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VIA COURIER

February 1, 1996

Office of the First Lady
Attn: Ms. Jennifer Klein
Senior Policy Analyst
New Executive Office
1725 17th Street, N.W.
Washington, DC 20505

Ms. Klein,

Mark Barnes, our executive director, asked me to put together for your review a
packet of the numerous "Medicaid and AIDS" op-eds, editorials, and letters to the
editor that we have been successful in placing in publications nationwide. I am also
including with this packet some of the outstanding newspaper articles on "Medicaid
and AIDS" for which AIDS Action staff have been used as sources.

I hope that this packet of information is useful to you. If you should have any
further questions about our press strategy around Medicaid "reform," or if I may be
of any assistance to you, please feel free to call me at (202) 986-1300, Ext. 3042.
Sincerely,

M/M.}Uh://\

José¢ M. Zuniga
Deputy Director for Public Affairs

Encl.
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Medlcald Patlents 1n Danger

“of ﬂpec:f"c gmups of people and beneﬁt.q. Slals that meet l.hom

By l)AVlD CURTIS :
Pmpomls o dlqmanllP the Medicaid progrun (sometimes calkd "the
other M- pmgrnm to distinguish it fmm Medicare) may be taken in
Congn-&% as carly ns next Tuesday.
T‘hat would ‘be almirst certain 1o have a had effect on hmllh care acress

for mére than 80,000 Veriant Medicaid residents They include children,
~ the blind and disabléd, the ¢lderly, and people living with HIV disease. K

4: .

Commentary

.‘._

Umler lhe propcsal Vermont, would alsu face somewhere bctwoen alo

and 20 percent cut in, its Medzcnd funds; as Congress atiempts to slash.

$182 hillion fromn thi< vital lelhcampmgramoverdiemxtscvenyeam

Although much aspee‘dsiﬁdabamu‘eﬁgmtmngmgedmm
Medicare, the C(mgﬂnswnal ‘assault against “the ol.hcr M pmgmm
(Med:casd)hasbeen lost amid the clotter. |

Medicaid is the fedeml “safety net” program that Fnances health care for

more than 36.1° pmr am‘l medically needed Americans. Established in

1956, Mednmld has” prmnded his country’'s medically needy with a
: guaranlee that as bng as they meet federal ehigibility requirements, they

are entitled to qnalny medical care they could not otherwise afford.

e And 30 years later. Medicaid finances the health care of ane in 10
. Amcrmns, induding more than 46 percent of adults living with HIV-AIDS -
" and 90 pereent of children living with HIV-AIDS. Bicause the HIV disease

is such an impoverthing disease, people with AIDS rely almost exclusively

on Medicaid for autpatient services, hospitalization and nursing home care,

diagnestic and laboratory services, life-saving prescription diugs, and
home health care. That has been documented by the Henry Kaiser Family

. Foundation’s . stady  in 1993, entitled 'Medn:nd Expenditures 'md

: Bcneﬁn:mv& .

Al pre'aenL ﬁ-dc ol wuldelmm plauz mqum'menls an sl.ah_'; For mw-ngp

- P

requirements receive matching federal payments based on the state’s.

per-capita income. The federal @hare now mngm from 50 w 80 pement nf

Medlcmdexpendltumx. A -G

Under the Medicaid pmpnsals up for a vote in Congn-vs next week —
similar in both the House ofRepmﬂenlalws and the Senate — the federal
governiment wun}d q-nd 50 individual block grant checks to the slam no

- strings attoched. -

The proposah cnll for abohshmg ah federal provisions and reqmn:ment.s
now in place to make sure that medically. needy Amencans do not fall
through the cracks in ll'us country’s health care system. The proposals alsa

would allow the slalm to decide how and on whal, (dneasc or gmup o

people)hspendalrmdysmmehledm)dﬁmd&
h bears vepeating: . - - -0 '
. (', ."_ ..-J_....V“"fﬂ‘
. R Re.moval of the spenﬁc prouachons now afforded hy the Iaw

‘_'; '—,v -_'lf v

widl place at risk the heellh care of more than 80,000 Vermont
vesidents now on Medicaid. ' - :

2 That number includes clnldren. dle bllnd and dlsabled, the

“elderly, and people lwlng wnth HIlesease.

LmkatthepacenhgabasajondmﬁgmmoflheHmseCommemﬁ

Commitlee and the Senate F'ma.nm Commlttce bolh mpamng as Iate as

Sept. 18:. -
’l’bepmpoaedmtsmﬁmdmgwwldalsamnbe{weenalOpe_nmtand'

mpmntmtmfundmgﬁrVemxmtovcthenextsevenyeam :

lqthatwh‘ll.youwmt" IR

> .

Damd Cbrn.s- nfBurlmgmn Lcanwmbcrnflhe lm.rdo/'theAIDSAdm' :

CoumlandnlmnmemberoﬂheboarddVemoMCARES

T ‘.-. .“ . - A
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Rx for Disaster

HE REPUBLICAN-CONTROLLED House of

Representatives recently voted to take a huge

bite out of Medicare—$270 billion over seven

years—serijously impairing the popular health

care program already used by 37 million
seniors. The sweeping GOP move is the pivotal
point of a Republican tax reform effort to cut taxes
‘by $245 billion and balance the budget by 2002.

And to think that just a year ago, Congress still
was haggling over the possibility of universal health
care. Now that seems like a pipe dream.

While the controversial overhaul of the Medicare
system drew the spotlight last week, advocates for
the disabled and for people living with HIV/AIDS
held their breath and prepared for another round of
expected cuts in the federal budget reconciliation
bill being heard Friday, Oct. 27, in Congress.

This time the target is the Medicaid program.

Under that proposal, California faces a 14 to 20
percent cut in Medicaid funding to the state’s 4.8
million poor and medically needy.

Ironically, the assault on Medicaid comes on the
eve of the program’s 30th anniversary. Created in
1956, Medicaid carries the guarantee that, as long as
the medically needy can meet federal eligibility
standards, they are entitled to quality health care
that they otherwise could not afford.

Today, Medicaid finances the medical expenses
of one in 10 Americans, including more than 46 per-
cent of adults living with HIV/AIDS and 90 percent

of the children infected with the HIV virus. People
living with the HIV disease rely almost completely
on the Medicaid program for outpatient services,
hospitalization and nursing home care, diagnostic
and laboratory services, life-saving—and often pro-
hibitively costly—prescription drugs, and home
health care because the disease is such an impover-
ishing affliction.

Under the reform plan, the federal government
would send 50 individual block grants to the states,
no strings attached. The proposals call for abolish-
ing all federal provisions and requirements that are
now in place and that insure that medically needy
Americans do not fall through the cracks in this
country’s ailing health-care system. That plan calls
for the states to decide how and for which diseases
or groups of people to spend scarce, vastly reduced
Medicaid funds.

We agree with Mark Barnes, executive ddirector
of the AIDS Action Counc t maintaining a safe-
ty net Tor poor and dlsabled Americans should be
the guiding force in shaping Medicaid’s future.

Says Barnes: “Advocates for people with
HIV/AIDS realize maﬁz_m«s—gimgmw ngress c

decisions to make. But Congress must not under-
take far-reaching c without careful thought:
must not end entitlement status before examin
the full impact on these AIDS care lpg%ershi@ an

| _e_mm_rlnumber of people S; must not
create] block ts when that means less mone
or nt wing needs; and must not rush int
Medicalid managed care without careful planning

about how to maintain access to care, mclud?g_
tough federal standards assuring adequate provider

rates and guality assurance.”




M edicaid cuts
could threaten
AIDS benefits

@ Proposed spending cuts in the Medicaid
program could reduce health benefits for AIDS
patients, AIDS activists warn,

BY JOHN A. NAGY
Scaff Writer

Congress’ plan to turn over the federal Medicald
health insurance program to states could curtail health
benefits for thousands of people with AIDS, a national
AIDS lobbyist warned Tuesday.

Mark Barnes, executive director of the AIDS Action
Council, sai orth Carolina would lose billions o
dollars in Medicaid funding over the next six years,
and A1DS paticnts may be hit the hardest.

Almost half of the nation's 200,000 people diagnosed
with AIDS receive health insurance through Medicaid.
But they represent a small percentage. Most of the
Medicaid dollars go toward health care for the elderly
and for poor women and children.

Medicaid has been one of the fastest growing seg-
ments of the federal budget for the past several years.
Congress, looking to balance the
budget and stilldp:rofduce atax cut, @ that :
wants to reduce the future growth of \
Medicaid by $182 billion over the S3iotyHetls
next six years. shredded,

Bames, whose AIDS Action Coun-  clients and
¢il represents close to 1,000 AIDS patients are*
support organizations, warned tha ingto be:
politicians may end up reducing the SOINETO DO -
money that goes to AIDS patients.  bangingon -

“If that safety net is shredded, your doors :
clients and patients are going to be '
banglng on_your doors for health for health
carc services they can't get at the  CAFe ser
hospitals or thsmans' oﬁ'xces," he  vices.D

said to a small group of public health
workers and AIDS volunteers Tues-  Mark Barnes,
day. cexecutive

The federal budget plan approved  director of the
by Congress — and rejected so far  AIDS Action
by President Clinton — would allo- Counctl
cate a set gmount of money each
year and turn it over to the states for Medicaid. Each
state then would be responsible for deciding how to
divide the funds, known as block grants.

Under that plan, North Carolina would receive
$29 billion over the next six years, according to the
latest analysis by the U.S. Department of Health and
Human Services.

That's about $7.7 billion less than the state would
reccive under the current method of allocating Medi-
caid dollars.

States, faced with receiving less money, still would
have to compensate for incrcased medical costs and
expanding Medicaid rolls. Advocates likc Barnes say
that's where AIDS paticnts may get hurt.

Health care for AIDS patients {s very expensive.

Pleuse sec AIDS, Page B2

Greensboro News & Record, 11/22/95

AIDS

Continued from page Bl

Medicines, hospitalizations and
doctor visits can total mare than
$40,000 a year. In contrast, it may
only cost $1,000 a year to care for a
poor woman or child.

But politicians may not only look
at cost. Few politicians would go on
the record opposing health care for
poor women and children, Barnes
said. Likewise, powerful lobbyists

for the elderly would protect Medi-
caid funding for them.

AIDS patients, however, may not
have much political clout.

‘It's obvious, given the sheer po-
liical dynamics at thc state Jeve] of
what éi@ occur,” Barnes said.
“That means the block grant, with-
out conditions (protecting pa-
tients) Onlgght to _be of enormous
concern.

en McFadyen, executive direc-
tor of the Triad Health Project, a
local AIDS support organization,

worries what the loss of Medicaid

would do to AIDS patients needing
a doctor. N
“Medicaid is such a little incen-
tive now” for doctors, he said. “Yoii
take that away, there’s no incen:
tive.” .

rnes said ATDS activists are
continuing to lobby the White
House to protect the interests of

AIDS patients. .
Clinton has called for an AIDS
summit Dec. 6. .

‘We are going to usc that o .
tunity as a way to hold Cﬂétonss
C fire,” Barnes said,
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presidential race during his State of the

Union address, President Clinton vowed

g ,to hang tough on protecting Medicald,

.. Which guarantees medical care for .the

pnor elderly and disabled.

: That 15 one promise the president must -

keap Transformation of the federal ent.ttle-
;- ment lnto a block arant that would nrl

I N DRAWING BAT!'LE lines for the 1996

| & R - program of
" the most mmnnal
. Medicaid " federal guidelines

. threatens health

“block Um"ta. " care to those Who'

willpithe - {oih Sl

poor, elderly  chiidren and pre;
. nant women am

and AIDS elderly pursing
Dpatients home patients
againsteach s’ o romilies
.ruptcy  without

tederal rules.

. Another group
that could be devastated by a swiich to
Medicald block grants are people with
AIDS, now the leading killer of Americans
batween the ages of 25 and 44,

The $89 billion Medicaid program pro-
vides coverage far approximately 50 per-
cent of patients with AIDS at a cost of about
# billion.

‘While some states, includtng Caufornh.
would be likely to maintain at least a moder-
ate Jeval of care for people with the HIV
virus under g block grant program, other
states that have been clearly hostile to AIDS
programs might not.

The idea of hacktracking to a time when
one enlightened state treated ita people
with sensitivity and compassion while a
neighboring state allowed the most vulner-
able and sick to fend for themselves is un-
conscionabie. Infectious diseases do  ac-

‘the amount spent per

hwmdmte l!mn'l‘gei tederal gam
ment nota ts relpondb!l!tv
to treat and prevent them, ..., . ey L\:
+.What likely would happen with a Medic.

_aid block grant is that the burden would fall

<2034 sn” 1o already overburdened counties to £fll the .

gjﬁh‘? ant to mmhm 4
w assume the
thevmightnothavethemndltodo.thﬂob o

“ Even those states wanting to support

. Medicaid programs for AIDS patients may
funding

find that becsuse of decreased
(lock grants rarely keep pace with infla-

. tion) they must choose amang rectplents.
-And the winners in such an unseemly tugof

war likely would be the nursing homes,
which enjoy considerable political clout

- compared with either AIDs patients or poar

children and pregnant women.

There is slmost universal agreement
about the need to cut Medicaid costs, but
there are reascnable alternatives to the ex-

-- tremist Republican solution of block grants.

.One possibllity may be to put a cap on
individual rather
thandhregardneedandumltthenmount .
spent on the program. P
Iso, the Clinton ndmmmmtionhuhb-
eralized the walver process, a trend
that should be continued, With 30 Medicaid
mandates imposed on states by the federsl

.. governmant between 1987 and 1082, it is no

wonder that states want more indepen-
dence in determining what works for their
regions. There is every indication that this |
move toward state flexibility wlll contlnue,
agitshould. s
Medicald spending has mcreued dn
matically, and will continue to do so with-
out controls and innovation. But block
grants for Medicald are not the answer.
They may reduce costs, but they will result
indennlofcmtotheﬂckestanﬂpoorest

m us, S R -_-.'-','.-'I\-‘ra ¢ ‘* o
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Medicaid proposal spells out deadly reform

by Mark Barnes

If ever a case could be made for the
federal government's role in guaranteeing
health care coverage, it could be made in
the waiting rooms of community clinics
around the country. [t is in these noisy
waiting rooms, often full beyond capac-
ity, that most of this country's medically
needy — the elderly, children, and peo-
ple with disabulities. including HIV dis-
ease — sit and wait. They know that
even if they face a long wait. at least
they are guaranteed quality medical care
under Medicaid. [t is in the waiting
rooms of clinics such as the Whitman-
Walker Clinic’s Austin Center, where 80
percent of patients rely on Medicaid for
medical coverage, that Gay men and Les-
bians with AIDS sit and wait. thankful
that because a safety net exists to catch
those Americans who cannot afford med-
ical care, they do not have to choose be-
tween treating opportunistic infections
and paying rent or buying grocenes.

