are you saying
that, is it testing or testing for early
intervention?

MS. DIAZ: No, no. Just plain
testing.

CHAIRMAN ALLEN: Where do you piace
the epidimiclogical test and the blind studies
and the home studies, family studies.

MR. GOLDMAN: Or even tests
designed -- one area we didn't cover which is
testing sclely and simply not for the purpose of
helping the person being tested, but for the
purpose 0f changing or affecting that person's
behavior to prevent HIV infection to a third
party. It's really not focused ¢on that person.

MR. KESSLER: Testing without
notification, either, we didn't taik about that.

CHAIRMAN ALLEN: Let's work =--

MR. DALTON: One thing that was
said today, in relation to Pon's point, I think
it was said by the keynote person, Marshall

Forstein, is that there is this sort of a sense

198
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of testing that is somehow magicali winen thcy taxke
a test and then they chunge their behavicyr, o
they get positive resulte and do the vight

thing. They get a negative resu.t gad increase
the vigilence, which 1¢ going in the othner
direction. Pecopie have a licensce to run,

And his suggestion was that's not true,
The testing in and of itself i3 not magicael and
doesn't alter behaviors,

We certainly can't walk away ficm here
talking ebout testing, it seems Lo mwe, aL a way
of changing peoples' behavior toward thnird
parties. In fact there 18 really nc bagis in the
literature for even believing that that happens.

We also did not talk today particularly

about testing for persons as far as blood

5]

supply. I think there are some lugsucy that we
need to address around that, including what kind
of counseling cught the Red Crosuy to e deing,
for example, and notifying the people who test
poSitive. What kind of referyvals shoulid they be
magKing? That'sc another igsue we Gidn't decal witn
here today.

I think the basic feeling was we Gldn't
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talk about testing for cpidimiologival purposes,
particulariy over famlly studics. But if we can
at least set those to the side, and there are any
number of issues ayryound that, aiuse, like whether
one should unblind stuaies, when in fact you
wositive,

should find out when somecne ig HIV

putting those to the side, now talking about
q—_-‘-—\__ J——

testing ostengibly for the benefit c¢f the peruoun

bééagﬁffiiigl— i1 did hear a stronyg messayge from a
lot of people, it came in differcnt forme, that
that kind of testing didn't make o whoie lot of
sense.

CHAIRMAN ALLEN: What wou':re
saying, for the benefit of the person in regards
to early intexvention?

MR, DALTON: In regaraus Lo
anything.

CHAIRMAN ALLEN: Sometimes there is
a benecfit just knowing.

IR, GOLDMAN: Why?

MR. DALTON: Al: I'm vaving isc --

CHAIRMAN ALLEN: Specifically,
there are peopic that just simply want te know

their HIV cstatus.
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1 MR. DALTON: Well, I'm just talking
-
2 about what I heard. I did hear poup.c say, I
3 heard yvou ask, are vou talking about giviag
4 people opticng. But in terms of a zrogram
5 designed to say ocut there to the wowrid at large,
6 go get tested, or in termy of haviang gcriozitics,
7 create incentiveus for testing whexre theuce are
8 some othey ways to uue money, don't <o that
9 unless you have in place a system of options for
10 people that includes not only medical kinds of
11 thingus, but social and support.
12 MR, GOLDMANG I walkea into thisg
®
13 meeting with a ¢onclusion on that igsusue theaet
14 nothing in this mecting changoed. I gon't know
15 whether that's becausc the ideology of the
16 fixedness of the conclusions or whether s not,
17 whatever.
18 But 1f wvou look at the triadé ©f outreach,
19 and I'm going to call foir the vake ¢l srgument,
20 I‘m going to call HIV testing a foym of outreach,
- .
21 I think i€ iz, ana you talk about access to care
i R At
22 or services, ana you taik aboubt what ('ii calil
23 training or personneil or staff, locte-oaii—dit
‘. 24 facilities, represent a triad. And there has to
el D
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1 be maintained a balance between that triad; that
2 the balance betwecn that triad is going to chango
3 over time.
4 At certain points in time in history, and
5 it could be a year thing, but esscntialily what
6 you have to deail with ig within a hundred dollarx
7 pot, how do you aliocatec that hundrod dollars
8 between efforts at providing facilitics, of
9 insuring access, and of doing outrcach. 1f you
10 put it all in facilitiecs, then the facilities arxo
11 sitting there and nobody is utilizing thnem. If
12 Yyou put it all inte outyxcach, themn you have a
13 tremendous demand but no facilities and you have
14 to balance it, and there has to be an analyois of
15 where the adeguacies are oveyr periodis cf time in
16 differcent communities, and within ¢ither, A,
17 periods of time and, B, different communities,
18 there have to e different ailocationu.
19 There ought to be somebody uwuiiting around
20 making a decision, that, gee, the prublem tais
21 year or the next two years is we wvcaliy have a
22 problem 1in terms Of accesu, We ought to scalc
23 down our outreach efforts until sucih time as we
24 beef up the system to be able to proviaue
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sufficient acceuiu. When we do that or have it

sufficiently in the pipe s that we ¢an see in

six months it will be availeble, then we ought to
go back, and 8¢ that maybe in ycecar ohne you'ie
talking about allocations of 20, 20 und 60, and
as that system builds up, then you move the
alleocations around in terms of the Guliarc.

CHAIRMAN ALLEN: So you'ie tasriking
about two things, at least I heara, »ut
distribution of funds, a juutifienle dictribution
of funds, and that airso includes pluanning, and
what the heaith care planning is what Al said, we
necd health care planning and locals, and then
the distribution of fundgu.

MR. GOLDMANG: Right., W®What the
problem is, as I see it, in terms o©f the federal
government is that the CDC is gitting there with
a function o0f prevention and ocutrcuach and
surveillance, and that just deals -- access isn't
mny problem, it says. Then you have an AIDS
proegram office that I thought theoretically is
supposcd to deal with alli of the d:fferent
agencies dealing with AIDS and HIV infection and

it's being able te say to CDC, hey, there is an
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accest problem thic yeary oy in the ncecxt year or
two; some of the monies ought to be shifted from
CPC's ocutreach efforts in order te boe shifted Lo
HRSA to provide the cdadltional funoeing for thiu.
In a rational system, that's the way Lt
ought to work. Ana I sece no reason Lnat we as a
Commission shoulidn't ve advocating that.

