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April 16, 1998

Ms. Sandra Thurman

Office of National AIDS Policy
736 Jackson Place, NW
Washington, D.C. 20503

Dear Sandy:

It was great to see you the other day. | love your alarm clock! Seeing you laugh made my
day. | worry about you a lot -- | know that this work is hard. But, for what it’s worth, you
ARE making a difference!!!

I'm very excited to have the opportunity to work with you and Todd again (even if it means
working in Washington, D.C.). The CAEAR Coalition is committed to being present and
engaging in ways we've not been in recent months. I'm counting on our collective history to
help us do the work we must do to accomplish the things that people living with HIV/AIDS
need accomplished in the next few months.

Take care of yourself and your blessings.

PW/tt

Enclosures



The CAEAR Coalition is requesting a minimum of $570 million in FY 99 funding for TITLE I
of the Ryan White CARE Act. This would be an increase of $105 million over FY 98. The
promise of new treatments, such as protease inhibitors, is inextricably linked to the primary
health care and support services funded under TITLE 1.

The 51 metropolitan areas eligible in FY 99 to receive emergency assistance under TITLE I
provide care to at least 74% of all reported cases of AIDS in the United States. The
infrastructure of care services created under TITLE I continues to be a critical component of
AIDS care in America.

According to the Centers for Disease Control and Prevention, AIDS prevalence will continue to
increase. This fact underscores an increasing need for medical and other services for people
living with AIDS. As the number of AIDS deaths has begun to decrease, the number of people
living with AIDS has grown. Twenty percent of TITLE I clients annually are new cases.

federal H

A decade and a half of research has brought significant breakthroughs in the treatment of HIV.
These breakthroughs have led the U.S. Public Health Service to recommend, as the proposed

standard for medical care, viral load testing and use of combination therapies, including protease
inhibitors.

The new standards of care require that TITLE I areas ensure access to medical care, the new anti-
HIV drugs and the support services that enable successful adherence.

The first step in accessing the new combination therapies is a physician’s visit, followed by
diagnostic tests, including the viral load test, and then for many, a prescription — all services
provided with TITLE I dollars. Funding for drugs without funding for the mechanisms which
make those drugs available is an ineffective policy and a cruel hoax for those who stake their
lives on the hope of these new AIDS treatments.

Currently, the lowest estimated cost for measuring a person’s viral load is $100 per test, and
quarterly monitoring is recommended. Test costs, in some locales, are as high as $250 per test.
The Health Resources and Services Administration (HRSA) estimates there are 350,000 TITLE I
clients and that at least 30% of these clients are expected to use TITLE I funding to pay for viral
load testing. To provide quarterly viral load testing for these TITLE I clients requires a
minimum FY 99 increase of $42 million.
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. The new treatments are often complicated and have the potential for severe side effects. A person
who fails to take these medications as prescribed runs the risk of developing resistant viral strains.
Close monitoring by a physician, provided with TITLE I funding, is required.

. TITLE I services are predominantly used by symptomatic people with AIDS who require
significantly more — and more complex — medical visits. The number of primary care exam slots
for HIV care also increases as people with HIV live longer. A goal of TITLE I communities is to
expand access to care and treatment at an earlier stage of disease -- an unachievable standard for
most communities with current resources.

. The provision of medical health care services accounts for the expenditure of 59% of Title I
funds. This includes not only physicians visits, but tens of millions of dollars for the direct
purchase of medicines, and millions more transferred from TITLE I to TITLE II AIDS Drug
Assistance Programs (ADAPs). In FY 97, 10% of TITLE I funds, or $41,059,269, was
transferred to ADAP -- based on local priorities.

. The need for services that are traditionally not considered primary medical care, such as nutrition
and case management services, has also grown with the use of the new combination therapies.
The reason is simple: many of these services are critical to a person’s ability to adhere to an
effective drug regimen. The CAEAR Coalition requests a very conservative increase of $11
million to address the expansion in services, other than viral load testing.

. New Clients. HRSA estimates that 20% of TITLE I clients every year are new clients. TITLE I
communities across the country have documented client increases ranging from 13% to as high as
74%. A minimum FY 99 increase of 10% in TITLE I funds, or $46 million is required to
provide for these new TITLE I clients.