As obviously important as Medicaid is
to the lives of more than one 1n 10
Americans now on Medicaid. today this
program Is in great jeopardy. The threat
lies in a congressional proposal now
winding its way through the legislative
process. The proposal would abolish the
existing Medicaid program and turn over
to the states control of what has become
this country's ““safety net” health care
program for the medically needy in the
last 30 years. The proposal calls for con-
verting the Medicaid program into annu-
al checks to the states with few, if any,
provisions about how that money should
be spent. The proposal also calis for cut-
ting $182 billion in projected federal ex-
penditures on Medicaid over the next
seven years. This proposal poses a grave
danger to thousands of people with
AIDS. because it would end the govem-

ment's guarantee of medically ap-
propriate care to them and all other poor
and disabled Americans who meet mini-
mum federal guidelines.

[ssuing such a dire warming may be re-
garded as “crying wolf” once too often.
After all, AIDS advocates used words
such as “great jeopardy,” and “grave dan-
ger” immediately after the November
1994 Republican sweep of Congress.
There was great fear then that a slash-
now/ask-later approach to balancing the
federal budget might decimate an AIDS
infrastructure that has taken years to
build. I cannot remember ever having
been more grateful that these predictions
did not become reality. Despite efforts by
some to derai its reauthorization, the
Ryan White CARE Act is finally neanng
reauthornization for another five-year
term. Although the Centers for Disease
Control and Prevention (CDC) did not
see an increase in its HIV prevention
funding, it also did not sustain any de-
creases. And the Housing Opportunities
for People with AIDS (HOPWA), which
subsidizes housing for low-income peo-
ple with AIDS, survived challenges.

This ume. however, there definitely 1s
4 wolf — congressional plans to curtail
and block-grant the current Medicaid
program with few minimum standards.
Despite our community's very signifi-
cant victories on Ryan White, CDC
funding, and HOPWA, all of these pro-
grams combined cannot take the piace of
the existing Medicaid program. For ex-
ample. while Ryan White provides more
than $600 million a year to cities and
states hardest hit by AIDS. more than $3
billion in Medicaid funds are spent an-
nually on medical services for the poor-
est and sickest people with HIV disease.
In its role as a safety net, the Medicaid
program finances clinic, hospital, and

We would never
take the national
defense budget,
divide it by 50,
[and] write checks
without conditions
to the states ...

nursing home care and lifesaving AIDS
drugs for more than half of the Ameri-
cans living with HIV disease. These peo-
ple are etther poor to begin with or are
impoverished by a disease which gradu-
ally makes them 100 sick to work.

The federal government has a compel-
ling humanitanan and financial interest
in ensuring that all poor people with life-
threatening diseases have access to qual-
ity medical care — an interest that 50 in-
dividual states cannot be relied upon to
understand and act on. Each state has in-
terests or priorities for their slice of the
Medicaid pie that likely are different
from the federal government's. We would
never take the national defense budget,
divide 1t by 50, write checks without
conditions for the states, and rely on
them to provide a common national de-
fense. Why should we expect the states
1o take care of medical treatment for mil-
lions of Amenicans who have no where

else to tumn for quality care? We cannot
and should not. With this Medicaid pro-
posal for block grants without meaning-
ful restrictions, Congress has gone down
a path of spending almost $100 biilion a
year in taxpayer money without any
guarantee that states will provide medical
care to people with chronic senous ill-
nesses, including HIV dJisease.

Today, with both the Senate and House
of Representatives moving toward block
granting and drastically cutting projected
Medicaid costs, the AIDS community s
facing a threat that could unravel all of
our gains. Those threats we have encoun-
tered in this fiscally and socially conser-
vative 104th Congress have been success-
fully met by a saong-willed AIDS com-
munity. But we must put those battles
into perspective. These threats to date. al-
though by no means insignificant. have
all been to programs that complement or
supplement Medicaid. The full trontal us-
sault today is on the very safety net that
assures people with AIDS do not fall
through the cracks in our medical system.
In our attempts to defend programs that
contain the word AIDS in their legislatinve
titles. the AIDS community cannot 1gnore
the fact that Ryan White, HOPWA, and
any number of other supplemental AIDS
care and service programs cannot help
treat a person with AIDS who. without
medical care, will sutter ncedless pain
and a hastened death.

The AIDS community cannot attford to
have a wait-and-see atitude about
Medicaid. Instead we must fight now,
through grassroots pressure and congres-
sional lobbying. 1o sustain the vital Med-
icaid safety net. The cost of doing noth-
ing would be measured in lost hves.

Mark Barnes is execunve Jirector of
AlIDS Action Counctl.
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HURTING THE POOR

But Beware the Cuts in Medicaid

government's role in guaranteeing health-

care coverage to this countrv's poor and
medically needy. it could be made in the
waiting room of Virginia Commonwealth Uni-
versity's Medicat College of Virginia Hospi-
tals’ Infectious Discases (HIV) Clinic in
Richmond. It 13 here where almost one-third
of the clinic’s more than 1.200 pauents with
HIV infection — among
them 100 pediatric cases
— know thev will receive
quality medical care they
otherwise could not af-
ford. but to which they
are guaranteed access un-
der the Medicaid safety
net.

As obviously important
as Medicaid 15 to the lives
of these Virginians and Lisa
the more than l-in-10 KAPLOWITZ

Americans now on Medi-

I fever d case could be made for the tederal

& Lisa Kaplowitz, M.D.. 15 director of the HIV/
AIDS Center of Virginta Commonwealth Uni-
versity. She has provided care for persons with
HIV infection since 1981 Mark Bames is
executive director of AIDS Action Council. the
only national organization solely dedicated to
shaping tederal AIDS policy.

caid, today this program,
and with it the pubhc-
health interest in AIDS
treatment, 1s in great
jeopardy. The threat lies
in congressional propos-
als to bluck-grant Medi-
caid. abolish its time-hon-
ored guarantee of basic
medical care, and allow
the states to decide how
and on what to spend
greatly reduced amounts BARNES
of federal Medicaid dol-
lars.

Established in 1965, Medicaid finances
clinic, hospital, and nursing-home care, as
well as prescription druys, for about half of all
people with AIDS nationwide. That number
continues to rise as the epidemic expands
and the average income of people living with
AIDS continues to decline. While the Ryan
White CARE Act provides more than $650
million per year for the care of people with
AIDS, more than $3 billiun annually in federal
Medicaid dollars goes for medical services
for the poorest and sickest of people with
AIDS. There are other infectious diseases of
major public-health importance. such as tu-
berculosis. Although funding from the Cen-
ters for Disease Control and Prevention
(CNC)Y helps enormousty with tuberculosis
testing and prevention, hospital and outpa-
uent care for people with tuberculosis is
largely funded by Medicaid dollars. With
tuberculosis, as with AIDS, people affected
tend to be poor and disproportionately rehiant
on Medicaid.

TO SAVE $182 billion over the next seven
vears, Congress s moving at lightning speed
toward capping expenditures and  block-
granting of Medicaid — toward ending the
“entitlement” status of Medicaid, or the
concept that all poor and disabled Americans
who meet minimum federal cligihlity re-
quirements will receive medically appropn-
ate care. By capping Medicaid’s growth and
converting the program into a series of 50
annual checks written to the states, shorn of
most minimum federal guidelines, congres-
sional leaders hope to put a permanent stop
to rapid increases in federal Medicaid expen-
ditures — from $800 million in 1965 to
almost $98 billion in 1995. Their concern for
the budget is understandable: No one can
deny the need to balance the federal budget
and control spending, whether on entitle-
ment programs or defense.

The danger here is that in block-granting
Medicaid and relinguishing to the states
almost all control over eligibility, coverage,
and benefits, Congress also is irresponsibly
relinquishing control over what are indisput-
ably federal (interstate) interests in the treat-
ment and prevention of infectious diseases of
major public-health significance. For infec-
tious diseases such as AIDS, tuberculosis,
and emerging bacterial infections, neat state
lines matter not a whit. Ultimately, aside
from the essential humanitanian interest in
making sure that all poor people with life-
threatening diseases get good medical care,
the federal government has a compelling
interest in maintaining baseline treatment for
medical conditions with important public-
health components — a federal interest that
individual states cannot be relied upon to
understand and act upon, since each has
interests or priorities for its slice of the
Medicaid pic hikely different from those of the
federal government. For example, we would
never take the national defense budget, di-

“ As obviously important as
Medicaid is to the lives of
these Virginians and the
more than 1-in-10
Americans now on
Medicaid, today this
program, and with it the
public-health interest in
AIDS treatment, is in great

jeopardy. ’

vide it by a factor of 50, write checks withaut
conditions for the states, and rely on them for
defense against foreign aggression. Why then
should we expect the states to take care of
the overarching national interest to ensure
medical treatment for millions of poor Ameri-
cans who have nowhere else to tumn for the
care they need to combat major infectious
diseases?

OF COURSE, taking care of people with
infectious diseases 1s designed to do more
than cure the individual patient: treatment of
diseases like meningitis, tuberculosis. and
syphilis is designed to cure the illness and
thus stop transmission to others altogether.
For AIDS, for which there is yet no cure, the
overriding goal in treatment is to help pa-
tients live and work longer. However, treat-
ment also mcludes counseling patients about
risk behaviors and curbing HIV transmission
to vthers. Very significantly. in psychiatric.
mental heaith. and substance abuse treat-
ment services targeted to people with AIDS,
stabilizing the patient leads directly to re-
duced drug use, and reduced needle shanng,
and reduced unsafe sexual behavior. This
helps patients. and it helps us all — the
infected and the uninfected, the taxpayer and
the Medicaid recipient — in lowering public-
health risks and in reducing future costs.

The word in Washington is that President
Clinton intends to veto the congressional
budget reconciliation bill, of which Medicaid
1s a component, and to take a firm stand in
favor of maintaining Medicaid's entitlement
status. Whether by presidential veto or by a
last-minute change of heart among congres-
sional leaders — maintaining a safety net for
poor and disabled Americans should be the
guiding force in shaping Medicaid's future. If
Congress and the Clinton administration care
to preserve the unique federal interest here,
and thus to discharge their joint responsibil-
ity to protect the public health and safety,
they must ensure that poor Americans with
infectious diseases, including HIV diseasé.
are guaranteed the medical treatment they
need — for their own sake and for the
nation's.
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Local AIDS patients need Medicaid

@ By handing Medicaid over to the states, the
federal government would be relinquishing its
 role in fighting infectious diseases.

BY BEN MCFADYEN AND MARK BARNES .

If ever a case could be made for the federal govern-
ment’s role in health care coverage for this country’s
poor and medically needy, it could be made in the
waiting room of the HealthServe Medical Center or at
the Clinic at Moses Cone Memonal Hospital in
Greensboro.

At HealthServe and at Cone, up to 60 percent of
Guilford County’s more than 500 =
patients with AIDS — among
them some 20 pediatric cases —
often sit and wait, knowing that
their wait is for quality medical
care they could otherwise not af-
ford, but to which they are guar-
anteed access under the Medicaid
safety net.

As obviously important as Med-
icaid is to the lives of these 500
North Carolinians with HIVand
the more than one in 10 Ameri-  Ben McFadyen
cans now on Medicaid, our elected officials in Con-
gress have placed this program, and with it the public
health interest in AIDS treatment, in great jeopardy.

Both the House of Representatives and the Senate
last month passed budget bills complete with language

. that would shred the health care safety net Medicaid
has come to represent. Both bills block grant Medi-
caid, abolish its time-honored guarantee of basic medi-
cal care to millions of poor and medically needy
Americans and allow the states to decide how and on
what to spend greatly reduced
amounts of Medicaid federal dol-
lars.

The only key improvement en-
acted during limited debate on an
issue of vital importance to more
than 36 million Americans was an
amendment which would require
states to guarantee eligibility to
low income people with disabili-
ties who are now eligible for Sup- )
plemental Security Income (SSI).

Established in 1965, Medicaid Mark Barnes
today finances essential care. This 30- year-old pro-
gram finances clinic, hospital and nursing home care
and prescription AIDS drugs for about half of all peo-
ple with AIDS nationwide, and that number continues
to rise as the epidemic expands and the average in-
come status of people living with AIDS continues to
decline.

Despite the more than $650 million per year the
Ryan White CARE Act provides for the care of people
with AIDS, more than $3 billion each year in federal

Medicaid dollars goes for medical services for the
poorest and sickest of people with AIDS.

The danger here is that in block granting Medicaid
and relinquishing to the states almost all control over
eligibility, coverage and benefits, Congress also is irre-
sponsibly relmqmshmg control over what are mdlsput- :
ably federal, interstate interests in the treatment and
prevention of infectious diseases of major public
health significance. Neat state lines Go not marter to in-
fectious diseases like AIDS, tuberculosis and emerg-
ing bacterial infections.

We would never take the national defense budget,
divide it by a factor of S0, write checks without condi-
tions for the states, and rely on them for defense
against foreign aggression. Why, then, should we ex-
pect the states to take care of the overarching national
interest to assure medical treatment for millions of
poor Americans who have nowhere else to turn for the
care they need to combat major infections diseases?
The answer is simple: We cannot and should not.

®Neat state lines do not matter to
 infectious diseases like AIDS ...Q

Of course, taking care of people with infectious dis-
eases is designed to do more than cure the individual
patient: treatment of diseases like meningitis, tubercu- -
losis, and syphilis is designed to cure the illness and
thus stop transmission altogether. For AIDS, for which
there is yet no cure, the overriding goal in treatment is
to help patients live and work longer.

This helps patients and it helps us all — the infected °
and the uninfected, the taxpayer and the Medicaid re-
cipient — in lowering public health risks and in reduc-
ing future costs.

Clinton administraticn officials have indicated that
the president will take a firm stand in favor of main-
taining Medicaid’s entitlement status. In the end,
whether it is by presidential determination or by a
last-minute change of heart among Congressional
leadership, maintaining a safety net for poor and disa-
bled Americans should be the guiding force in shapmg
Medicaid’s future.