ME., BYRNWES: But moz¢ wt a leccecal
level because the f[ederal government can't say in
LA this is the case and in Ccuncecticut that's the
case, The locali communities need to o¢ saying
thic year access is a real prob.icow fox uwu. We
want to use our dollars that way and we'll make
determinations aoout the alicocation within that
total pie. No meonies go to the the localiticy ao
a total pot £¢r communities to identify wiiat
their pavticular necdu or priorities are, and
testing shouid clearly be one thing they might
want to consider, but in terms of whoere that

community is at and where the proedom.nance shoulda

go.
MR, DALTOMN: But if tho colliarg
come from CDC, then it's églng te be tilteatﬁ
D CHAIRMAN ALLEN: And testi;; has
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been federally driven and services have been

\““‘*———11f65¥251n1y iz not a form oi cutreach ia

education 1is outreach. Some people said, no,
""-.___‘__‘_.___._,_.—-"'-.__

you also talk about HIV testing. ¥ think it

varies somewhat from subpopulation to

locally or state driven.

MR. DALTOWN: Just a picce of what
Don said, which is whethesr or neot tegting is an
aspoect of outreach. Iy seems tou me there was a
fair amount of talk about that today, and
certainly a falir number of people took the
position that it's probably a mistake to think ot

\-_--_-_-—-__
testing as a form of outreach.

—_—

—_———
.. . T

every comnunity at every time. Some people sard
——— ___\——_‘_‘__-_-‘.—-____-

outreach is when you'rc talking about something

that matters to them, and as parst ¢f your effort

subpopulation,
Apart from that, I think that tegsting ig a
dangerous form of outreach because it tends to

put people in a position of having & potential

record, ascuming it's not anonymnous, of HIV

T ——
status without necessarily attenaing to tae

_____-_—_‘_‘-‘-_‘—-—-h
social conseguences of that. it particularly

—— b
puts people in a position of having the psychic
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faliout of having »necen tested without necceosarily
having in place counsceling and cupposrt groups and
that sort of thing.

And what I hecard a lot of peosie say here
is what's important is counseling. Phat sort of

-
testing without ccunsc¢iing is not a gyouod thing.

If the only way to get counseling io, with -&j;
T—
testing ilinked with it, then that's thke case, b%mﬂrt*
~— —_— -
yog_ggiii_have to be careful that thoe point of
T —

the testing is not just Lo get the bleod to do

e

epiﬁifiiiogical studices or in ordes Lo track

partners, which is back to Don'u poiunt, So fax

as this is driven by CDC, it's driven by the
degsire to track partners and count bodics.
And what I heard people say today i3, hoev,

let's talk about counsecling. Lﬁjii,&b\gz

MS., DIAZ: But more than that, d%){“
standards for that counscling becausc CDC to{iﬁliﬁ%ﬁi%
would not teli you that they reailly have
absolutely excellent ways of disscuinaeting some

kind of counseling resources,. But au Jill id,

v
o

she's never been asked what is the guality of
that counseling, who is doing that councel ing,

how much time is being spent on tnat counseling.

COPLEY COURT REPORTING



Someone mentioned briefly today tnere's
probably more contiol in terms cof prouuctivity
standards within the 330 community-basca

ceonters, So I think that if ycu just came ocut

and said, our rccommendation has saia we recally

think ccunseling was basically en esgential
component of any program where tecting might be
given, that doesn't do enough in terams of the
guality ©f that counseling, who is doeing it, and
what are the minimai standards foz it,
19
MR, DALTON: They can ¢g¢ to ’%ég C%D ]
Phildadelphia and see how many peopic yc’m‘Zg’zjﬁr-\(%%}d/c21
seeing. If you're spending too much time, they
ought to be equaily able to crxeate nechaniegms for
assuring gquality of time.
iMR. GOLDMAN: I think tiat HIV
testing is in fact a form of outreach. You
certainly don't want to give AZLT to peoplie who
are not HIV pouitive,
CHAIRMAN ALLEN: Form of outreach
for what purposeae?
MR. GOLDMAN: Access Lo care. And
the other point I wanted to make i1y that when

anybody is talking abcut counsceling, what the
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devil arve they taiking about abecut counseling?
What they are taisging about coungcaling iuv rigk
rveduction counseling.

MR. DALTOW: No, not tyue.

MS. DIAZ: No.

MR. DALTON: That's what mavybe CDC
is talking about,

HR. GOLDMAN: That's wihat CDC ig
talking about. And tne kinds of thiangs you're
taiking about in terms of the cocieal, 2ecgal
discrimination kindg of rcsponsesg are nothing
more, I think, or can be effectively ana.ogized
to simply side effects sequellac of the process
of access o the system that the syotem, L it'u
done right, must include within it the capacitiy
to help allieviate, ameliorate ovr ciiminatce. Anc
that's of the system, which meang the system
would include that you're taliking avbout acecess Lo
the kind of psychosocial care that a person wio
is advised that they ase infected with the viruo
needs and reguires, whether it be cogistance in
cbtaining some forim of cotherwise available public
benefit or in optaining AZT oy in obtaining

appropriate counueling, if you'yve lLouovking abt it
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from the perspective 0f tChe patient Ln terms of
that.

And who are yvou going to provide all that
bevy of services to? The services of making sure
they are on Medicaiu I1f Medicaid is available, ox
making sure thcecy have access to housliag, how are
you going to define the population that that
system is g¢going to scrve, except those who arce
infected with the virus and how arc you going to
determine who iy infectead by the virus without
doing a toest? S0 in that sense it's part of
cutreach.