. In FY 99, two new areas become eligible for TITLE 1. Both Norfolk, Virginia, and Las Vegas,
Nevada, have become eligible for TITLE I emergency assistance in FY 99, increasing the total
number of TITLE I communities from 49 to 51. To reflect that growth in TITLE I areas, the
CAEAR Coalition is requesting a minimum increase in FY 99 funding of $6 million.

. In FY 98, fifteen TITLE I areas lost funding as compared to the previous year. Despite
modest increases in CARE Act funding overall, some, though not always the same, TITLE I
communities have lost funding three of the last four fiscal years in comparison with their previous
year funding. Clearly funding for TITLE I of the CARE Act has fallen behind the need to
provide increased resources to each and every TITLE I community.

For further information, contact the CAEAR Coalition,
1413 K Street, NW, Suite 700, Washington, D.C. 20005, 202.789.3565, fax 202.789.4277; or
The Sheridan Group, 1808 Swann Street, NW, Washington, D.C., 20009, 202.462.7288, fax 202.786.1964
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Draft Appropriations Repdn Language

The Committee has provided $570 million in funding for Title I and $113 million in funding for
Title [II of the CARE Act. These funding levels are critically important to assunng access to, and
successful utilization of; the new anti-HIV drugs and combination therapies.

Title T expands this fiscal year to another two metropolitan areas, providing resources to the 51
U.S. communities where over 74% of all Americans with AIDS have been diagnosed. The CARE
Act mandates local control of Title 1 funds which are allocated to the medical health services and
the supportive services that enable individuals to adhere to complex combination therapy that
include protease inhibitors. Without adequate funding to these communities hardest hit by the
AIDS epidemic, access to the physicians’ visits and medical tests required to prescribe the new
drugs will remain impossible.

Title LI provides HIV-specific funding to 183 community health providers located in urban,
suburban and rural parts of the United States,. These directly funded programs allow for early
diagnosis and ongoing primary medical care. including the new combination therapies, for 83,000
people infected with HIV. This in turn has reduced hospitalizations by 75%. In addition, Title III
funded clinics, with 25% of its clients women of child-bearing age, are uniquely situated to
provide the successful AZT intervention that reduces HIV transmission from mothers to infants
from 25.5% to 8.3%.
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AIDS ACTION

April 9, 1998

Secretary Donna E. Shalala

Department of Health and Human Services
615F Hubert H. Humphrey Building :
200 Independence Avenue, SW
Washington, D.C. 20201

VI4 FACSIMILE - URGENT

Dear Secrctary Shalala:

On behalf of ATDS Action Council and the 2400 AIDS service organizations we represent, [ urge
you to immediately request a rehearing of the Desario case before the full Second Circuit Court
of Appeals by the filing deadline of April 10® (Desario v. Thomas. No. 97-6027, U.S. Coutt of
Appeals, 274 Cireuit, February 24, 1998). In addition, we respectfully request that the Health
Care Financing Administration immediately communicate with state Mecdicaid programs about
the appropriate use of lists; the legal obligation of Medicaid programs to provide medically
necessary services to all Medicaid bencficiaries; and the illegality of discrimination against
Medicaid recipients based on diagnosis and condition.

The recent decision of the three judge panel of the Second Circuit Court of Appeals poses an
immediatc threat to the quality and scope of health care of Medicaid recipients living with
HIV/AIDS and other chronic and costly health care conditions in all of the states governed by the
2™ Circuit. Since one of these states, New York, is the home to more living ATDS cases than
any other state, the ramifications of the decision for the AIDS community are profound.

This decision undermiunes the fundamental principles of the Medicaid statute and erodes the very
value of the Medicaid entitlement.

As you are well aware, Medicaid is the major source of health carc for men, women and children
living with HIV/AIDS and is often the only hcalth care available to these individuals. You are
also well aware that life-ptolonging but costly drugs are dramatically reducing the mortality and
morbidity associated with ATDS. AIDS Action joined the Clinton Administration in opposing
the efforts of the Congressional Republican leadership to block grant the Medicaid program and
to eliminate the benefit and quality protections available to Medicaid rccipients. This court
decision, if allowed to stand, would allow state Medicaid programs to deny vital services,
including life-saving drug treatments, to eligible beneficiaries solely on the basis of cost. Jt

would be tragic of the major victory of preserving the Medicaid program was undermined by a
bad court decision.