If Congress and the Clinton administration care to
preserve the unique federal, interstate interest here,
and thus to discharge their joint responsibility to pro-
tect the public heath and safety, they must ensure that .
poor Americans with infectious diseases, including
HIV disease, are guaranteed the medical treatment
they need — for their own sake and for the nation’s.
We must have more than politics to prevent the need-
less pain and hastened deaths caused by irresponsible
public heath policies.

Ben McFadyen is director of Triad Health Project, a
local organization that provides HIV/AIDS service,
support and prevention.

Mark Bamnes is executive director of AIDS Action
Council, a national organization dedicated to shaping
federal AIDS policy.
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role in guarantee-
ing health care
coverage to this
country's medical-

.y esdy could ean-
“ly"be? made *lu*the we
“rooms—of physicians’ offlces
acros8 Maine. Here in my
Je Isle practice, 40 per-
cent of my HIV-ALDS patients
acve also on Medicaid, a stag-
gering percentage consistent
with national trends that
reflect the difficulty for peo-
ple with AIDS to afford pri-
_vate | rance once they are
too disabled to work. '
As obviously important as
Medicaid is to the lives of so
many people in  Muaine,
Congress has placed this pro-
gram, and with it the public
health interest in AIDS (reat-
ment, in great jeopardy. Roth
the House of Representatives
and the Senate passed late last

bills complete with language
that would shred the health
care satety nel by block-grant-
ing Medicaid and thus aboligh-
ing its time-honored guarantee
as basie medical care to mil-
lions of medically needy
Americans. This then allows
the states to decide how and on
what. to spend greatly reduced
amounts of federal dollars.
The only key improvement in
the hill was an amendment
which would require states (o
puaranter eligibility to low-
incomme people with disabilities'
whe are now eligible for
Supplemental Security Income,
(S8SI). Yel, as the amendmen-
t's co-authar, Sen. John
Chafee, R-R.1, said in debate,
this amendmaent is not enough
to salvage the health care
safety net shredded by a.
Congress intent on reform at any
cost: “Do we say what kinds of
coverage, what the hcalth care
package i3?"" Chafee asked
rhetorically, *No. One aspirin a
i:ar could be the (state’s)
- health package.”

edicaid
Established in 1965, Medicaid
today finances much more than
Just one aspirin a year. This pro-
gram finances clinic, hospital
and nursing home care, and pre-
scription AIDS drugs for about
balf of all people with AIDS
nationwide, and that number
continues to rise as the cpidemic
expands and the average income
status of people living with AIDS
continues to deciina. Despile the

niore than 8650 million a year &3

the Ryan White CARE Act pro-
vides for the care of people with

AIDS, more then $3 billion each .

year in federsl Medicaid dollars
goes for medical services for the
and sickest of people
with AIDS. Similarly, for people
with tuberculosis — & se
once nearly eradicated, but
which has re-emerged with the
AIDS epidemic — hospital and
sanitarium care for tuberculosis
is largely funded by Medicaid
dollars. Tubercujosis, like ALDS
and other infectious conditions,
tends to affect the poor propor-
tionately.
To save $170 billion over the
next seven years, Congress has

month budget reconclliation  «~oved at lightuing speed — less

than one day's worth of debale in
each chamber — toward the cap-
ping of expenditures and the
blmanung of Medicaid -~
to ending the “entitlement”
status of Medicaid. By capping
Medicaid's gruwlh, congression-
al leaders hope to put a stop, for

Financing
much more
than an
aspirin a year

!

food. to the rapid incrcases in
ederal Medicaid expenditurcs —
from $800 million in 1963 Lo
almost $98 billion in 1085. Their
concern for the budget is under-
standable: No one can deny the
need to balance the federal bud-

get and control out-of-control
spending, whether on entitle-
ment programs at one end of the
political spectrum, or defense on
the other, .
The danger hera is that in
block granling Medicaid and
relinguishing to the states almost
all control over eligibility, cover-
age and benefits, Congress is also
irrespongibly relinquishing con-
trol over what are indubitably
federal, interstate interests in the
treatment and prevention of
infectious diseuses of major pub-
lic health significance. Diseases
like AIDS and tuberculosis do not
recognize state lines. Ultimately,
aside from the essential humani-
tarian intdrest in making sure

ﬁ@mﬁ ~ Dec. b, 1995

is an opportunity lo counsel
patients about risk hehaviors,
thus curbing HIV transmission.
Stabilizin& the patient leads
directly r drug use,
reduced needle sharing and
reduced unsafe gexual vior.
This helps putieats, and it helps
us all — the Infected and the unin-
fecled, the taxpayer and the
Medicaid reciplent = in lowering
publie health rigks and in reduc-
ing future custs.

The ward in Washington, D.C.,
these days is that Precsident
Clinton intends to veto tha budget
raconciliation bill ultimately
appruved by the House and
Senate after conference commit-
tes negoligtions. The president

. BARBARA CUMMINGI/OP AT
that all poor people get good med-  continues to take a firm stund in
ical care, the federal government _ favor of maintaining Medicaid's

has a compelling interstate inter-
est thal individual states cannot
be relied upon to understand and
acl upon. We would never, for
example, take the national
defense budget, divide it by a tac-
tor 30, wrile checks without con-
ditions for the states, and rely on
them for defense against foreign
aggression. Why, then, should we
expect the state to take care of
tha overarc nativnal Interest
to assure medical treatment for
millions of ponr Americans who
have no wherc clse to turn for the
care thay need to combat major
infectious diseases?

The answer is simplc: We can-
not and should not. %‘akmg care
of people with infectious diseases
is ﬁned to do more than cure
the individual palient but to stop
transmission to others altogether,
thcrcw' saving money in the long
run. With S, for which there
13 yet no cure, the yverriding goal
in treatment is lo help patients
live and work longer Treat

cntitlement status. In the end,
whether It is by presidential
determination in the form of a
velo or by a last-minute change
rl heart among Congxam;n'i\l
eadership, mainlaining a safety
net for poor andng disabled
Americans should be the guiding
force in shaping Medicaid's
future. If Congress and the
Clinton administration vare (v
preserve the unique federal
B et L
to di r
bility to protect the public health
umd gafety, they must ensura that
poor Americans are guaranieed
the medical treatment they nesd
— for thair own sake and for the
nation’s. One aspirin a year will
not be to prevent the
needless p and hastened
deaths caused hy Irresponsible
ic health policies. _
ancy O'Neill 1§ a family physi-
cian in Presque Isle; Mark
Barnes is executive director of
AIDS Action C 1in Portiand.
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Losers in budget battle

could be persons with AIDS

Mark Barnes is executive director of the
Washigion, D.C., based AIDS Achon Coun-
cil. which represents
community-based AIDS
service organizations.

HE beleaguered
Medicaid pro-
gram hangs in

balance while Presi-
dent Clinton and con-
gressional leaders
dicker. Hanging in the
balance, too, are the
lives of more than 36
million poor and medi-
cally needy Americans
— including about half
of the Americans living
with AIDS.

These are the people who are likely to
suffer under any plan that cuts and sends
Medicaid dollars to the states in block
grants without meaningful guidelines for

WARK
BARNES

how the money should be spent.

Some in the AIDS community consider
the Ryan White CARE Act the “‘single
most important program’’ for people living
with HIV. While that act provides more
than $630 million annually to care for peo-
ple with AIDS, more than $3 billion in
federal Medicaid dollars goes annually to
medical services to the poorest and sickest
victims of AIDS.

The Medigrant program that would
replace Medicaid makes drastic cuts in
projected spending over the next seven
vears. The Congressional Budget Office
estimates the cuts at $[63 billion; the
Washington-based Center on Budget and
Policy Priorities includes reduced state

contributions and estimates the loss at a.

staggering $420 billion. The center
assumes that states will provide just
enough funding to qualify for their federal
allocations, but provide no additional dol-
lars.

Medigrant guarantees no one a mini-

mum benefits package, though it requires
states to provide some level of coverage to
pregnant women, children under 13, and
the disabled. States have discretion in
defining *-disabled.”

There are viable, practical alternatives
that are much less painful. The Clinton
administration and key congressional
Democrats are proposing to establish a cap
on the growth of spending per beneficiary.
They call it a **per-capita cap.”” It would
allow states to receive a fixed amount of
federal dollars per beneficiary; the amount
would vary with the category of beneficia-
ries — pregnant women, children, the dis-
abled, the elderly. Eligibility criteria and
the basic benefits package would also be
maintained. But by also capping the rate of
spending increases on each beneficiary,
the plan reduces federal Medicaid spend-
ing. Cuts would not be so drastic, and
change would not be as disruptive.

In the current political climate, a per-
capita cap on federal Medicaid spending

may be the most viable alternative to Med-
icald block grants. _

The budget debate is not about politics
as usual; it 1s about protound decisions on
the role of the national government in tak-
ing care of people. .

In the eleventh hour, the nation 1s
rightly questioning the fine print scrawled
somewhere in the Republican leadership’s
blueprint for balancing the budget in seven
years. What Americans are discovering 1s
that the Medicaid part of the plan is hear-
less and avoidable.

No one can deny that harnessing health-
care costs 1s necessary — it was necessary
last year when the Congress lacked the
political will and prudence to guarantee
universal health care, and it is necessary
today. The effort to balance the federal
budget should not, however, deprive vul-
nerable people of needed health care.

For 30 years Medicaid has guaranteed
health care to vulnerable Americans. Med-
icaid must be preserved.
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Happy New Year and
Get Ready to Fight for AIDS Funding

With the start of a new fiscal year, AIDS advocates
usually take a well-deserved breather from daily fighting
for funding for every federal program linked to AIDS,
and shift gears in preparation for the battle for AIDS
funding in the year ahead. Not so going into the third
month of fiscal year 1997. Unfortunately, as of this writ-
ing, the only answer we in Washington can give to the
question, “What can we expect to happen to AIDS
research, care and prevention funding in fiscal year
19977 is, “We’ll let you know just as soon as President
Clinton and the Congress can agree on fiscal year 1996.”

Uncertainty is not new to AIDS advocates—at times
it has come to be a state of mind. But never has the AIDS
advocacy community experienced the level of uncertain-
ty (read also: frustration) that we now are experiencing
with the on-again, off-again budget negotiations,
impasse or stalemate (the terms change daily) in which
the GOP congressional leadership and the Clinton
administration appear to be engaged.

President Clinton and the GOP congressional leader-
ship agreed on Nov. 19 to balance the federal budget by
2002 using congressional Budget Office estimates, pro-
vided the budget protects programs for health care (chief
among them Medicaid), the environment and education.
The commitment to these programs and to the funda-
mental humanitarian values they embody—commit-
ments to which both sides agreed, at least on paper—are
every bit as important as the nation’s need for fiscal con-
trol. Despite this written agreement, which was signed
by President Clinton as a condition for re-opening the
government during the first federal shutdown, four days
before Christmas the federal government again shut
down and more than 250,000 federal employees sat at
home waiting for budget negotiators to negotiate in good
faith and desist from engaging in partisan attacks against
one another. Even now, despite an apparent compromise,
there is still uncertainty about whether the two sides can
agree on the particulars of a seven-year balanced budget
plan, with such key issues as the fate of the Medicaid

BY MARK BARNES

health-care safety net program hanging in the balance.
Indeed, Medicaid’s future has emerged as a primary
point of ideological disagreement between the president
and Congress, with the congressional leadership seeking
block grants and thus a final end to poor people’s enti-
tlement to basic health care, while the White House
seems equally wedded to preserving Medicaid in rough-
ly its present form. And, there is even greater uncertain-

“I have known
what the Greeks did not:
uncertainty.”

Jorge Luis Borges Ficciones

ty about whether the principals in this budget stale-
mate—GOP congressional leaders and President
Clinton—are even willing to breach the philosophical
gulf, exacerbated by partisan politics, around how to bal-
ance the federal budget.

Perhaps the only certainty in this equation is that, in
any scenario, the AIDS community faces great threats to
the already insufficient funding appropriated to the pro-
grams that keep people with AIDS alive, attempt to pre-
vent the further transmission of this virus, or research a
way finally to end this 15-year-old pandemic. It has
become clear in these ongoing budget negotiations that
both the Republicans and the Democrats have embraced
the concept of a balanced budget. Whether politically

expedient or fiscally responsible, the embracing of the
balanced-budget concept will undoubtedly hurt, directly
or indirectly, AIDS programs, because as government
tightens its belt, among the first programs to feel the bud-
get scalpel will be domestic discretionary programs.
Most importantly, under the budget scenarios, either the
president or the congressional leadership, domestic dis-
cretionary spending will be severely restricted in all fis-
cal years between 1996 and 2002. Since all major cate-
gorical AIDS funding—prevention at the Centers for
Disease Control and Prevention, the Ryan White CARE
Act, National Institutes of Health research, and AIDS
housing (Housing Opportunities for People with
AIDS)—falls into this “discretionary” category, all
AIDS funding will be at serious risk in all foreseeable
federal fiscal years. Our challenge as AIDS advocates
will be to try in increasingly fiscally conservative times
to preserve the integrity of our vital programs, and to
safeguard an already fragile AIDS care infrastructure.

As uncertain as times are for our community, there is
one certainty that must guide our efforts and that we
must ensure that federal budget and policy decision-
makers in Washington fully understand: Beyond the pol-
itics and budget projections, countless human lives,
including those of people living with HIV/AIDS,; are at
stake. As our elected officials on both sides of the polit-
ical aisle negotiate America’s future and that of the pro-
grams which benefit so many Americans, they must do
so with the understanding that the end-result of their
negotiations, although pleasing on paper in the form of
diminished expenditures, could mean needless pain and
hastened deaths for millions of America’s most vulnera-
ble citizens. America cannot afford, nor should it even
consider, paying that hefty price.

Mark Barnes is executive director of AIDS Action
Council in Washington, D.C,
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_ing President Clinton and Con-
gress in their budget negotis-
tions has become Medicaid

* reforma — specifically, whether
control of the program should
be ceded to the states in the
form of largely unregulated
block grants.

The matter has taken on
grest gignificance for AIDS
advocates, who have witnessed the results of state
.control over Medicaid andAmS-q:eciﬁc programs in
Texas and elsewhere.

Mr. Clinton bas pled'ed full support for
Medicaid’s entitlement status and for continued fed-
eral cost sharing of a program that finances basic
health care and prescription drugs for this country's
maost vilnerable citizens, including half of all people
living with AIDS and 90 percent of women and chil-
dren with AIDS.