MS. BYRNES: It secms to me that
there is an agreement of that, and ceuid we cne
of the things that the group could say iz that
maybe people always initially thought that it waw
coutrgcach, but that clearly among the gioup OfF
people who were here, there wasn't aygrcement on
the fact that testing was the first step of
outreach. In fact, it was step 4, 5 and 6 for
some people, and that Cutreach would be teiiing
pecple, A, this isg where yvyou go £0or kasic hecalith
care services; B, did you know that in fact there

even are therapies or treatimments for HIV, that
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it's

want

what

at all.
did other people. I think an intercuzing outcone

of the meeting was there wag not acgicemcent on

that.

to go with D, and that's where outreach beging,

consideracion ¢f the test.

what people mean by counseling, nct to €DC, but
that's
what we think counuseling shouid mean and the kiad
of counseling that must attend aii tecting.
Cutreach is obviousliy a mischievous Lerm because

outreacn for what?

subject in ouy reports, we need Lo e rathoer
clearer
cutreach, which have multiple meanings ana are

ampiguous, and terms like counseling, Whatever

conflict appears would digsoilve 1if we just took

not a pure death sentence; C, way would you
to conslilder getting tested or GU you Kaow

the tests are.

210

I mean, I don't disagree with your point

You clecarly feel styengly about 1it. So

CHAYRMAN ALLEN: Anu I would like

MR, DALTON: I think @il of this ico

why it's important to put somne content of

So in terms of our own tarxking about tho
3

about what we mean by terms 1ike
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the time and sort of specify.

CHAIRMAN ALLEN: SO wouid you
suggest Jeff work on a glossary o scme soxrt?

MR, DALTON: HNo. Aii I wmean is
maybe we'll use words other than that. What
often happens ian the law 1s you ditecin the terme
that become encrusted and ambigucous anua fing new
terms.

CHAIRMAN ALLENG: 50 what wouid yocu
sﬁggest ouy recommendation be, thig isn't harda

and fast, but the direction of wur rocommendation

for the counseling?

MR. DALTON: Actually, &L thougyht

that Mindy Domb had a wonderful. thing, I coula

tafce it right off of the court repostes's tapeo.
MS. BYRNES: And Jilk, too,
artic ated about four cor five thinga.
ink opng impoyrtant

thing I heard, particulariy yesteraway, 1is thnat

counscling and systems of support fozs those that
choose to be tcecsted or not to be tested neced to

be localiy and comnmunity-based dyriven andéd may
——-'-"-_-"""--..._.—-—-—-——_.___________

repregsent a whole variety of configurations ana
-—-'"-_-—H———-'—"""-—-_-—————-_._____________.——

are not necessarily tied to strucituxes but rathey
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to supportive mechanisms Oy microcusms within L/////

e —————

—_—
cach community.
I

I think I heard in respect to counseling

that necessarily we're not'talking apout
counseling that would occur at a wpecific gite
connected to testing, but that counsciing about
the test might be avalliakble in numerovus different
settings and not necessgarily needs to be tied to
a facility that is testing.

MR. DALTODN: Right, They taiked

about going tozggff:%ie

n
MS, DIAZ: OCr street.

S'

MR, GOLDMAN: I think, may I
suggest that I've always thocught in my mind ana
maybe that's not a good way of degsciiving it, but
I've always thought in my mind the Gifference
between heaith education and counveiing ie¢ that
health education isc directed at a wider audience,
whereas counseling is esscentially ounc-on-ovne kind
of thing when you're talking about giving
intervention.

If what you're sSuggesting is tnat befcore
we talk about HIV testing, before we talk about

counseling, we ought to be taiking cbout health
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education, then I think that you'rc absoluteliy
right.

M8, DIAZ: As a healtin ceducato:,
may I speak about the virctues o0f heaith
education? Basically what we intend tc do in
health education is benavior chanye. We have
identified a positive behavior changece. For
example, stopping smoking. The Lealtn educator
in w%ﬁé%? audiences wouid give you the benefits
as weli: as the detriments of continuing to znoke
and so forth.

Within the arvena of counseling, bagicalliy
we heard today and yesterday that the person
might be presented with the options and
conseguences, ag you said, for, in tuis case,
being tested and not tested, S0 we are not in
any way pushing it, a desired outcome, which in
health education we are, because we are trying
necessavrily to change behavior. That is how I
see the difference.

CHATIRMAN ALLEN: In the scheme of
ail that we heard today, what proportion of the
enerdies that our workaing group wants to

concentrate on counseling, and for Jeff's
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understanding, 4o you see that asg vne component?
What are the other issues?

MR. STRYXER: You might sort of
lock at =ome models of counscling. Someone way
speaking of genetic counseling. When Eunice was
speakiny I was thinking ¢f the notion of vaiue
free counseling in genctics, that a c¢ounselcy can
just present all the numerical ainforuaticn and
let the couples so0ort out between thomuscelves what
kind of choices to make. It used to be a fairly
fetching model.

I_think

cople more and more rgealize that

there is a lot more to the counseling dynamic.
o ﬂ‘q\-_—)
And there was some taik around the taplie about

offering testing as an option versuy a coercive

— ———

e S,

setting for doing that.
__-'--.-_.-/

CHAIRMAN ALLEN: But do you sce

that happening now? We don't counsel like that
with giving the person the opticn oiff how to live
their l1ife in this issue,.

MR, DALTON: Whnat =-=-

CHAIRMAN ALLEN: I'm vaving the
mentality of the counseling, of the behavioral

change, these are the options, It's not vairue

214
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Y 1 ireec.
wd
2 MR, GOLDMAN: But that's because
3 the purpose of the cocunseling is not toe help the
4 affected individual but to change that affected
5 individual‘®s benavior for the bencefit of a thizxd
6 party.
7 CHAIRMAN ALLEN: EBExactiv.
8 MR. GOLDMAN: And I'm 20t sayving
S that that is necessarily wrong, but I'm saying
10 that's not what's advertised.
11 MR. DALTON: Let me adda to that.
12 It's either to have that individual c¢nange his or
13 her behavior £f0r¢ the benefit of a third party, o0
A
14 to put the "counselors" in & pocition of
e =
15 informing some third party. It secns to me
16 that's what CDC and soie obhexrs mean oj
e g mean oy
17 counsel ing.
Nt
18 Now, in terms of the folks arocund this
19 room who do counseling, that's not what they
20 mean. I guess my thought, Jeff, ic wather than
21 starting £rom models down, there iu writiang out
22 there about what peovie who arc counueLors axre
23 doing. I mean, thaet i1u very HIV specific, what
. 24 do yvou do when someonc walks through vouwr door.
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And in --
MR, STRYKER: I was warzticulariy

disturbed Dy what the CDC official had to say

{1

about "we can't have a counseling cow®, as if we
needed a Fed in the room with the twoe people to
know what'’s going on.