1875 Connecticut Ave, NW  Suite 700 Washington, DC20009 P 2029861300 F 2029861345  www.aidsaction.org
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Please take actiop on the Desario case before a precedent is set that will threaten the gains the
pation has made in fighting the AIDS epidemic and will jeopardize the health and lives of people
with HIV/ATDS who depend upon the Medicaid program.

Sincerely, -

/_211'1&1 Zingé,v\‘\
Executive Director

cc:  Nancy-Ann Min DeParle
Chris Jennings
Kevin Thurm
Sandra Thurman
Eric Goosby
Dr. Peggy Hamburg
Richard Socarides






TO WHOM IT MAY CONCERN:

I am in prison, as you can see by my return address. However, I have found
useful, fulfulling work even here. I have instigated a program here at this
institution to teach BARBERING and COSMETOLOGY. I feel that it can be beneficial
everywhere in this system, as well as in state institutions, wherever there are
people with no skill with which to make an "honest living".

There is certainly more to BARBERING and COSMETOLOGY than just cutting hair.
It involves Anatomy, Physiology, AIDS Awareness and Safety Procedures, and I believe,
most importantly, a moral code. Hopefully, by example I instill in my students
honesty, pride in achievment, and a sense of the artistry of this profession. It
is, I believe, an honorable way to serve, for the hair is a reflection of the
inner self, and the way one is groomed speaks to the external world with a definite
message. It speaks volumes without a word being exchanged.

Therefore, since appearance is important in the way we are viewed by others, I
show my students how their work can help or hinder their customers. If the student
understands this concept, how can he fail to take pride in his work. He is making
an important contribution to his customers success or failure in whatever endeavor.

T am dedicated to the benefit of my fellow man and to the uplifting of his
spirit. I take pride in helping men who have no marketable skill become productive
members of society. The program is about helping people, and about making the
streets of our nation safe for its citizens. I am writing this letter to ask for
your aid and assistance in expanding the program to other institutions in the
federal system, and perhaps, even to the various state institutions.

I know how to run the program, but do not know how to promote the program to
other institutions. I am, of course, limited by the fact of my incarceration as
to what I can do, and require official sanction of some sort to do anything.

Perhaps there is something that you can do to assist the expansion of this
program to other institutions. I myself, am willing to do anything and everything
possible to see its growth to other institutions. I believe in its benefits and
potential for good.

I look forward to hearing from you, your ideas, impressions, suggestions,
or criticisms. Please let me hear from you.

Sincerely,
694;4 SaKKL;
JOB ISRAEL,

PMB-879 - 36245-004
COLEMAN, FL 33521-0879
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vention. Through his efiorts, Job
Isracl helps inmates acarire occupa-
vional skills that wili give them the
resources they need tor cploviment
SUCCESS.

One hundred and seventy -five in-
mates have graduated from Job
Isracl’s prograim, saving the taxpay-
ers an estimated $750,000. Pres-
ently, he has twvelve inmate pupils in
his program which saves the state of
Florida an estimated $100,000. The
reduction of recidivism is a major
objective of the correctional system
in addition to saving tax doliars,

Job Israel, who started 1ns pro-
arams in Fort Dix, New Jersey, has
heen a model of prisoner tor his fel-
jow imnates. He has been congratu-
lated by Connie Muack, U5, Sena-
tor; Sherry 1. Mosces, Congressional

A Silent Worker Among the imp
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3570 Ofive Street, Lemon Grove, CA 91335
(619) 6681007, Fax: (619) 668-0778

risoned

Atde; Alexis M. Herman, Secre- |
tary of Labor: and many others,
Some of the people who have
helped him the most include
Congresswoman Carrie Meek
his former high school teacher,
Captain Barbara McIntutt| head
of sccurity over the prison bar-
ber shop;, and Warden DL
Hobbs whose great foresight
makes the proeram work and
function with dignity.

Job Israel really shares his
thoughts and ctferts with every-
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one who wants to better the Ameri-
can soctety and bring an end to the
cycle thatinmates get caughtin with
their habitual return to prison over
and over again.