Meanwhile, congressional Republicans seem
equally committed to ending Medicaid’s tap into the
federal trepsury. Under the GOP’s “Medigrant” alter-
native, each state would receive one check each year
as the entire federal Medicaid contribution, a contri-
bution that would be reduced by more than $§117
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An mporum issue seperat- -

In an epidemic that knows no state
boundaries, the way to approach Medic-
aid and other vital prevention and care
programs isn’t just to puht the issue to
the states and hope for the best.

billion from 1996 through 2002.

Just as troubling is the Republican proposal to
repeal all minimum federal standards relating to
coverage, benefits, quality of care and coasumer pro-
tections. In effect, it would leave the states with total
freedom to define their own aszistance programs.

That willingness to trust entirely in the kindneas
and wisdom of the states would put many vulnerable
Americans at risk. We can't depend on the states to
do what is right Many examples throughout the
country show just why this block-granting-
without-strings would be disastrous.

The most common state government response 1o
AlDShsheendmppomﬂngntbenmdneglumtm
the extreme. A few states, New York among them,
devote substantial state 1ax dollars to AIDS care and
treatment. But in many other states, where legisia-
1018 are allowed the “flexibility” 1o define optional
Medicaid benefils, the results occasionally have
been catastrophic for people living with AIDS

In Missouri, for example, only a lawsuit broughy
by AIDS advocates in the late 19803 forced the state
Medicaid program te pay for the anti-AIDS drug AZT.

‘More recently, under the flexibility of existing
federal standards that leave many Medicaid cover-
age choices entirely up to the states, the Medicaid
programs in South Carolina end Texss pay for a
patient 1o be on only three prescriptions at any

AIDS shows flaws in block grant plan

- given time, even though advanced AIDS or termi-
nally ill elderly patients often require 10 or more

drugs to keep them alive,

Even worse, another 14 states don't provide any
prescription drugs under their Medicaid programa.
In the absence of federal minimum requirements,
muaanchom.ndtheyhnedomn

The troubles with state comtrel aren’t confined 1o
state Medicaid programs. Many localities have had
difficulty implementing the Ryan White AIDS emer-
gency relief program. Federal authorities oversee-
ing the District of Columbia's program, for example,
have been so distraught over its delay to spend fed-
eral money ou AIDS services that they have threat-
ened to bypass the local government entirely and
put the program inta trusteeship.

From its inception, the federal governmem has
been charged with assuring the common, national
good. In an epidemic that knows no state boundaries,
the way 10 approach Medicaid and other vital pre-
vention and care programs isn't just to punt the
issue to the states and hope for the best. Rather, the
goal should be to use federal funding as a means to
replicate good pragrams, such as thoee instituted in
New York and elsewhere, and disconrage less effec-
tive ones.

Simple block-granting withont tough federal
supervision and high standards doesn't serve the
comman good. In AIDS, as in all areas of disease com-
trol, the coste of block-granting without accountabil
ity are measured in lives needlessly shortened and
loat.

Mark Barnes is executive director of the AIDS
Action Council, which represents more than 1,000
commumly—based AIDS service organizations
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Letters to the Editor

* * *

Ms. Smith's essay can only be de-
scribed as myopic. She writes that “for
more than a decade, American public
health officials have ignored the centrai
tenets of plague control” by failing to en-
dorse nationwide mandatory HIV testing.
“The medical establishment,” Ms. Smith
argues in righteous indignation, “voted for
individual rights over public health.” Yet
Ms. Smith’s own proposal that millions of
Americans should be subjected to manda-
tory testing is little more than a stick with
no carrot. Glaringly absent from her argu-
ment for & mandatory testing program is
not only how expensive and counterpro-
ductive such a program would be, but how
she proposes to care for all those Ameri-
cans she would subject to mandatory test-
ing.

Mandatory testing for HIV is opposed
by, among other groups. the American
Medical Association, the American Acad-
emy of Pediatrics, the American Hospital
Association and the American Public
Health Association. Their opposition is not
based, as Ms. Smith would have us believe,
on the premise that mandatory testing is
“a slippery slope toward detention
camps.” They have each denounced
mandatory testing as prohibitively expen-
sive and as a generally ineffective way to
reach people at risk. HIV is not, after all,
gonorrhea or syphilis, for which a “magic
bullet” can stop infection, disease and

THURSDAY, NOVEMBER 9, 1995

transmission. Disease-control strategies
for HIV instead must be designéd around
the reality of the epidemic: a fatal infec-
tion transmitted in private, intimate situa-
tions [ar beyond the legitimate reach of
the state, and for which voluntarism is the
most effective approach.

Perhaps the most poignant example of
how out-of-touch Ms. Smith is with politi-
cal reality and the AIDS epidemic is con-
tained in her closing statement: “The na-
tion has a moral duty to care for those who
are infected, but the infected also have a
responsibility to those with whom they
share their lives—and bodies.” Does Ms.
Smith realize that almost 15 years into the
epidemic—15 years in which the AIDS
community has fought to establish what
remains today a fragile AIDS-care infra-
structure —the current congressional lead-
ership is threatening to restrict the con-
tent of AIDS prevention programs? To gut
substance abuse programs? Is she

rogram. and thus s| e health-care
safety net for more than hall ol all peopl
wiiﬁ ¥'@ E Eﬁo Now relz on Medicaid Eo%,
access fo basic health care and, in many 4
cases,}to the very HIV testing she so

wants?
MARK BARNES
Executive Director
AIDS Action Council
Washington
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Treatment’s High Cost

To the Editor:

As someone who has worked in the
AIDS community more than 10
years, as a public health official and
head of a national AIDS advocacy
organization, 1 agree with Andrew
Sullivan (Op-Ed, Nov. 21) that some
in the AIDS community have main-
tained an atmosphere that tends o
make hopefulness taboo.

New scientific developments 1n
treatment, although not cures,
should transform into hope the de-
spair born of fighting the virus with
ineffective drugs.

However, absent from Mr. Sulli-
van's argument is the chilling social
reality of AIDS: Promising treat-
ments are little promise to an 1n-
creasing number of the H.1.V -infect-
ed who lack access to basic medical
care and prescripuon drugs.

Mr. Sullivan’s formula — knowl-
edge of H.1.V. infection plus promis-
ing new drugs equals the hope of long
life — excludes the reality that most
people living with H.I.V. cannot af-
ford a combination drug regime as
expensive as 3TC plus AZT, which
can cost upward of $8,000 a year.
Even those who can afford health
care through private health insur-
ance face an almost daily struggie to
maintain any type of coverage for
medical and drug services.

Also missing is any mention of the
frontal assault being waged by the
Federal Government against the
very public health programs that
keep people with AIDS alive, includ-
ing the Medicaid health care safety
net that insures almost half of all
people with AIDS.

A 3TC or saquinavir capsule can-
not double for a roof over one's
head and is not an alternative
to food when a person with AIDS
must decide between paying rent,
buying groceries or paying for health
care. MARK BARNES
Exec. Director, AIDS Action Council

Washington, Nov. 22, 1995
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Congress

If Congress proceeds with plans to dismantle Medicaid, people with AIDS could be left without quality care.

Mark Barnes

“Civilizations, | believe, come to
birth and proceed to grow by successtul-
Iv responding to successive challenges.
They break down and go to pieces it and
when a challenge contronts them which
they fail to meet.” —Arnold Tovnbee,
Civilization on Trial

acing some very real threats to
key AIDS programs in the past
few months of budget action in
Congress, the AIDS communi-
ty has forged coalitions and
fought successtully to maintain
an infrastructure that has been
vears in the making. Yet we face
a challenge that threatens to
unravel all gains made to date: a
Congressional proposal that
would abolish the existing Medicaid pro-
gram and with it any guarantees ot basic
medical care tor this country’s medically
needy—children, the elderly, and people
with disabilities, including HIV disease.

Medicaid, which pays for the care of
one in ten Americans, is the largest source
of health insurance for people living with
HIV. In its role as a safety net, Medicaid is
the primary source of clinic, hospital and
nursing home care, and life-saving AIDS
drugs, for more than half of all people with
HIV disease who are either poor to begin
with, or who are impoverished by a disease
which gradually forces them to rely almost
exclusively on federal assistance and pri-
vate and tamily help.

A little less than two months ago, the
Senate passed unanimously a reauthoriza-
tion of the Rvan White CARE Act.
Realizing the importance of this vital piece

October 1995

of legislation, the House of Representatives
recently passed its own version of the re-
authorization bill. The AIDS community
breathed a collective sigh of relief that this
program, which many had predicted
would face tough opposition, it not defeat.
had been overwhelmingly passed in a fis-
cally and socially conservative 104th
Congress. .

As significant as this victory is, however,
Rvan White is but the payor of last resort in
many cases tor the working poor, unin-
sured, or underinsured. For this popula-
tion, Ryan White pays for primary care and
lite-saving drugs.Yet for those people with
HIV who no longer work and who have run
through all their assets—which by time of
death is a majority of AIDS patients—
Medicaid is the ultimate safety net.

In considering the eftect of any reform
in Medicaid—cost caps, block granting, or
a move toward Medicaid managed care for
people with HIV-——Congress should con-
sider with great care the impact of any of
these changes on the still new, in many
cases fragile, partnerships for AIDS care
that have been built over the past decade.
In many clinics and hospital outpatient
departments all over the nation, Medicaid
funding is the fiscal foundation for AIDS
care and treatment. In these mostly not-
for-profit, charitable clinics, physicians
and nurses—often paid fractions of what
they would make in private practice or in
academic medicine specialties—work in
dithcult, trying conditions, with ill and
declining patients. Their work is support-
ed by volunteers, by private contributions
of money and time, by foundation grants,
by Ryan White funds—and at base, by
Medicaid reimbursement. Without that
underpinning, the private sector and

healthcare worker altruism—important as
they are—would not be enough.

The AIDS healthcare community itself
over the past decade has embraced efti-
ciency in healthcare delivery: by forming
volunteer social service networks to keep
PWAs at home for as long as possible, by
placing emphasis in Rvan White programs
on primary care and basic AIDS drugs tor
the uninsured, and by fighting for ade-
quate Medicaid funding for AIDS care.
Advocates for people with HIV/AIDS real-
ize that Congress has difticult fiscal deci-
sions to make. But Congress must not
undertake far-reaching changes without
careful thought; must not end entitlement
status before examining the full impact on
these AIDS care partnerships and the
growing numbers of people with AIDS;
must not block grant when that means less
money for urgent, growing care needs; and
must not rush into Medicaid managed care
without careful planning about how to
maintain access to care, including tough
federal standards assuring adequate
provider rates and quality assurance.

Surely there is room for reform in
Medicaid, but unless that reform is accom-
plished with an eye toward quality care,
people with AIDS could be pushed back a
decade or more, and all the great effort
Congress and the AIDS community have
placed into crafting Ryan White and other
complementary programs could be for
naught. w

Mark Barnes is the executive director of AIDS
Action Council, the Washington-based national
advocacy voice of AIDS service organizations.
AIDS Action represents more than 1000 commiu-
nity-based AIDS service organizations through-
out the Unied States providing care to people
and communities affected by AIDS.
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Congress votes to shred
Medicaid safety net

The new health package could be “one aspirin a year,” unless the Clinton Administration holds fast
to its promise to veto the inhumane block-grant program passed by the House and Senate in October.

Mark Barnes

or several months, the political
clamor in Washington, DC,
has centered around Medicare
reform, $245 billion in tax cuts,
and very little else. The threat
to Medicaid, the other “M”
program, went mostly unno-
ticed by a nation—and unre-
ported by media outlets—that
could not distinguish one
“M” program from another. It
was not until the Republican leadership in
Congress unveiled its budget reconcilia-
tion bills that real attention was paid to
accompanving Medicaid “reform” propos-
als. AIDS advocates quickly came to real-
ize that this so-called reform had the
potential to undermine the already fragile
healthcare infrastructure upon which mil-
lions of Americans, including people living
with HIV/AIDS, now relv tor basic health-
care.

Despite very vocal opposition by
Medicaid advocates and constituents to
the Republican majority’s cruel and wrre-
sponsible scheme to “end federal bureau-
cratic intermeddling with Medicaid™ and
to “curb the spiraling cost of Medicaid,”
the threat became political reality last
month [Oct. 26 and 27

. Passed along
partyv-line votes in both chambers of
Congress were comprehensive budget bills
under which Medicaid’s entitfement status
would end, the federal-state partnership in
providing health insurance to millions of
Amuericans would be transformed into
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unregulated block grants to the states, and
already limited Medicaid funding would
be slashed by more than s170 billion aver
the next seven years.

To understand what the Medicaid pro-
visions in these budget bills represent to
HIV/AIDS care, examine the role
Medicaid now plays in providing health-
care to almost half of all people with AIDS.
Established in 1965, Medicaid has guaran-
teed access to basic healthcare for millions
of poor and medically needy Americans.
In its 30-year history, Medicaid has served
as a safety net insuring that specific groups
of people, such as pregnant women, chil-
dren, the elderly, and people living with
disabilities, including H1V disease, do not
fall through the cracks in the healthcare
system. Today, 41 million Americans—
two-thirds of whom have incomes below
200 percent of the federal poverty level —
are uninsured. Thirty-six million of these
people are thus forced to rely almost exclu-
sively on already imited Medicaid funding
to help finance their clinic, hospital, and
nursing-home care, as well as life-saving

prescription drugs. Both the population of

low-income and medically needy
Americans with AIDS and their healthcare
costs are growing as the AIDS epidemic
expands and the average income of people
with ATDS continues to decline.