It seems like there should be some basic
empirical indicators. I hear a loi of pcople
still getting their test results by mail, and
there's this old saw by now with CBC, o©f course
we're in favor of pre~- and poust-test counceiing,
Well, no one has guitfte set cut in terms of what
that means, do you get your tests throe weoeks
later, in person?

When I was tested and coungoeled, our pre-
test counseiing was in a group of 75 peoplae, You
came back & week later, you got youyr rosulis.
They read out your date of birth, whichn io
horrifving, to use as a nunoces so thalb everyone
knew how old wou were, which is worse than
whether you weire positive 0r not, and themn you
went down and got your results,. And vou could
tell, it's a small town, and you c¢cuire tell

whether pecple were positive or negaitive by how
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guickly they came out of the coungeicgr's room and
in what shape.

So here iz a model of an ATS unonymouds
system where everyone knows each othei, and
anonymity is out the window. But cThoere arc
certain benchmarks, in terms of becing counscied,
they could be telling us as the test wmoves ocut
into a test system into an STD and fawmily
pPlanning clinics, how io this working.

MR. DALTON: There are dany numbor
of things we could say ecxplicitly apuut that, or
navybe we want to create a mechaaism ¥or someone

else saying that. I think we necd to find out
e

L

what the CDC's ccounseling guidelineos are insoiar

—_—
__-_“'———_._,,._.————'—*_*‘__\)

as some exiust,

— —————

ME., DiAZ: For both.

MR. DALTON: For potin &87D e¢linicyu

—_—

and alternate test gite clinics and cec if they

L

— .
r'-_'_"—'_-—‘—-—-————.—.__ ] . el
are the same, and see if some of them are at a
T ——

level of generaliity that it allows wvi this range

of what happens,. -

e

MS., DIA%: It's & state deocision
and a locai county Gecision as to hoew that is

implemcnted becausc thore are actual.y pLlacoes in
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that meets certain standaras,.

218

the country where the pre-~counseling is done by
————

——l

w&i?o. smail ten-minute videos.
______ R e —— e —

MR. DALTON: One step ic to find

out what the CDC is reguiring at the federal
level anda what their explanation is fcr the
division wvetween them and state and local in
terms of who dictates ceocunseling, to igck at
what's happening in the sort of better and wozse
programs and make some recommendaticonse about what
the guideiines ought to be that can ve
implemented at the federal level.

It seems to me that the CDC can c¢oendition

e S
its moncy for ATSs and STD money on counseling

_—

—

S, BYRNES: So, Karlon, I'll write
to you and say, yes, I did it.

MR. DALTON: I agyree, and we ought
to focus a bit on monitoring. The bit about the
cop, they have cops in Chicago, appasently. I
mean, in Philadeiphia, seeing whethe: people arc
spending toe much time on counscling,. It seens
to me they can have the same kind of cecp, 1f you
want to call it that, figuring ocut whcther

counselors have been trained. Certainly vou can
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have the werification of tnat, and what xiand of
training.

CHAIRMAN ALLEN: I alsw think, I
don't know if that passed us by, but when we
write CDC to ask that gquestion, I have sone
cthers for CDC, but your point was well made of
ATSs and STD clinics., What is hapgpening in the
ATSs, but what are your standards in STDs for HIV

counseling because we're shifting the money.

MR. DALTON: I think we shouid also

ask them what was the basis and what was the
T T T——

information base on which they maue the decisions

- —_—
to stacrt pushing in the direction of STD

clinics. Was that based upon evideanve of the
'\‘——_.__
capacity of those clinics to 4o ceounseling?

T —

MR. GOLDHAN: I think they paid
that wag the basis 0f a veiief that they would
have a higher head rate theroe.

&, DIAZ: It's deeper than that.
Something that didn't come up is that nueh of the
AIDS progrum money within CDC has shifted in the
last year under S8TD. I think that vou have (o

understand that that in some way could be tied to

a decigion to beef up the particulay HIV scrvice
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1 within STD clinics and other --

2 MR. DALTON: Insofar av we got an

3 answer and it was implicit, it waos that we will

4 get a higher rate of people who aze HIV positive
5 there and presumably then we can locate more

6 partners and somehow encourage peopie to modify

7 their behavior to protect third partics. But it
8 had nothing to do with the fact that STD clinics
9 could provide counseling or referral.
10 All I'm saying is that I think we need to
il get from CDC, to have them document their

12 perspective on what this money shouid be spent

13 for, so if we say it should be something

14 different, we can articulate differcnt from what.
15 DR. ROBERTS: I heard them say

16 something a little different. I heaza them say
17 there were diffecrent populations which were

18 accessed througn the different groups. So it's
19 not simply the total number ©of peopie, but it's
20 sort of spreading the testing around so that we
21 hit different, I'm not defending it, I'm just
22 saying if we're going to characterize their point
23 of view, it wasn't just the hit rate, out 1t was
24 who you hit.
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MR. KESELER: It waw aiuoc & siting

T
:)J
o

citing issue. When tney nceded to ciapand
ATS, the next layer that was obviouws were the §TD
clinies. BAnd they didn't have the sliting
problems that they dia have on the fisst zound of
ATS sites,

MR. DALTOW: Let me toe.l you where
my concern comes from. Jilli mentionea she had
set up an ATS system and it was there when

pressure came to switch HIV testing Latoe STD

clinics.,. In New Eaven, Connecticut the 57TD
-

¢linic¢c and alternate test site clinie were in the
same building, two woors apart, in tue Health
Department, I might add. We're not LaikKing about

siting issues, we're not talking aboutbt diffezent

populations particulariy. And in theoe STD clinic,

o — -

there was virtually no pre-test counseiing

ey
-—

essentially, and truly minimal post-test
ittt AL~y

—
counseling, n¢ refcrrals.
__-—-'—'—'_"_"N.w
The wpeople doing the work werc not peopie

who came over from the alternate test site ox
people who were trained other tham a day's

training roughly on HIV, and it wags Just an
\-—_‘—‘—-——

——

additional thing to the laundry lict.
__"-'-\-_-_______,_—'
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So that at leasiti in that parsticulacr
concrete example, it seems to me that the
justifications, that we are tcasing cut what waos
said by this CDC repregentative, couidn't
possibly have played out. So it lecaves me, not
that one cxample alone, willing te be skeptical,
shall we say, about tne rationa.e.