Despite Medicaid’s importance to the
lives of more than one in ten Americans,
both the House and Senate passed budget
reconciliation bills in October shredding
the Medicaid  healtheare safety net. While
the House and Senate bills differ in a num-
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ber of important ways, they both abolish
the existing Medicaid program by ending
Medicaid’s entitlement status, thus elimi-
nating guaranteed healthcare access for
children, the elderly, and people with dis-
abilities, including people with HIV dis-
ease. This elimination would be accom-
plished by block-granting Medicaid—a
centerpiece of the GOP’s platform when
the party swept into Congress last
November—and establishing a “Medi-
grant” program under which the federal
government would sign over to the states
50 individual block grant checks shorn of
most minimum ftederal guidelines. Under
the Medigrant proposal, states face up to a
37 percent decrease in projected Medicaid
funding over the next seven years.
Although initially there were hopes that
a fight over state funding allocations could
dismantle the GOP’s push for Medicaid
“reform,” the Republican leadership in
both the House and Senate quickly
pumped additional funds to states which
represented critical votes needed for pas-
sage. For the majority of our elected otfi-
cials in Congress, however, strongly word-
ed messages from the Republican leader-
ship were enough to cinch the votes neces-
sary for passage of budget bills in which
vital social programs such as Medicaid and
welfare are ruthlessly cut. Reminding his
forces that they were elected to balance the
budget, House Speaker Newt Gingrich (R-
Ga.) said if Republicans were to vote
against the budget reconciliation bitl
because of “parochial” concerns, then “ask
vourself why vou are here Senate
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Majority Leader Bob Dole (R-Kan.) deliv-
cred asimilar message.

[t the 227-203 vote in the House, and
52-47 vote in the Senate, are any indica-
tion, in the 104th Congress balancing the
tederal budget takes precedence over the
“parochial” concern around provisions
that could devastate this country’s health-
care infrastructure.

The Senate did enact a number of key
improvements to its Medicaid block grant
legislation. And Senate votes on scores of
amendments during debate indicate there
is a slim majority in support of block-
granting the Medicaid program, and could
set the stage for future Congress-White
House negotiations under which a recon-
ciliation package could be produced that
stops short of block-granting the program
and decimating its federal funding base.

Of particular interest to people with
AIDS is an amendment proposed by
Senators John Chatee (R-R1) and Kent
Conrad (D-ND). The Chatee-Conrad
amendment, which was passed by a vote of
60 to 39, would require states to guarantee
eligibility to low-income disabled individ-
uals who are now eligible tor Supplemental
Security Income (8SI) assistance. What
that medical coverage will be, as Senator
Chafee said during Senate floor debate, is
anvone’s guess. This amendment does not
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require states to provide medically neces-
sary services or even a basic benetit pack-
age. "Do we say what kinds of coverage,
what the healthcare package is?” Chatee
asked rhetorically, “No. One aspirin a year
could be the health package” As disheart-
ening as the lack of a minimal package of
care may be, at least the Chafee-Conrad
amendment offers a small foothold for
Medicaid’s entitlement status. 1f enacted as
is, it could also provide some modicum of
protection for some people living with
HIV/AIDS.

There was little progressive movement
on Medicaid in the House. A group of con-
servative Democrats offered the only sub-
stitute budget bill aliowed on the House
Hoor. Among other provisions, this substi-
tute included $82 billion in Medicaid cuts,
but maintained the program’s entitlement
status by using a per capita cap to control
federal spending. The substitute received
little support from either Democrats or
Republicans. The budget reconciliation
bills will next go to House-Senate conter-
ence committee, where the differences
between the two bills will be ironed out.

President Clinton outlined his expecta-
tions on the budget last month by saying
the Republicans would pass a final budget
reconciliation bill (which they are expect-
ed to do before Thanksgiving), he would

veto that bill (which AIDS advocates pray
he will do), and only then would serious
negotiations oceur.

AIDS advocates are lobbying the
Clinton administration to remain firm in
its conviction that while we need to have
deficit reduction, we cannot afford to be
reckless with the lives of millions of
Americans. In the end, however, it is going
to take presidential resolve and some
much-needed compassion from Congress
to avoid the devastating consequences a
budget reconciliation bill as currently
worded would have on millions of
Americans. Whether by presidential veto
or by a last-minute change of heart among
Congressional leadership, maintaining a
safety net for poor and disabled Americans
must be the guiding force in shaping
Medicaid’s future. One aspirin will not be
enough to prevent the needless pain and
hastened deaths irresponsible public
health policies will cause to the most vul-
nerable of this country’s citizens. m

Mark Barnes is executive director of AIDS
Actiont Council, the Washington-based national
advocacy voice of AIDS service organizations.
AIDS Action represents more than 1,000 com-
munity-based AIDS service organizations
throughout the nation providing care to people
and communities affected by AIDS.
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Risk to Medicaid contil

People with AIDS are the losers in the Congressional budget battle.

Mark Barnes

rom Senate Majority Leader
Bob Dole and House Speaker
Newt Gingrich gleetully
swinging golf clubs at a
Capitol Hill press conference,
to White House Chief of Staff
L.eon Panetta angrily accusing
the GOP leadership of engag-
ing in terrorism, the debate
around the GOP plan to bal-

ance the budget in seven years
devolved into an exchange of barbs during
the recent impasse that led to a shutdown
of the federal government.

Were one simply to read the head-
lines—"Gingrich  numbers  down,”
“Clinton tees while government closes
doors"—once would think that only the
loss of political ground in the eyes of the
media, and consequently the attention of
the American clectorate, were at stake,
Lost in the debate was the fact that many of
the budget components the GOP leader-
ship maintain are essential 1o “getling
America back on track” including plans to
dismantle Medicaid, would help finance
what are clearly misplaced budget priori-
ties—tax cuts, increased military spending,
and much corporate largesse leftintact.

While Republicans and Democrats
lobbed political salvos at cach other, the
beleaguered Medicaid program has hung,
in the balance. More than 30 million poor
and medically ncedy Americans, including
about half of all Americans living with
HIV disease, would sutler necedlessly
under the congressional leadership’s plan
to provide practically unrestricted
Medicaid block grants to the states, while
providing drastically less federal spending,

Some in the ATDS community have
mistakenly called the Ryan White CARLE
Act program the single most important

program for people living with HIV/ATDS.
Yet, as many discovered during the budget
battles, Ryan White is but a gap-filler, the
paver of last resort lor uninsured or under-
insured people with AINS who quality nei-
ther for Medicaid nor for private, emplov-
er-provided medical insurance,

For almost 4o pereent of all Americans
with IV discase who can no longer work
and have thus been impoverished by the
discase, Medicaid is the last safety net,
Besides the more than $630 million per
vear the Ryan White CARE Act provides
for the care of people with ATDS, more
than $3 billion Medicaid dollars pay for
medical services for the poorest and sick-
est of people with ATDS.

The final Congressional budget bill,
passed largely along party-line votes on
November 17, would replace the current

Medicaid program with a program of

block grants to the states with very few
minimum federal requirements. The
“Medigrant™ program also cuts projected
Medicaid spending over the next seven
years—anywhere {rom the conservative
Congressional Budget Othce (CBQO) esti-
mate of $163 billion to a staggering $420
billion cut in total federal and siate
Medicaid contributions, as predicted by
the Washington-based Center on Budget

and Policy Priorities (CBPP). This level of

cuts, the CBPP says, assumes that the
states would provide just enough funding
to receive their full federal block grant
allocations, but would not voluntarily pro-
vide funds on top of that—a very real pos-
sibility in a radically reformed program
shorn of federal requirements,

There are viable, practical alternatives
that are much less paintul than the radical
surgery the GOP leadership is intent on
performing on Medicaid. The Clinton
administration and kev Democratic mem-
bers of Congress have proposed a cap on
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the growth of spending per beneficiary,
called a “per capita” cap, instead o a rigid
block grant formula,

A per capita cap would give states a
fixed amount per benehiciary, with ditferent
caps tor pregnant women, children, dis-
abled individuals, and the elderly. The cap
would allow the number of Medicaid
beneficiaries (o grow, and would maintain
the current eligibility criteria and benetits
package. By capping the rate of increase in
the amount that a state can spend on each
beneficiary, this plan would also reduce
federal Medicaid spending, but the cuts
would not be as drastic, and changes would
not be as disruptive.

I this proposal does not see the light of
day, only President Clinton’s veto of
“Medigrant,” and his unwavering commit-
ment to limit cuts to vital social programs,
can halt the shredding of the AIDS care
safety net that Medicaid represents.

The budget debate is not about politics
as usual, but about protound changes in
the role of the national government in tak-
ing care of its own citizenry. The nation is
rightly questioning the fine print scrawled
somewhere on the Republican blueprint
for balancing the budget in seven vears.
What Americans are discovering, while
Congress and the White House struggle to
find room for compromise, is that the cen-
terpicee of the GOP plan—a balanced

budget—will be financed not by “savings”
but instead by heartless, avoidable cuts to
programs of vital importance to this coun-

(rv’y most vulnerable citizens. s

Mark Burnes is executive divector of AIDS
Acton Conncil, tie Washington-based national
advocacy voice of AIDS service orgaiizations.
AIDS Action vepresents more than 1000 com-
mitirity-Dased AIDS service orgiizations
natfomvide providing care to people and com-
manities affected by AIDS.
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Threat to AIDS funding continues
past fiscal 1996 budget battles

Mark Barnes

“1 have known what the Greeks did not:
uncertainty.”
~=Jorge Luis Borges. Ficciones

ith the start ot a
new fiscal vear,
advocates tor the
AlDS community
usually take a well-
deserved breather
from fighting for
funding for every
federal program
linked to AIDS.
and shitt gears in
preparation for the batie tor AIDS fund-
iny in the year ahead. Not so going into the
third month of fiscal year 1997.
Unlortunately, as the fornrnal goes to press,
the only answer to “What will happen to
ADS research, care, and prevention fund-
ing in fiscal year 1997¢" is, "WCll let you
Know justas soon as President Clinton and
the Congress can agree on fiscal year 1906.”
Uncertainty is nol new Lo AIDS advo-
cales. But never has the advocacy commu-
nity expetienced the level of uncertainty
(read also: Nustration) that we now are
experiencing with the on-aguin, off-again
budgel negotiations, impasse, or stalemate
(the termis change daily) in which the GOP
congressional leadership and the Clinton
administration appeur Lo be engaged.
President Clinton and the GOP con-
gressional leadership agreed on November
19, 1995, 10 balance the federal budget by

2002 using Congressional Rudget Otfice

estimates, provided the budget protects
programs tor healthcare (chiel among
them Medicaid), the envitonment, and
cducation. The commitment (o these pro-
grams and to the tundamental humanitar-

fan values they embody- -~ conimit ments 1o
which both sides agreed, at least on
paper-—are every bit as impottant as the
nation’s need oy fiscal control. Despite this
writlen agreement, which was signed by
President Clinton as a condition for re-
opening the government during the first
tederal shutdown, tour days before New
Year's the lederal government is again shut
down and more than 250,000 tederal
employees are at home waiting tor budget
negotiators Lo desist Irom engaging in par-
tisan attacks against one another.

On Day 13 of the second tederal govern-
nient shutdown, we Jdo nol know if there
will be more continuing resolutions to
reopen the government. The two sides may
never agree on the particulars of a seven-
year balanced budget plan, and key pro-
grams such as the Medicaid safety nel
hang in the balance. Indeed. Medicaid's
future has emerged as a primarv point of
ideological disagreement between the
President and Congress. The congressional
leadership seeks block grants to states—
and thus a final end to poot people’s enti-
tlement 1o basic healthcare. The White
House, meanwhile, scems equally wedded
to preserving Medicaid in roughly its pre-
sent form. There is even greater uncertain-
1y about whether GOP congressional lead-
ers and President Clinton are even willing,
to breach the philosophical gull, exacer-
bated by partisan politics, of how to bal-
ance the lederal budget.

Perhaps the only certainty in this equa-
tion is that in any scenario, the AIDS com-
munity faces great threats to the already
insufficient Tunding appropriated tor the
programs that keep people with AIDS
alive, attempt 1o prevent the further irans-
mission of this virus, or hnd a way (o end
this 15-vear-old pandemic. Wheiher politi-
cally expedient or fiscally responsible, both
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patiics’ call tor a balanced budget will
undoubtedly hurt AIDS programs.
because as government tightens its belt,
domestic discretionary programs will be
amony the irst o feel the budget scalpel.
Most important, under every budget sce-
nario under consideration, domestic dis-
cretionary spending will be severeiv
restricled in all fiscal years between 1996
and 2002, Since all major categorical AIDS
funding—CDC prevention, Ryan White,
NIH research, and AIDS housing
(HOPWA) —talls into this “discretionary”
category, all AIDS tunding will be at seri-
out risk in all foreseeable tederal tiscal
years. Qur challenge as advocales for peo-
ple with AIDS will be to try in increasingly
fiscally conservative times to preserve the
integrity of our vital programs, and to
safeguard an already fragile A1DS care
infrastructure,

One certainty must guide our efforts:
Beyond the pelitics and budget projec-
tions, countless human lives. including
those of people living with HIV/AIDS, are
al stake. As our elected ofhcials on both
stdes of the political aisle negotiate
Americas future and that of the programs
that benefit so many Americans, they must
do so with the understanding that the
result of their negotiations, although pleas-
ing on paper in the form ot diminished
expenditutes, could mean needless pain
and hastened deaths for millions of
Ametica’s mosl vuinerable cilizens.
America cannol afford, nor should it even
consider, paving that heltly price. m

Mark Buarues is executive divector of AIDS
Actionr Cowncil, the only national organizagion
devored solely 1o lobbying the tederal govers -
ment o ALDS policy, legisiation and funding.
AIDS Action, founded in 1984, represents nore
thanr ;000 conmuony-based AIDS service orga -
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Threatened by reform?

By Christina Kent
AMNEWS STAFF

WASHINGTON — As the GOP
Medicaid reforms roll through Con-
gress like a juggernaut. AIDS experts
are struggling to grasp the implica-
tions. Many experts say the proposals
will harm society’s most vulnerable
members — but a few point out there
are also opportunitics.

The future of Medicaid is of intense
interest to AIDS experts

services for people with AIDS, Medic-
aid dwarfs the Ryan White CARE Act.
Medicaid spent about $2.6 billion on
AIDS in fiscal year 1994, compared
with nearly $600 million available to
state and local governments for both
medical and other Ryan White pro-
grams.

Recently, both the House and Senate
voted to reauthorize Ryan White for
five more years. The differences be-

tween their measures are

because the program is . being worked out in con-
the single largest source GOP Medlca-ld ference committee.

of public funding for

As to Medicaid. House

HIV/AIDS medical ser- plans may hur[ and Senate committees

vices, financing seven in

have approved GOP pro-

10 dollars spent nation-  HIV/AIDS care posals to transform the

ally in 1994,

More than 40% of
people with AIDS are enrolled in Med-
icaid. many of them because they meet
the disability and income eligibility cri-
teria for Supplemental Security In-
come. Medicaid also is crucial for chil-
dren with HIV/AIDS: according to the
Kaiser Commission on the Future of
Medicaid, it covers more than 90% of
children with AIDS.

As a source of funding for medical

program into block

grants to the states, with
no automatic entitlement to aid for tar-
geted populations. The measures were
expected to go to the floors of the re-
spective chambers for votes by late this
month.

The proposals would give states
greater freedom in exchange for less
federal money than currently projected
— $182 billion less from fiscal 1996

See MEDICAID, page 38




Medicaid

Continued from page |

10 2002. Annual increases would range
from 2% to 9%, depending on factors
such as growth in low-income popula-
tions.

Few federal strings would be at-
tached to the grants. The Senate ver-
sion includes a provision added at the
behest of Sen. John Chafee (R, R.I)
to require coverage of low-income
pregnant women, children and disabled
people. “Disabled” has yet to be de-
fined. It might include people with
HIV/AIDS, but sources say that the
mandate is under attack from gover-
nors who oppose any federal restric-
tions, and it may not survive the Senate
floor fight.

Many AIDS experts are vehement in
their denunciation of the proposals.

“Block grants coupled with a major
reduction_in_the sheer number of dol-

_Iars will lead to delayed, deferred and
in_some cases unobtained treatment for

ople wi 1sease,’ says Mar
Barnes, executive director of A -
tion Council, a research and advocac

group in Washingfon. D.C.

He and other experts charge
that some states will try to stretch their
Medicaid dollars by forcing the chron-
ically ill into health maintenance orga-
nizations of dubious quality. Other
states will simply cut back on eligibil-
ity _and benefits, producing ~disease
and death,” Barnes says. “Needless
and avoidable disease and death.”

Other experts are more sanguine.
“While there are substantial challenges
here, there are also opportunities,” says
Mark Smith, MD, executive vice presi-
dent of the Henry J. Kaiser Family
Foundation.

“Most of us who deliver care to
AIDS patients think that managed care
should be a far superior way of pro-
viding care than the fractured services”
of fee-for-service medicine, Dr. Smith
says. The GOP reforms will, for the
first time, give states the onportunity
to “deliver on the theoretical promises
of managed care.”

Sometimes, Dr. Smith adds. "“We
Judge a proposal more by who's for it
and against it than by its intrinsic mer-
it.” When Oregon Medicaid officials
first proposed limiting the number of
services the state would cover, the idea
was denounced as a cruel form of ra-
tioning. But by limiting services. he
notes, the state was able to expand the
number of people who are covered by
Medicaid.

It is true that dire predictions aren’t
always realized. For example, when
Tennessee slashed Medicaid payment
rates in order to launch the highly con-
troversial TennCare program, the effort
was denounced by physicians and ad-
vocacy groups for the poor.

But today, Dan Ramey, a TennCare
expert and social worker who serves
HIV patients in a doctor’s office in
Hermitage, Tenn., says that while the
program is far from perfect, overall,
“people with HIV have been well-
served by TennCare.”

The key ingredient, says Joe Inter-
rante, executive director of Nashville

, CARES, an AIDS advocacy group in
the state capital, is that health plans

that participate in TennCare are pro-
hibited from excluding people on the
basis of preexisting conditions.

Now, in a phenomenon that endan-
gers the cosl-saving properties of the
program, TennCare is “attracting {HIV-
positive] people from out-of-state,”
says Rusty Siebert, TennCare bureau
chief. He declined to say how many
people with HIV/AIDS have moved to
Tennessee to take part in TennCare, but
total current enrollment is 1.2 million.

Growing pains

About one thing there is no disagree-
ment: If the federal and state govern-
ments are ever to gain control of their
Medicaid costs (now rising at 10% a
year), they will have to contain the
costs of disabled and chronically ill
populations.

Even though they consume only 2%
of total Medicaid spending, people
with HIV/AIDS are disproportionately
expensive consumers of care. Accord-
ing to the Kaiser Commission, the av-
erage annual cost for a disabled Med-

| icaid beneficiary was almost $8.000 in

1993. A study in California showed

that the annual Medicaid cost per ben-
eficiary with AIDS ranged from about
$9.500 to $43,000 in 1992-93, depend-
ing on the severity of the disease.
Although the savings from managed
care are limited, it stands to reason
that states would seek to enroll their

highest cost populations in HMOs,

The problem is that, overall, “we
don’t have any model for successfully
converting this population to managed
care,” says James R. Tallon, president
of the United Hospital Fund and chair-
man of the Kaiser Commission on the
Future of Medicaid. Of the 23%. of
Medicaid beneficiaries now enrolled in
managed care, almost all are poor chil-
dren and their parents.

Among other factors, experts say, it
is difficult to construct criteria for
measuring the quality of care for HIV
disease because even reasonable health
care practices differ widely.

There also may be a shortage of
qualified providers. In New York City,
Medicaid officials recently called a
halt to their efforts to enroll HIV-in-
fected Medicaid beneficiaries in HMOs
after an advocacy group’s survey found
managed care networks “ill-prepared”
to treat those patients.

Such problems make it all the more
important for states (o begin develop-
ing high-quality HMOs for people with
HIV/AIDS, says Dr. Smith. “If we
don’t get on with trying to see how
things can be improved at the state and
local levels, we’ll lose opportunities to
try to improve care by fighting yester-
day’s battles.”

There are some models that states
can use for guidance, he adds. For ex-
ample, what may be the first-ever full-
service, fully capitated staff-model
HMO for people with AIDS was
launched last April in Los Angeles.
The city’s AIDS Healthcare Foundation
received a federal grant to enroll Medi-
Cal-eligible people. “By using a man-
aged care system, where quality is very
strictly controlled and observed, we
can, in fact, ensure that quality will be
better and not worse,” says medical di-
rector Charles E Farthing, MD.

The foundation’s president, Michael
Weinstein, is equally enthusiastic. But
he is worried about the impending
GOP reforms. “Califorma will sustain
an $18 billion cut over the next seven
years, and that is too radical. If they
wipe out all the Medicaid regulations,
we're concerned about what the stan-
dard of care will be. This is a national
epidemic, and there need to be some
national standards.”

Other experts are more dire in their
predictions. Tallon says that some
states may seek to lower their costs by
reducing benefits for high-cost popu-
lations, “subtly” encouraging those
populations to move to states that pro-
vide more generous benefits. The re-
sult would be that states with higher-
quality programs — such as Tennessee

— could be penalized.

The variation between state pro-
grams could be exacerbated by the fact
that nine states — California, Florida,
Georgia, [llinois, Maryland, New Jer-
sey, New York, Pennsylvania and Texas
— account for 70% of AIDS cases,
says Timothy M. Westmoreland, senior
policy fellow at Georgetown University
Law Center’s Federal Legislation Clin-
ic. “There will be uncontrollable health
care costs in those states,” Westmore-
land says.

The AMA echoes the call for stan-
dards to ensure quality care. While the
Association has “long recognized the
need to restructure Medicaid,” wrote
Executive Vice President James S.
Todd, MD, to Senate Majority Leader
Bob Dole (R, Kan.), any reforms
should include protections for vulnera-
ble populations as well as quality stan-
dards.

Representatives of providers who
have traditionally served the poor —
including community health centers
and public, teaching and children’s hos-
pitals — are worried they will end up
bearing the brunt of any cost-contain-
ment efforts. HIV care is, “in general,
a money loser for hospitals,” says Lou-
is Z. Cooper, MD, director of pediatrics
at St. Luke’'s-Roosevelt Hospital Center
in New York City and a board member
of the American Academy of Pediat-
rics. “In a word, [the GOP proposals
are] scary.”



Vicmria L= Sharp, MD. is medical
director of the Spellman Center for
H1V-Related Diseases at St. Clare’s
Hospital and Health Center in New
York City. With a daily census of about
2,800 patients, the clinic gets 97% of
its reimbursement from Medicaid and
has an operating margin of about 1%,
Dr. Sharp says.

“If the block grants go through, the
first thing 1 will lose is the funding to
hire specialists,” and deprived of ac-
cess to ophthalmologists, some patients
will go blind, she savs.

Next, social workers, nutritionists
and HIV educators will be laid off,
and pharmacological options will be
restricted. “Rationing will occur, and
the providers who remain will be asked
to see 40 or 50 patients on the inpatient
side, instead of [the current] 15 1o 20.
Burnout will increase and physicians
will leave.”

Ultimately, she says, both the Spell-
man Center and St. Clare’s Hospital
will close. She makes a plea for law-
makers (o go slowly on reforms — at
least until more expenence is gained
in designing and running HMOs for
the chronically ill.
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AIDS Groups Fear Loss
Of Health Care Benefits

Shift of Medicaid Control to States at Issue

By DAVID W. DUNLAP

AIDS care groups nationwide say
they fear that the plan to give states
more control over Medicaid, which
pays the health costs of haif of the
nation's AIDS patients, will force
thousands of people o forgo benefits
like prescription drugs and home
health care.

Under the budget legislation
passed by the House and the Senate
tast week, Medicaid spending would
be slowed and the Federal Govern-
ment would make block grants to the
states, which would largely set their
own standards for eligibility and
cuave. The full Congress has yet to
approve the hudget bill, and Presi-
dent Clinton has vowed to veto any
legisiation with health care cuts that
he regards as 100 severe.

But AIDS care groups are worried
that block grants will create compe-
tion 1n state legislatures between
families, the elderly, other disabled
recipients and people with AIDS.
And they are fairly certain who
would lose

“People with A{DS are not politj-
cally popular to defend,” said Mark
Barnes, executive director of the
AIDS Action Council in Washington
which represents about 1000 AIDS
groups nationwide,

""As a person who grew up in Ala-
bama, I fear, I tremble, for_the fate
of people with AID
state-administered Medicaid pro-
gram,” he said. “If you're asking the
average state legislator in Mont-
gomery to choose between an elderly
person in long-term care and a per-
son with AIDS, given the social stig-
ma and opprobrium directed toward
people with AIDS, it's a no-brainer.”

As Republicans see 1t, state legis-
latures are closer to the health prob-
lems faced by their constituents than
15 the Federal Government. Craig
Murphy, a spokesman for Repre-
sentative Joe L. Barton, a Texas
Republican who is a member of the
House Commerce subcommittee
that oversees Medicaid, said,
“There's no reason to assume that
there’s anything wrong with the pri-
orilies a state would make.”

In New York, Lois Uttley, public
affairs director of the state Health
Department, said, ''If resources are
finite, the state would target re-

sources to the most needy, and cer-
tainly people with H.L.V. and AIDS
are in that category.”

Kim Belshé, director of the Cali-
fornia Department of Health Serv-
ices, said block grants could give
states more flexibility in addressing
the special needs of their citizens,
instead of accommodating a "'Fed-
eral, one-size-fits-all mentality."”

But neither Ms. Belshé nor any
other state official can fully assess
the impact of the proposed changes,
which have moved rapidly through
Congress.

Ms. Belshé finds herself gazing
into a snow dome, rather than a
crystal ball, as she and her col-
leagues seek answers about the fu-
ture of Medi-Cal, the California Med-
1caid program. "“We are frantically
trying to figure out what's behind all
those snowflakes,™ she said.

Medi-Cal supports 40 percent of
the 3,000 clinic patients and 50 per-
cent of the 2,000 hospice residents
served by the AIDS Healthcare
Foundation in Los Angeles.

The proposed changes in Medicaid
would be ““disastrous,’ said César A
Portillo, director of government af-
fairs for the foundation.

“The political atmosphere n Sac-
ramento 1s extremely hostile to peo-
ple who are medically indigent,” he
added. “And when you're talking
about AIDS in Los Angeles County,
you're talking about a substantial
number of immigrants.”

Hispanic people account for 30
percent of the AIDS patients in Los
Angeles, Mr. Portillo said, and a
majority of those are immigrants.

At the Infectious Diseases Clinic
of the Medical College of Virginia
Hospitals in Richmond, about 30 per-
cent of the 1,200 patients depend on
Medicaid. Nearly one-fourth are
black women; half are black men.

“I’'m very concerned about what
will happen on the state level," said
Dr. Lisa G. Kaplowitz, director of the
H.L.V.-AIDS Center of Virginia Com-
monwealth University, which in-
cludes the Richmond clinic. ‘‘People
are seeing cost savings, but there is
very little or no discussion about the
quality of care.”

Republicans say Congress is not
scrimping on care. They cite the
Congressional reauthorization earli-

N

“Without Medicaid, | would have died,” David
Tuzo, foreground, said last week at his apartment on
the Grand Concourse in the Bronx. Mr. Tuzo, 33,

P e ork Dime
who has AIDS, depends on Medicaid and worries
about cuts in the program. With him were his sons,
Kevin Quinones, 14, left, and Omar Nieves, 16.

RS S nard [or 1

‘I fear, I tremble,
for the fate

of people with
AIDS.’

er this year of the Ryan White Com-
prehensive AIDS Resource Emer-
gency Act, which assists people with
AIDS and H.LV., the wvirus that
causes AIDS.

Grateful as they are for that legis-
lation, AIDS care groups say it is not
enough. '"Ryan White dollars pale in
comparison to the funding that Med-
icaid provides for so many people
with AIDS,"” said Dr. R. Scott Hitt,
chairman of the Presidential Adviso-
ry Council on H.1.V./AIDS.

In the 1994 fiscal year, public
spending on health care for people
with AIDS and H.L.V. amounted to
$3.75 billion, according to the Henry
1. Kaiser Family Foundation, which
has studied Medicaid issues. Of that,
nearly 70 percent was paid by Med-

1caid, 15 percent by the Ryan White
Act and 13 percent by Medicare.
More than half of all the AIDS
patients in the United States, or
roughly 100,000 people, depend on
Medicaid to pay for their health
care, said Patricia S. Fleming, direc-
tor of the Office of National AIDS
Policy, a White House agency. *‘The
epidemic is moving directly into
poor communities,'' she said. *'so it's
not surprising that so many people
are eligible for Medicaid.”
Medicaid spending on people with
advanced cases of AIDS may range
from $9,500 10 $43,000 a year per
person, depending on the severity of
the iliness, Kaiser Foundation offi-
cials said. In contrast, about $9,300
per person a year is spent on the
elderly, $8,000 on the biind and dis-
abled and $1,200 on children.
Although requirements vary from
state to state, Medicaid generally
covers those with incomes of less
than $625 a month and who cannot
engage in substantial gainful activi-
ty because of a physical or mental
impairment that is expected to re-
sult in death or last at least a year.
Often, Mr. Barnes said, people
with AIDS who have no private
health insurance quickly spend

themselves into poverty.