CHAIRMAN ALLEN: Juzt to stop for a
second and say we've got about thirty minutes
until we need to c¢lose, I know some ¢f you have
planes.

We have concentvated a lot on the
counseling issue. I want to make vusre we geg
everything we want, to emphasize it.

DR. ROBERTS: I have to leave. I
just want to thank everybody pazxticu.ariy for
putting up with my efforts to simultanecously give
you as much of the time you wanted and to telil
you how much I enjoyed thigs.

CHAIRMAN ALLEN: We have taeliked
about the counseling anda CDC.

MS8. BYRNES: And I asgume that's
like Section No. 2 of whatever the size of this

report is that we talk about the dicagseement o
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at least different points of view abeubt wnether
to test, where tests faults on the continuum,
whether or not it's the first step or third
stew. But if you choose to teshk ©¢ in auay
setting wheore testing cervices are provided 9o
where HIV oxr AIDS serxrvices are proviaed, this is
what we understand counseling should cntail.
These are the components and thoese are the
standards that should be in there. Does that
sound =-

8. DIAZ: A bit, excepit don't
negate the fact that it was said thaet counseliag
about the test can occur outside 0f the acency.

M5. BYRNES: I agroo with you
completely on that.

CEAIRMAN ALLEN: That's good.

M8, BYRNES: Separate L£rom the
test.

CHAIRMAN ALLEN: And we''ve got
Don‘s triad,

M8, BYRNES: Qutreach accaeuo
facilities?

MR. CGOLDMANG: Yes, and 1 don't mean

the kind of education outreach. T mcan oy
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outreach patient ildemtificatiun in terms cf who
was going to be proviacd the broaa outray of
servicesds.,

ME. DIAZ: In religicous terms,
evangelismn.

CHAIRMAN ALLEN: One of the things,

I'll just chime in onc¢ of my concexns, ie that of

.-

HRSA and the defunding of HRSA. Theiz evaiuation

-~ - - ]
component of their demonstration yrants, what aze

e —

: . " N T —— o
they evaluating, whether they workeda, whether the

————

e

money wagc spent properly, wnether the HIV
T __"‘——-.3

infection wate decreased? I would 1ike to sge

_that --

MR. DALTON: Whaet is it that'u
being defunded, what kinds of --

CHAIRMAN ALLEN: Weli, T don't know
if we can do it outside 0f ayocncy tLerlb.

MR, DALTON: I'm asking, they can
switch around what HRSA does as against any othey
agency. But implicit in what you're saying is
that there are certain kindg of secrvices ox
certain kinds of zsomething that'sc beling devalued,

CHAIRMAN ALLEN: Case management 1is

being devalued, health planning. 8¢ axi of thesec
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MR, DALTON: What eiuc?

CHAIRMAN ALLEN: Home care, AZTD,
What else? There's some otheors. L'1X hnave to
think back. But I want to get the pouint acyicsu
that here we arc without substance with early
intervention, and we'ye cominyg up witir thig

messaga. i think we need to ask ERSA some

guestions.

I've got some guostions I'm gouing te send
to them and their staff. I£f you have somce
gucestions for them, mayvbe we can get back and
incorporate into scomoe type of format fox
recommendations. But aluo in relaticn to CDC,

MS. DIAZ One of tune things I
recommended to cur newiy-formed HRSEA advisory

1

|
6]

group 1s that we might want to Lok at t
results of the first four demonsiratlon projects
and some other mutual issues of concoern detween

the HRSA advisory gioup and this subggooup o0£ the
Commissgion, and they were very much in favor of

doing that. So we. don't have Lo ¢gu Zhroudgh sceme
c¢f the same --

MS. BYRNES: What i1g the timge ilinc
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on that? When do they expect that ongoing
evaluation to be completed?

MS. DIAZ: The threc years arce up.

MR, STRYKER: There are case
studies, and we provided the LA case study beforxe
the hearings. Those are available for ali fourx
cities. They tend to be descriptive rathexr than
analytical.

MS8., BYRNEGS: Is that it?

MR. STRYKER: That's ail that I've
seen.

CHAIRMAN ALLEI: X Qon’t think it's
there.

MS. DIRAZ: Ho, there ase ceyrtaln
commen denominators. For example, what Don is
asking abcut is how a community hac been aaole to
be integrated in ongoing planning for EIV iso
definitely an evaluative part of thosc
demoanstration precjecis.

In other woyrds, 4 community btuat wasg given
a HRSA demonstration grant and was not able to
get their act together and coming and identifying
needs, identified gaps and what it ncedy in ternms

of future financing has simply not done the job.
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CHAIRIMAN ALLEN: Well, from what I
underctand, Larry, you may have scwme ingignt into
this, first off I do¢ know this: That HRSA i3 now
going to fund 16 to 18 cut of the 25 they
started. And there is not really a ¢Lear
understanding of who or what critceria they axrce
going to use for that funding; and that many of
the demonstration moncy that went out has not
been that effective,

It seems that =-- have you hcarzd this?

MR. KESSLER: No.

CHAIRMAN ALLEN: Like somne of the
RWJ grant money that went out that tried to get
up casc managemecnt around the country, svme of
those were dismal in the response, But L'm
curious of the evaluation tool, i'm cucsicus,
along with moving in the HRSA gquesticns, is what
are they going to do for states. I{ they aze
backing off with thisz demonstyation money, who is
going to pick up the bali? Who is going toc be
the technical advisors to the statec and the
local governments? The person coiiine in fiom
Misscuri that 1s head of HRSA, pbecfoze he got

there was state that said HRSA needs Lo got
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invelved with states, but HRSA says, no, that's

noet our job.