He and other advocates for people
with AIDS envision a destructive
competition for care.

~No civilized society should ever
find itself at that point,” said Repre-
sentatve Gerry E. Studds, a Massa-
chusetts Democrat who is a member
of the Commerce Committee. “'The
ultimate obscenity is, “Who shall we
treat — this gentleman with Alz-
heimer's, or this gentleman with
AIDS?" ™

Mr. Studds mentioned new antivi-
ral drugs, known as protease inhtbi-
tors, which he said “will likely be-
come the standard of care for people
with AIDS." If states are not re-
quired to pay for these ‘‘prohibitive-
ly expensive’ treatments, he said,
“‘patients in need of them wili simply
be out of luck.”

David Tuzo, 33, of the Bronx, who
has A1DS and depends on Medicaid,
said that the '‘cost of medication
alone would be too much for me.”
His regimen now includes an antivi-
ral drug called Zovirax, an antifun-
gat drug called Mycelex and an ant1-
protozoal drug called Bactrim. The
cost runs about $300 to $400 a month.

“Without Medicaid,”” he said, *'1
would have died.”
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Veterans, AIDS Patients May Lose Benefits

2 Cabinet Secretaries Outline Consequences of Medicaid Changes

By Spencer Rich

Washington Post Statf Writer

Hundreds of thousands of veter-
ans and people with AIDS could lose
existing health benefits as a result of
Medicaid changes approved by con-
gressional Republicans, two Cabinet
members and the AIDS Action
Council said yesterday.

Department of Veterans Affairs
Secretary Jesse Brown and Health
and Human Services Secretary Don-
na E. Shalala said an analysis by the
two departments found that “more
than 600,000 veterans are enrolled
in Medicaid,” the federal-state health
program for the poor, but only
100,000 of them receive any care
from the VA.

“Under the House proposal to
block-grant the Medicaid program”
and reduce projected spending by
$182 billion over the next seven
years, Brown and Shalala said, “as
many as 172,000 veterans could
lose their Medicaid coverage by
2002,” many of them severely disa-
bled and ineligible for Medicare.

The reason is that not only does
the House reconciliation bill allow
less money for benefits than under
existing law, but it also would repeal
any individual guarantees to Medic-
aid and allow state governments
wide discretion to determine eligibil-
ity, administration officials said.

The problems of these veterans

are “some of the most costly, includ-
ing AIDS and psychiatric care,”
Brown and Shalala said. Brown said
the VA is threatened already with
“devastating congressional budget
cuts” and “will not be able to care for
veterans pushed out of other health
care programs.” They added that be-
cause of proposed changes in Medi-
care, it is possible that 400,000 vet-
erans on Medicare “may fimd it
financially necessary to try to use
VA health care.”
- Richard Fuller, an official of Para-
lyzed Veterans of America, said the
scenario raised by the two secretar-
ies is “serious.”

Meanwhile, Mark Barnes, AIDS
Action Council executive director,
said House Medicaid changes could

““devastate health care for the AIDS

community” by reducing funds and
allowing states to decide who will be
covered. He said a large proportion

ans: California, Florida, New York
and Washington. Moreover, the
spokesman said, the House bill re-
quires each state to set aside a fixed
portion of its total Medicaid spend-
ing for the disabled.

" Barnes said that with proper med-

of people with AIDS have no other
health care or if they do, 1t is does
not cover some of their most vital
needs, such as anti-AIDS drugs. An

THE BUDGET BATTLE

WINNERS AND LOSERS

HHS official said yesterday that of
nearly 200,000 people known to
have AIDS, almost half are on Med-
icaid, including 90 percent of chil-
dren with AIDS. Barnes said he be-
lieves these figures understate the
number of AIDS patients on Medic-
aid.

Rep. Tim Hutchinson (R-Ark.),
chairman of the health and hospitals
subcommittee of the House Veter-
ans Affairs Committee, disputed the
Brown-Shalala charges.

“They're crying wolf one day after
the other,” he said. “They're assum-
ing Medicaid and Medicare are
somehow not going to handle veter-
ans, but we are providing more mon-
ey for Medicare, Medicaid and vet-
erans’ benefits than we are now
spending. . .. I don't think there’s
going to be any forcing of veterans
onto the VA for health care, but if
there were, they'll be able to handle
it because there's going to be a 25
percent reduction in the number of
veterans in the next seven years.”

A spokesman for the House Com-
merce Committee, which wrote the
Medicaid provisions, said the poten-
tial difficulties facing veterans and
AIDS patients are based on Medic-
aid grants to the states in the com-
mittee bill, but that ignores the addi-
tion of $12 billion nationwide for the
program by the House. He said half
of that would go to states identified
by Brown as having the most veter-

ication, a person with AIDS can live

as long as five to 10 years in reason-

able health, but without Medicaid,
many can’t afford the drugs they

need,”

David Tuzo, a 33-year-old New
York transportation worker, said in
an interview that after he contracted
AIDS, “I became ill and weak” and
had to stop work. He qualified for
Social Security disability benefits
and Medicare although he had not
reached retirement age.

“But,” he said, “l needed drugs
which were not covered by Medi-
care,” which offers no outpatient
prescription drug benefit. And “with
Social Security income of $704 a
month, I couldn't afford $400 a
month for the drugs” and sought
help from Medicaid.

Under the Medicaid “block grant”
provisions passed by the House, no
individual would be guaranteed Med-
icaid benefits, and each state would
make its own rules on eligibility.

The Senate reconciliation bill also
offers no guarantees of coverage,
with the exception of an amendment
by Sen. John H. Chafee (R-R.1.) that
would require states to cover all
low-income pregnant women and
children under 13 and people quali-
fying for welfare under the federal
Supplemental Security Income pro-
gram for the aged, blind and disa-
bled. :

But as Chafee stated on the Sen-
ate floor, the states would decide
what the benefits would be for each
category.

“The states could say, ‘For this
group there will be one aspirin a
year’ ... but at least you have to
cover everybody in the group,” Cha-
fee said.




he H.vlml)lir;m rush o reform
the nation’s public health care
system has profound implica-
tions for people who have
AIDS or HIV infection, accord-
ing to AIDS acuvists, who paint a
bleak picture of the future if Con-
gress's GOP majority gets its way.

“People will get clck quicker and

dic sooner,” said Christine Lubinski,
deputy exceutive director of the AIDS
Acton Council, a Wash-

Washington

Foundatuon, an mdependene nation-
al health care philandivopy.

But Democrats. along with some
moderate Republicans, mocked the
block-grant approach as House and
Senate comniutees passed suilar
reform bills in fate September. “We
might as well just throw the money
up in the mr and Impv it lalls down
and does good.” said Sen. John
Breaux (D-La)).

A tinal medicaid reform plan will
be meluded in a massive budget and

ington. D.C.-based lob-
bying group. “Tt reallv is
a life-and-death issue
for people with AIDS.”

About 36 million
people are covered this
year by medicaid. the
joint tederal-state pro-
gram that provides
health care o the puur
and disabled—nearly 1 in 7 Amen-
cans. mcluding, AIDS acuvists esu-
mate, about half ol all people with
AIDS or IV infection.

Curvendy the federal governnient
lays out a number of strict require-
ments thae states must follow 1o get
federal dollars. I states offer certain
optional serviees, they are eligible
tor more federal hielp. /\nv American
who mects federally est blished eli-
gibility requirements is gnaranteed
to get benefits. Bu chul)hun\
who are teving to shift power
across the l)mn(l from Washington
back 1o the stres. want 1o cn(l
that entdement and instead give
states block granes based primarily
o a state’s population. States then
would deade whais ehigible for
help and what benefits \l\cv aet
The GOP woal 1s 10 reduce fcd(l al
medhicaid spendmg by $182 bil-
lion, or 19%. over seven years,

“Medicaid is broken, and
time to by i said Rep. Thomas
JoBliley (R-Vao. chairman of the
House Commerce Committee,
which has jurisdiction over med-

icaid. One of the main problems
with medicaird s skvrocketing
costs: Medicad spe n(]ln" dnll—
bled from TU88 1o 19092 dnd has
riscn about 10% cach year sinee,

according o the Kaiser Family

22 THE aDvoCAtE

Combined federal* and state
spending on medicaid,
in billions of dollars

Medicaid reform threatens
benefits for people with
AIDS and HIV infection

tax bill dhac will likely fand on Presi-
dent Clinton’s desk in early Novem-
ber Clinton, who backs a plan that
would lead 1o a less drastic $54 bil-
o in medicaid savings over seven
vears, has vowed to veto the package.

Because of the swiftness of con-
aressional action on the issue—~

Dem-

High-rise health care
The fast-chmbing medicaid budget
provides a tempting target for
lawmakers looking to cut
federal spending.

[ ] Projected figures, if no [
changes are made to
current system

96 ‘97
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TFederal portion s on average about 63%, * *Estimated

ocrats in- the House did not get the
legislaton unal the mornmg the
committee met o approve it—the
impact it would have on those with
HIV infection and AIDS was largely
ignored by lawmakers. Sall, the
Hou\c conmmittee and the Senate Fi-
nance Committee accepted amend-
ments that made the separate re-
lorm bills slightly less unsavory.

Rep. Cenry Studds (D-Mas ss.), who
is gay, convinced his colleagues to
accept an amendment to prevent
states from denying
medicaid coverage to
those with preexist-
ing medical condi-
ttons. Sull, Studds
voted against what he
called a “god-awful”
bill. T wouldn't call
this reform; I would
call it repeal,” Studds
told 7he Advocate.

Sen. John Chafee (R-R.L) pushed
through an amendment in the Sen-
ate that would require states to pro-
vide coverage 1o low-income preg-
nant women. children under 12, and
people with disabilities. Left open,
however, was the definition of -
abled. A conscrvative definition
could mean that some HIV-positive
people would not be eligible.

The bottom line is that if the Re-
publican proposals become law,
those with AIDS and HIV could lose

prescripuon benefits, and more of

the infected mav end up without
any health coverage ac all. "Can
you imagine what would happen
to our health care system if med-
icaid wasn't providing coverage to
roughly half the people with

AIDS?” asked Jeffrey Crowley, se-

nior policy associate at the Nation-

al Association of People With

AIDS. “The epidemic could get

much worse.”

But at least one conservative
AIDS activist, Shepherd Smith,
president of Amenicans for a Sound
AIDS/HIV Policy, said he was open
to giving more power to the states
ancl umcun(,(l about medicaid’s
long-term financial healdh: ~If vou
kill lIl(‘ goouse that fnd the unlclcn
CLL, lhuc aren’t gomg lw any
more cges down th(' ron |d
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AIDS advocates fear brunt of M'edicaid cuts

' By BENNETT ROTH
Houston Chronicle Washington Bureau

WASHINGTON - A Republican
proposal to overhaul Medicaid has
advocates for AIDS victims increas-
ingly fearful that they will lose out in
the expected scramble at the state
level for scarce health care dollars.

Medicaid, the federal heaith in-

.- surance program for the poor, has
“ been the primary safety net for
many AIDS patients who have lost

their jobs and health insurance and
can’t rely on family to pay medical

bills.

“l see them(AIDS patients) as
way at the bottom of the list,” said
Margot Morris, director of the
Omega House, a hospice for AIDS
palients in Houston.

Morris said people with AIDS end
up_relying on the government for
hefp because of the debilitating na-
ture of the disease, which makes it
in¢reasingly difficult to work,

“Furthermore, many of these peo-
pié do not have the traditional family
configuration that would provide the
traditional safety net,” she said.
“They are young single people when
their resources run out.”

However, Morris said her fear
that the Texas Legislature might

But the GOP House Medicaid plan cut Medicaid funding for AIDS does
approved last month would scrap not mean that she approves of the
the federal guarantee that certain current system.

groups, including indigent AIDS pa-

tients, are covered.

Instead, a limited amount of feder-

“What we've got now hasn't

wdtked well. It is a huge bureaucrat-

ic hightmare,” she said.

al dollars would be shipped back to _ n fact, Republicans have ed
the states in the form of block thit by eliminating onerous federal

grants, and state legislatures and
governors would determine who

gets the money.

The Senate version of the bill
would still require states to cover
cetMain groups including people dis-

abled by AIDS.

Both versions would dramatically
reduce the rate of growth of Medi-
cald, whose costs have been in-
creasing at about 10 percent annual-

ly..

AIDS advocates are particularly
nervous that officials in Texas and

rmirements states will be able to
stbetch their health care dollars
fatther.

*States are closer to the problem.
Threy know what is happening in
Texas more than the federal gov-
ernment,” said Craig Murphy, a
spokesman for Rep. Joe Barton,
R-Ennis, who sits on the Commerce
Committee that approved the Medi-
caid legislation.

Murphy noted that it was interest-
ing that AIDS advocates “feel like
the Republican Congress with Newt

clsewhere, when faced with the Gingrich is going to be the fairest
choice of covering poor children and ' possible place to make decisions on
pregnant women and long-term AIDS funding rather than state leg-
cabe for the elderly or expensive isiatures.

disnbilities such as AIDS, will take

the politically expedient route .

Texas Health Commissioner Dr.
David Smith said he doubted the
state would cut back funding for
AIDS because it would merely mean
passing costs onto locally funded
public health facilities.

“It is important to keep those folks
covered or they will fall back on
systems that have no federal
grants,” said Smith.

Medicaid is the largest source of
public funding for AIDS nationally ,
with about 40 percent of AIDS pa-
tients enrolled in the program, ac-
cording to a study by the Kaiser
Family Foundation. '

The other major sources of feder-
al funding are Medicare and the
Ryan White Care Act.

In 1993, Medicaid spent about $2.3
billion on AIDS, about 2.1 percent of
the total program spending.

But while AIDS is only a small
portion of the Medicaid budget, it is
much more expensive to treat those
patients than some of the program’s
other beneficiaries.

The Kaiser study found that in
California, Medicaid costs per bene-
ficiary with AIDS ranged from $9,516
to $43,224. This compares to the
average cost for a disabled benefi-
ciary of $7,956.

For that reason, AIDS advocates
fear state officials will view treat-
ment of that population as not cost
effective.

AIDS Action Council, which repre:
sents_ ¢
across the nation.

Diane Rowland, a researcher with
Kaiser, said that as medical break-
throughs have made it possible for
people with AIDS to live longer, the
costs of the disease has gone up.
Many of the new treatments and
drugs are extremely expensive, she
said.