MR, DALTOMN: Just wnat ig --

CHAIRMAN ALLEN: The
community-vpased organizationc that are gouing to
be funded, they arc backing oféf. Wne i going to
pick up that ball? Wheoe ic going tu make sure
that's geing in when there are block grants going
to the statcs and counties? There's not any
strings attached to that, but therc izn't any
technical assistance to advise thewn ¢ helyp thom
assume the HIV lecads. You can't monitor block
grants becauvuse it's given to the states,

Can yvou monitor 1t?

MS. BYRKES: You shoula ke able to.

CHAIRMAN ALLEN: You should ve able
to, but you don't,

MS., BYRMHES: We don't do it in any
biock grant program, but it's certainly possibic.

CHAIRMAN ALLEN: Exoct.y. That's
where the problem ig there.

MR. GOLDMAMN: I think theoretically
it's a requirement on the part of tne state to

give the Feds a plan as to what they ave going GO
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1 be doing with the moncy but there's ne way the

2 state and the Feds have any autacrity to say we

3 don't like what you're doing. I gueus I count

4 health care monies to pbuiid, fcr the state to

5 ouild a space --

6 CHAIRMAN ALLEN: But how that's

7 utilized, HIV i¢ not a part of thai plianning

8 process, So that is some of the things that I

9 think that I would like as a working ygioup for

10 the Commission to write HRSA and say we would

11 like some answers L0 these gquaestiono,
12 And I think that we also have to ask some
13 guestions tc CDC, not only about cuunseling but
14 do you feel that this is an ethical responose to,
15 an ethical endeavor t¢ advertise cuviy

16 intervention if the zervices aren't therco,

17 MR. DALTON: That scoms to me iike
18 a profoundly unproductive thing to do. Let ne

i¢ tell you why. I think asking somecbody whether
20 their regsponse 1s ethical, nobody is going to say
21 my response is unethical.
22 CHAIRMAN ALLEN;: Dkay. Let's
23 rephrase the guestion.
24 MR. DALTON: Secondly, 1 think it's
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d mistake tec try to get CDC to criticize ituelf,
however you frame it. If we find frem CDC what
they are doing, we are in a position ¢f maxing a
judgment about whether it's good o0z »ad. That
iz, we are wperfcctly capable of saying that
advertising eavly intervention without having
services in place is a bad thing. Woe aon't need
them to say it.

CHAIRMAN ALLEN: I stoand
corrected. I feel iike a sense of urgency that
they are about to come out with this in two
months. So there is that senue of wait, stop,
iook and listen. But you'ze right.

MR. DALTON: Let's talk about how
we do that, but I'm suggeosting youir particularx
procedure ius not the way to do it. Let's tailk
specifically about that. HMaybe as fur as the
1990 America Responds To AIDS campaiyn we should
ask the relevant government oifficials to come to
our meeting in March, the full Commission
meeting, and to show us and to have an exchange
there which is pretty gquick in the scanemc of
things. And Maureen hasn't fallen over yect, oo

it seems to be within the reaim of poussibility.
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It seewms to me the guestions wut tu CDC
are much narrower than that, like whait are your
standards for the following. For cxampice,
earliey on in this meecting we gtartoed talkiag
about standards for labs, the differcat kinds of
tests,., One thing that I would at lcast Like to
know is 1is there a role that CD{ can perform
better in monitoring what it is that labs do.

M8. BYRNES: I think Doctoxr
Konigsberyg wants to lcok at that issuve when he
looks at all of this stuff in the publiic heaith
context. So you may wamnt to ask tace €DC -- this
is an informational thing.

CHAIRMAN ALLEN: I juii want to, asu
a point of clarification, yvou're not disagieeling
with the content; vou'ire disagreeing with thne
strategy, 1s that what I hecar you saving? The
content of saying we've got to deal with the
America Responds To AIDS and the carly
intervention mesvage, you agroe witn the
content. You're saving the strategy you would
like to sece different. I agree. Instead of a
iletterxr, yvou want to say --

FiR. DALTON: Weli, if we're going
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A 1 to write a letter, I think it shou.d be different
b
2 than that, but I think we should bring it before
3 the Commission.
4 CHAIRMAN ALLEN: Anyining eisa?
5 Those are my issucs.
6 MR, KESSLER: In termys of wa
7 started ocut earlicy about listing oose guestiong
8 we didn't deal with, did anybody say that we
9 didn't deal with the whole question ¢i teoting in
10 the militaxry? I see that is peing wifferent than
11 testing in the civilian population, wviightiy
12 different becausce of the reascns, Lthe actual
@
13 stated reason isg daifferent than provoention,
14 MR. GOLDMANG: We really only
15 discussed at this meeting instances L0 which the
16 stated rcason for the testing wao i a context of
17 care 0f patient being tcsted. And alli tiae other
18 issues involved in testing, whethey it be blood,
is military, prisoners, immigration, proevention,
20 risk reduction, behavioyr changes, partner
21 notification, issues ¢f name reporting Lor
22 purposes of partner notification, we neveoer
23 discussed.,
" 24 MR, ETRYKER: I have a littie bit
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cf concern bescause we hau some people who weren't
able to come, we did not try and stecs whe was
arcund the table. But it secms like part of the

consensus that what our moderator wWay nervous

about was an artifact of people froem urvan

centers who had a lot of agreement cibout what

they were up to.

My sense is that the taesting juggernaut is
really picking up speed, whether iit'ys the test
moving cut of ATS into other sites, vy phyvsicians
wanting the test to be incorporated more as a
standard battery cf tests and treatoc moic LTike

CBC or other normal »lood assays, and partncr

notification. I think HMarshall, o0f a.li the many

T

metaphors we wore treated te, I thinik Marshall'sy
cne of the test as a lightening roud I think is
something we have teoc face as a realliy because
it's certainly a focus ©f a lot ¢f legisiative

action, and it's a focus of & lot vf pubiic
health strategies and some stuff wo didn’t get on
the table.

I think some 0f them arvre already loogse

issues. Whatever the raticonalce mehind the

military issue ig, it's underweighed and there'y
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not much you can do about it cxcept Lo learn from
it, maybe. But there are other featurces of
testing that we weren't able to take up.

5. BYRNES: Again, thosce thingu
will be helpful, I think, tc some 0f the issues
that Doctor Konigubery wants to look at in
helping him identify what are the icusues that
perhaps could be discussed or looked at in
another context.

MR. DALTON: Could you tell me?

CHAIRMAN ALLEN: In whut form?

MS. BYRNES: Doctosr Kunigubery very
much wanted the participation and presence of
public health cfficecrs so that you gout the view
and the perspective of the local and state pubiic
health officers. And I think --

MR. DALTON: To deati with what

MS. BYRNES: Testing would be one,
a big one,

CHAIRMAN ALLEN: The one?

MS. BYRNES: Big one, thezre arc

others.

o

MR. DALTON: Dianc Ahicons' group,
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thought hers -~

HS., BYRNES: e locked at mayors,
county officialu, and at the entirse epidoemic, not
just particular issues that pubklic heoailth
cfficers most recently &nd historicaiily have been

CHAIRMAN ALLEN: But oxplaian what
form. Are you talking about a full Commission
maeting?

MS. BYRKES: It's not ciecax. He's
talked to the Chairman about the poouibility of
another working gzroup looking at, among octhers,
tescting as an lssue with a variety of public
health oificers.

MR. DALTON: It secms to me Lo taik
about testing or any of the othes activitiecs, in
a context of which the meeting ig predominaently
or s0lely public health officers i3 ansuzd. Tt

seems to me if we are worricd about haviang a

£

meeting addressing the same issues tunat is
dominated by, let's say, community-sased seorvice
organizations, it seems to me it’y eac ame

phenomenon.

MS., BYRNES: But, Harion —--
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MR, DALTON: Which i why we wanted
Konigsbery to be nere at this meeting.

MS. BYRKNES: And planncd on being
here, and g0 did Fred Wolf. For whatever reason,
some vf those people were not able te be hore.

MR. DALTON: Finc. 1'2 saying that
to simply have public health officery talking
about what policics should be with reuspecect to
reporting or epidimiological concexns or toesting
is absurd,.

M&. BYRNES: My gcuggesticon would be
that this may be a discussion vyou waal to nave
with Doctor Konigsoveirg and the rest of the
Commission in March when you repost on wnat
happened here, what's the outcome, what do the
rest of the Commissioners fecel what needs to be
done.

MR, GOLDMAN: Whnhy iu it absurd?

iR, DALTORN: What ig abourd about

MR. GOLDMAN: What is i1t tnat's

apbsurd?

MR, DALTON: I was going to say it
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MR. GOLDHKANS: No, what Ly it thot's
absurd? What are you rveferring to?

MR, DBALTON: Having o meeting,
having a working group oi just pubiic heastn
officexrs.

ME., BYRNES: I aon't waent to
misrepresent him. He mey also think it way be
appropriate to have other people ithere as well,

(OLf the rccorw).

MR. DALTONG: Putt.ng tuogether Don'go
comment and HMaureen's comment, L€ scoEms £Oo ne
when we report to the fuil Commission what we
ought to say is we wanted a meetbing in which
people with different perspectives on the problem
were in fact represcnted; that -- and indeed weo
invited pecple with that ia mind: that people who
oowed out secemed to have different pezspoctives,
that we want to £ill in that gperspociive. But
our sense of these issues that they arce ornes that
we have to need to hear people from o varicty of
perspectives on, which is the point L'm malking.

MS. BYRNES: I'm with you. I don't

want you to feei that I'm suggesting scmething
b4
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different,

MR. DALTOMN: I'm saying I think we
can reflect that in ouyr report: that isg,
indicatind the schertceomings of this miceting is
taking on ocurselves the very samce peint I'm
making.

MR. KESSLER: I don't think it was
necessarily a mistake that they weren't here. I

think in part those who were here, tihcre woere

Y]

couple of public health pecople here, aon't like
dealing with the menu that we deait with. They
like to sinplify it. Theiry focus is much more
easily put and scimplified by saying we'rxre
proteciting the public health, and they talk about
transmigsion or whateveyr.

But we were talxing about psychosocial
issues. How many public health peopie tailk about
psychosocial issueg of testing? They taik about
prevention and epidemiclogy and surveili.ance.

And vou can read it on the face of Denman Scott,
that this was superflucus as far as noe was
concerngd. Al Plough got in becauge
planner and public health person.

T

MR. DALTON: I'm glaa you mentioned

238
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that, that we did have some publiic health peopie
here, including ASTHO.

CHAIRMAN ALLEN: And Juhn Ward iso
0of the public health realn. He's beon a public
health officer for a long time.

M5. BYRNES: And Joe 0OiKeilil,

CHAIRMAN ALLEN: If thoey want
another meeting, that would be roedundant,

M8. DIAZ: A focug on another task
force may be very devisive, It certainly coula
pwut ug in a situation cof this Commissicon having a
public health task force with a view on testing.
I think if this same groupy has ©0 hear additional
input from the CDC anda publiic hnealth cfficiclis,
it would be very intercsting and complimentary in
many ways.

MR. GOLDMAN: I think we can
effectively say, and if we cavefully limit what
we say, I think we can effectively say that where
anc¢ in those circumstances that the primary
purpose, thrust, advertised goal and evervithning
clse of testing is in fact to provide an avoenue
for access Lo services, that it is a mistake to

do o and tec set up a program without first
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this might drive & crecation of a cyutem of
delivery and responsc. And I think that has to
be mentioned because we can't juct close the doow
to that particular option.

Some pecople believe that by c¢recating such
a large demand for testing services, that that in
fact may drive govermment, local groups and
health systems to develop. It wag said und I
think it has to be represented. I'nm reflicecting
what was said, I'm not necessarily saying that's
my point of view, but I don't want tuat to get
lost.

MR, GOLDMAN: My response to that
is that given linited resources, that it scemu to
me a higher level of priority to iusure the
access, to put money into and to improve access
to facilities for those who vou are in fact
testing rather than to seek to teust Hore ana
creaté more and deliberately not putting moncey
into the serviceu that are provideoed to those wiho
in fact weocre tested. And that that ac a -- and
that it is a cruel and inhuman political usce of
people to use them in that way as & political

device which is simply wrong and, as far ac I'm
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concerned, immora:i.

CHAIRMAN ALLEN: But wo¢ needa to
address what I hear Eunice saving, cnd that can
be a4 response, but that needs to be at least
addressed.