Rowland also said that AIDS is

rfect example of the pitfalls of the
gfock grant concept, which does not
take into account the unforeseen
costs of treating diseases that may
develop in the coming years.

Health officials in Texas said $6.1
million from Medicaid funds was
spent on AIDS patients in 1994,
excluding long-term care and drug
expenses.

Though the state could offer no
data on what percentage of the
AIDS population relies on Medicaid,
they believe it is lower than the
national average because Texas eli-
gibility requirements are much
tighter than many other states.

At the Harris County Hospital
District, which is the major provider
of services for AIDS patients in the
Houston area, about 16 percent of
those patients are enrolled in Medi-
caid.

However, that is up from 10 per-
cent in 1991, largely because of the
increasing number of pregnant
women with AIDS using the public
hospitals. Medicaid income eligibili-
ty requirements in Texas for preg-
nant women are higher than for
other groups.

King Hillier, who handles govern-
ment relations for the hospital dis-
trict, said that if Medicaid allotment
for AIDS is not provided by the state
lawmakers, the costs will be borne
by the local taxpayers.

When asked if he was confident
the Texas Legislature would place a
high priority on funding for AIDS he
replied, “absolutely not. It is clear
they will go with the elderly and

women and children before going to
the disability groups.”
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AIDS activists fear fund cuts

By Robert J. Warren

STAPFE WRITER
President Clinton has waffled be-
fore, and AIDS activists fear he’'ll
waflle again.
If so, activists say, AIDS patients

and others

Greenshoro X TE

lities will

suffer greatly under crippled Medicaid
funding. -

“The Preside it velo rec-

onciliation bill,"\ Mark Barnes id.

Barnes is executl ctor he

Washington-based AIDS Action
Council.

“The question is: How tough will he
ang alterward’ 1ls Dy no means
certain Clinton will hang tough an
protect our commum!z.
arnes said people who are HIV
positive have a lot to lose in the budget

MarkBarnes |

® Mark Barnes became
executive direclor of the AIDS
Action Council in February. He
is also administrator of the
AIDS action foundation.

B The ction Council
represents more than 1,
community AIDS organizations
and lobbies the federal
government on AIDS policy.

@ In 1994, Barnes was a
special health-care counsel for
a law firm. From 1992 to 1994,
he was associate
commissioner for medical and

legal policy for the New York
City Department of Health and
was named to the White
House National Health Care
Task Force in 1993.

W He was named AIDS
policy director for the New
York State Department of
Health in 1989. He joined the
faculty of Columbia University
Law School in 1986 and began
the AIDS Law Clinic. He holds
degrees from Columbia and
Yale universities.

debate. If Medicaid gets chopped up
into block grants with increases in
funds cut, Barnes said AIDS patients

will end up on the bottom of the bar-
rel.

We are in a crisis," Barnes said.

“This is one of the worst times for the

AIDS community, ,

Barnes gave a presentation on the
pro—poi?d'gMedicaid cuts and their
potential effects on the AIDS com-
munity to about 20 church, media,
health and AIDS organization mem-
bers at the Triad Health Project office
in Greensboro. He said local AIDS
organizations will be directly affected
if AIDS patients lose Medicaid
funds.

“This is not only important to hos-
gitais and healtﬁ-care grovnaers,'
Barnes said. “If they can't get service

at hospitals and health-care centers,
they will be banging on your door.”

The U.S. Congress wants to cap
Medicaid funding at 1995 levels - more
than $3 billion for AIDS patients - and
begin giving each state block grants

(See MEDICAID on 2A)

MEDICAID: Fear of waffling surfaces

(FROM 1A)
with no strings attached.

Congress plans to cut more than
$163 billion from increases in spending
for Medicad through this process.
According to Barnes. North Carolina
would lose more than a quarter of its
projected Medicaid funding during the
next seven vears.

“What's troubling is not only the
cuts, but at the state level. everyone
will struggle for that one check.

Barnes said. ~And all the requirements
making sure people with disabilities

hillion range. AIDS patients and
others with disabilities will be severely
affected.

And he says he fears Clinton may
cave.

“This is a very weak administration,
it Is no secret,  Barnes said. “They say
one thing and do another.’

ut Barnes said there are Repub-
licans Sympathetic to the AIDS cause.
including Richard Burr of Winston-
Salem.

“The AIDS agenda is not just for the
DeMocrats. . he said. "1t @ mainstream

get treated will be gone ™

Three groups get Medicaid funds -
poor women with children. elderly
people who need long-term care and
people with disabilities.

Barnes said the first two groups have
political backing. but those with dis-
abilities - including AIDS patients -
“will get left out when the musical
chairs stop in the state legislature.”

Barnes said Wedicaid could be re-
duced in the hallpark of $50 billion and
still he etfective, but 1f Clinton com-
promises in the S80 million to $100

Xmerica agenda. [t's an agenda about

canng for people.
arnes will join about 150 AIDS
activists for an AIDS summit at the
White House in December. he said.
If Clinton doesn’t hang tough, they
will put his feet in the fire and it will
be a public relations disaster. he

said.

[f the future 1s block grants. the
future is bleak. Barneg said.

He used tuberculosis block grants as
an example. The disease was almost
wiped out when the Reagan Admin-
istration changed federal funding to
hlock grants in the early 1980s. he said.
The grants had no requirements and
supervision was lax.

As a result. the tuberculosis in-
frastructure decaved while the disease
made a comeback. connected to the
AIDS epidemic. and is now at very
high levels.

Local activists must get a “fire in

their belly” and act now before it's too

late. Barnes said.

“It's all up for grabs.” he said.
~That's why tight now constituent
action at the local level is verv im-

Eor[ant.



@he Washington FPost

THURSDAY, DECEMBER 7, 1995

(linton Pledges to Protect AIDS Funding

President Clinton yesterday
pledged to protect funding and
health care programs for AIDS pa-
tients during a White House confer-
ence where activists from around
the country asked him to do more
to find a cure and a vaccine.

The undertone of the first White
House conference on AIDS and
HIV—and the direct complaint of
protesters outside the White
House—was that while Clinton has
done more than other presidents to
combat AIDS through increased
funding and research, it has not
been enough. Several speakers
compared the disease to the civil
war in Bosnia and said the Clinton
administration should put it on the
top of its domestic priority list.

*1 support what you're doing for
the Bosnia people to keep peace and
end the war,” said Shawn Sasser, an
activist who introduced Clinton to

the more than 250 people who at-
tended the one-day conference.
“But we also have a war raging
right here for the last 15 years.
Let’s fight and pay whatever it
costs to defeat the war on AIDS
right here at home.”

AIDS is now the leading killer of
Americans between the ages of 25
and 44. Earlier this month, the Cen-
ters for Disease Control and Pre-
vention (CDC) reported that the
country’s 500,000th AIDS case had
been diagnosed and more than
300,000 have died.

After Clinton’s opening remarks
to the conference he participated in
a discussion of needle-sharing
among addicts, mandatory AIDS
testing for pregnant women and pe-
diatric AIDS.

Clinton said he had ordered the
preparation of a government-wide
research plan, including a coordinat-
ed research budget, within 90 days.

He also said he had asked Vice
President Gore to convene a meet-

ing of scientists and pharmaceutical
industry leaders to study ways of
speeding up the development of
vaccines, therapeutics and other
ways of protecting people from HIV
and the infections it causes.

“A cure and a vaccine. That must
be our first and top priority,“ Clin-
ton told the conference. At the end
of his speech, a heckler in the room
complained that the Clinton admin-
istration had not done enough. “I am
very sorry that there is not a cure. |
am very sorry that there is not a
vaccine,” Clinton replied.

Clinton used the opportunity of
the conference to attack Republican
plans to pare projected Medicaid
spending and to pledge to fight
those reductions. Medicaid pays the
health care costs of nearly half of all
Americans with AIDS, including
more than 90 percent of the chil-
dren.

“Medicaid is the lifeline of sup-
port,” Clinton said. “It is the one
thing that we have done that has

helped us to drive down infant mor-
tality [due to HIV] among poor peo-
ple who otherwise would never see
a doctor.”

Mark Bammes, executive director
of the AIDS Action_Council, a
Washington-based advocacy group,
said AIDS activists attending the
meeting were heartened by Clin-
ton’s words, particularly his com-
mitment to federal funding for
AIDS research and to safeguarding
the Medicaid program.

“When Prwdent Clmton to-

i community,
”But the real test of his lead
lsnotaspeedt.Therealtmtxs
what he intends to do in the bu}qgg_t.
negotiations over the next four

weeks with %gr&s over the fate
t program.

—

Staff writer John Schwartz
conirsbuted to this report.
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FDA OKs
New Drug
For AIDS

It attacks virus at
later stage than AZT

By Sabin Russell
Chronsele Safy Writer-

Federal regulators approved
the first of a pew class of AIDS
drugs yesterday, butthe encourag-
ing news was tampered by fears -
that the government. is running
out of moncy to help the unin-
sured pay for a new generaxon of
expensive medicines.

!

0

"The Food and Drug Adminis-

tration approved sales of saquina.

" vir in a record 97 days, and munu-

facturer Hoffmann-la Roche
pledged that supplies will reach-
drugstores by WOrTOW.

Saquinavir is the first approved
“proteasc inhibitor,” which at-
tacks a different piece of the AIDS
virus than the one targeted by old-
erdrugs such as AZT, ddl and 44C.
The new Roche drug is not a cure
for AIDS. but tests show that when

used in combination with the older |

drugs. the pumber ¢f infection-
tighting white blood cells increas.
es, and the amount of virus float.
ing in the bloodstream decreases.

(Srore Pa(é‘)

The new drug — and 2 number
ot similar competitors undergoing .

.clinical trials — stzips the AIDS vi. .

rus of protease, one of the chemi-
cal tools it uses to0 make copies of
itself inside a human biood cell.

Earlier drugs interfere with a dif-
ferent enzyroe, reverse transcrip- -
tase;, which plays a role i ane the !
earliiest steps of viral repucatmn

npras -

’ﬂxexdl:a.ls 10 artack both tar- !
gets at once. “It's about. cornering
the virus,” said Dr. Jacob Lalezari, -
an AIDS spectalist at the Universi-
ty of California at San Francisco's
Mount. Zion Hospital “Maybe at |
some point, it runs out of opyons.”

FDA Commissioner David Kes-
sler said protease inhibitors are
“perbaps the most inportant class
of drugs in the fight againsy HIV so
far.” The approval follows by only
20 days the FDA's marketing clear-
ance for 3TC, a drug made hy
Glaxo Wellcome that boosts the ef-
fectiveness of its chemical cousin
AZT.

But at a wholesale price of 35,-
800 2 year for saquinavir and $2.-
270 for 3TC, the swift approvals.
will add to the mounting financial
burden on people with AIDS who
do not have insurance to caver the:

AIDS: Page A23Col 1
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January 26, 1996

The Honorable William Jefferson Clinton
The White House
Washington, D.C.

Vid FACSIMILE

Dear Mr. President:

On January 23, 1996, I wrote to you on behalf of AIDS Action Council, the
Washington representative for 1,400 community based AIDS service and training
organizations, requesting, respectfully, that you veto S. 1124, the defense
authorization bill conference report, when it reached your desk. I now understand
that this bill will reach your desk today, and that you will sign it.

As you may be aware, this legislation contains a blatantly discriminatory
provision which will result in the immediate separation from the armed services of
some 1,200 active military personnel living with HIV disease. Moreover, these
individuals who have devoted many years of productive service to the nation’s
defense and continue to do so, will be discharged without the benefit of a military
pension and without access to the quality health care they now enjoy. This
provision singles out individuals solely on the basis of their HIV status, while other
military personnel who live with other chronic illnesses will continue to be permitted
to work as productive members of the military until their illness prevents them from
doing so.

When this measure was initially passed by the Congress with this provision,
you vetoed the bill and cited this provision among numerous others in your veto
measure. Regrettably, Administration officials who represented you in negotiations
with the Congress on a compromise measure appear not to have highlighted this
provision as unacceptable to the White House. Other provisions of the vetoed
measure identified by Administration representatives in the subsequent negotiations
were deleted from the measure. Only a small number of Congressional principals
on the defense authorization bill were strongly committed to the anti-HIV provision.
We believe that if the White House had insisted on its omission, it much more likely
have not made its way into the final conference report.

At this juncture, therefore, AIDS Action respectfully requests that you
undertake a number of measures immediately in order to ameliorate, insofar as
possible, the extremely harsh effects and the negative public policy consequences of
this provision. These measures include:
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In your signing message, highlighting the utter absence of public policy or public
health rationale for this exclusion of HIV-infected military personnel, and reiterate
your strong personal opposition to it;

In your signing message, expressing your Administration’s profound doubts,
including those of your Justice Department, regarding the constitutionality of this
provision, including its failure to treat HIV-infected military personnel in the same
way that service members with other chronic illnesses are treated; and

In the event that this provision is implemented, treating these service members as
medically discharged with 100 percent service-connected disability, and providing
for those service members being discharged a package of full retirement and
severance benefits, including:

0 Job placements into Department of Defense and related civilian
jobs commensurate with their experience, rank and seniority, with
relocation and settlement expenses;

0 Continuation of the same health, life and disability insurance
benefits and quality of health care to which these service members
and their dependents would be entitled if they were allowed to
continue in active duty;

0 Sensitive, immediately available transitional counseling for these
affected personnel and their families regarding this provision and
its consequences for them;

0 Immediate vesting of any pensions or retirement funds to which
these military personnel would be entitled had they been allowed
to continue to serve until such pension or retirement funds would
have vested; and

0 To the extent allowed by this provision, offering of National Guard
and/or Reserve placements to these service members, commensurate
with their experience, rank and seniority.
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All in all, Mr. President, the enactment of this provision marks one of the darkest, saddest
days in the history of the AIDS epidemic in this country. The message that is being sent to
people living with HIV and their families is profound: namely, that they are not welcome in the
workplace, in our communities, and in our nation -- that they are dispensable. Although we are
deeply distressed that you appear to be poised to sign this bill, we ask respectfully that in doing
so0, you consider these ways of helping these patriotic Americans and their families. Finally, we
ask that you signify your commitment to this issue by immediately working with Congress to
draft and pass legislation reversing this appalling provision.

The families and communities affected by this epidemic need your help on these issues,
and they await your response.

Respectfully,
Mark Barnes
Executive Director