ME. DIAY: I'm Scaying THACre were a
number of people here, and I heard it over the
two days, and they said it not oniy publicly but
also separateciy to us that they arzre hoping that
the hope is that by c<¢rcating a grcat demand fov
testing services, this might push the whole
program o0f early intervention 0¢ aceess poinkcs
through the health deliivery and a rooponse systom
at the local level for deliverance o¢f that, or
meeting that demand.

MR. DALTOWN: And theze are a
differcnce of opinions among people around the
round table about whether that was a good idea,
bad idea, a workable oy not workable idea. Titere
was a falr amount of discussion arouna that, and
wa certainly neea te refloect that.

I just want te say one others thing that
doesn't folliow from that. It was suyggested

carlier, I think by Larry, that we noever goct to

COPLEY CCURT REPORTING




issues like partner notification, I'm not sure
that's true.
Jeff, ycu should take a lock when you look

through the many volumes of the crecord of this

meeting, the extent to which people talked about

that explicitly. But it seems to me it was
Certainly impiicit in a lot of what people had to
say:; that is to say, people were saying in
effect, we daon't think testing shoulid be used
simply to drive something like partner
notification; we think testing shouid be used to,
as an access point for care, for psychosocial
care and medical care.

I think that this working group nceeds to
tease that out and to talk more cxplicitly and at
greater length about partncr notification and
HIV, mandatory HIV reporting. But I think this
is part of the same set o0f issues that we've becen
talking about for the same two dayiy, scemewhat
puried, butr somewhat there and implicit, I don't
think this is an issue that gets spliit off from
the issues we've been talking about and should be
dealt with solely by public healith officers

jocking through that single perspective.
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CHAIRMAN ALLEN: I think that we
can tap into that with Alan Hinman's testimony
and Jeff's guestioning abeout the funding and how
much is going ilnto partner notification asu
opposed to other scyvices.

MR. DALTON: Which iz, by the way,
cne of the guestiong we should follow up on.

MR. GOLDMAN: I think, Harlon, the
objections that we hecard to the parinces
notification was not that partner mnotification
was irnherently bad, dbut rather that gartner
notification ought not to be viewed as bkoeing a
counseling service to the HIV positive percscon who
is under care.

CHAIRMAN ALLEN: Or dciving the
system.

MR. GOLDHMAN: And thal thoere may ve
a different purpose involved, a differoent
function invoived, and it is juut vilmply not parcrt
of that care and service.

MR. DALTON: You're rvigut. kna I
was much to imprecise. My only purpose for the
comment was that we were talking about partner

notification, at lecast its relatlonusinip to the
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other things we were talking about. Ana I den't

want to give up partner notification and
mandgatory HIV testing as our conceyit simply
becausc we dian't deal fuily with the issue this
time. -

MS., DIAZ: i have onc thought
before I go, but I don't think we've said
anything for the final record avout the concern
expressed by Marice and Romeo and othors about
what testing may mean by the governmoent or
encouradged by the government to diucunifranchised
and minority, vacial and ethnic popuiations, who
are many times living from day to day, looking at
how they can survive, in terms of poverty, food
needs, child care, and other kinds of prioritics
that a person in & certain sucioeconumic status
in this society may have to just for the sake of
survival be concerned about many othes things.
Testing may nct e & priority or may notb de
viewed with the same emphasis,

And the fact that the goverament is
encouraging that person or looking ovocs to seo
that they get tested actually may seine @ven more

resistent signals oy put up many baroiers, this
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is what we're interested in, are you going

to be

tested, versus you don't have fooa va your tabie,

or there is no pilace tou take your chiidien to gu

to a clinic yourself.

So there are many other pricrities 1

o

terms of disenfranchized pepulatiocn: in viewing

the whole test,. I think Mariec said that.

MR. GOLDHMAN: I think the important

thing that was said there, or that i ¢got cut of

it, was that it ought to be those ccemmuniti
that make the deccisions as to what to do.
may well be that a given cemmunity may well

a decision but the most important thing is

es

And

ra

notc

it

ke

to

do any HIV testing or minimalily o: unaggressively

or wvnly on reguest, and all of its resvurce

W3

ought to be put in terms o0f c¢hild care or health

care facilitiez in that area.

HMR. DALTON: It scems there'y

ancther practical conseguence of thig. Incofar

as we are accustomed to thinking about putcg

AIDS money orx HIV mconey into AIbSsS-upcecific

organizations or inctituticns, that may not

altugethey senuviblie strategy in communities

color Or other wplaceos as well.

ing

De

of

an
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It may, for example, make scaue
cryganizations within a given community
HIV c¢ounseling would be the Head Start

the program that works in other sucial

hat the

T

that do

Program o0f

neceds as

conceived of and cxperienced by that community <o¢

that somecne sitting down to talk te peopie about

their food neceds or c¢nild care neceds or whatever,

during the course o0f developing a« relativnochip

with somebody, then wmay counsel about

and get some HIV moncy because they in

HIV asc well

fact are

the ones who are in the best positieca to get the

ear of that person because they are taixking about

HIV in the context ¢f a social —--

MR. GOLDMAN: But I think

the

minority communities may have a difficuit

decision to make. But I don't think they can

say, on one hand, that we want our fais

the AIDS money:; and, B, once we got it,

share of

we want

to have the xight to decide how to spond it,

including spending it on aieay that are rconcte

from AIDS -- because those are the gica
MR, DALTONG: That waun'c
My point was if a Heada Start centcr cr

day care center or an organization that

G -

[
my point.
a chuyxch

has
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traditionally bcen involved in a set of otner
concerns that avre Of importance to diffecrent
communities says we want some AIDS .mgney becausc
we're going to foid that into cur othexr
activities, hat sihould be something that merits
respect, and not simply say are you an AIDS
organization.,

MS. DIAZ: Iin other words,
integrating it intc an cexisting structura?

MR, DALTON: Yes.

MS., BYRNES: I am Maurcen Byrneo,
Executive Director of the Full National
Commission en AIDS, and I now adjousn thigs
meeting.

(Whereupon tho wmeeting

adjourned at 4:30 p.m.)
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