Job wants to change the way life
has been for so many blacks who
have no future in today's skilled
workplace. His tireless contribution
is working miracles among the in-
mates ol the Federal Correctional
Complex  (Coleman Low) m
Coleman, Flonda.
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) AI D S SAN FRANCISCO AIDS FOUNDATION - P.O.-BOX 426182, SAN FRANCISCO, CALIFORNIA 941426182
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17 April 1998

Sandra Thurman, Director.
Office of National AIDS Policy
736 Jackson Place, NW.
Washington, DC 20503 -

Dear SandY'-

Whatever it takes you've certalnly got it to knock us off the front page and
reduce coverage of the board meetlng to a caption!

: See the attached clipping (1. thought you should have a clearer copy that the
fax!).

But, seriously, on behalf of the board of directors ef the San Francisco AIDS

" Foundation, please accept my personal gratitude for your contribution to our

- March meeting. We were honored your schedule allowed a visit and were
heartened by news of the ongomg discussions. Somehow, in the end I hope
we prevail. '

~ Thank you for efforts on behalf of all people living with and affected by HIV .
- I'mglad you're in our corner.” Besides, it makes it so much more interesting.

And thanks again for sharing you'r insights t.A.'ith us,

Sincerely,

Paul Wisotzky
Chair, Board of Directors

10 UNITED NATIONS PLAZA
SAN FRANCISCO, CALIFORNIA 94102-4901
(415) 487-3000

o pented on m-'vehdﬂu‘ur



by Cynthia Laird

n otherwise staid meeting
of the Board of Supervisors
% ¢ Finance Committee was
spiced up Wednesday, April 1,
when ACT UP/Golden Gate ac-
tivists zapped committee chair

"Mzbe! Teng, calling on her to -

schedule a hearing for Supervisor
Tom Ammiano’s proposed legis-
lation’ regarding nonprofit ac-
countability. After several minutes
of comments, Teng did promise
she would schedule the hearing
this month; the legislation must
be heard by the Finance Commit-
tee before it can proceed.

Teng was apparently tipped off
to the action: two San Francisco
police officers were stationed out-
side of her office shortly before
the 1 p.m. meeting began, and she
was escorted upstairs to the com-
mittec room by an officer. No ar-
rests were made, and the activists
left peacefully after the disrup-
tion.

Teng also denied telling a re-
porter from the Independent that
she was going to propose alterna-
tive legislation to Ammiano’s, a
move that infuriated activists
when they read about it earlier
this year. However, despite her
statement “I have not talked to the

Teng zapped at
inance meeting

Independent” a reporter from that
newspaper who was at the com-
‘mittee meeting indicated he had
talked with the supervisor.
*You're killing people with
AIDS, Mabel," said activist Jeff

. Getty, as he and others unfurled

banners when they disrupted the
meeting. Soon, they began chant-
ing, “Mabel, Mabel, don’t call her

. honey, she’s just in it for the

money”
Added ACT. UP member
Stephen LeBlanc, “We want to

know when you'll schedule the

hearing.”

“I told you I would schedule a
hearing in April,” a visibly nervous
Teng said as several activists stood
in the committee room. She
added that “the person who re-
quested the hearing” only left her
an e-mail message two days ago
regarding the matter. ’

Last month, a 20-member task
force convened by Ammiano
came up with several reccommen-
dations to open up nonprofits
that receive city funds. Specifical-
ly, areas of concern to activists
center around financial records
and access to nonprofit board
mectings. The task force was com-
poscd of activists, and nonprofit
administrators and board mem-
bers. Many of the recommenda-
tions have been praised by local

officials and activists, and Ammi-
ano has forwarded the matter to
City Attorney Louise Renne’s of-
fice to come up with draft legisla-
tion. oo R

On Monday, March 30, Teng's
office told the B.A.R that no hear
ing date has been set. ¥ :
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SF study: few high-risk gay men

get HIV prevention referrals

by Cynthia Laird

study of high-risk clients in

~ San Francisco who test neg-
i ative for HIV has revealed
that men who have sex with men
(MSM) are less likely to get re-
ferred to counseling and preven-
tion services than injection drug
users (IDU). :

Dr. Rani Marx, with the city’s
Department of Public Health
{DPH) epidemiology and evalua-
tion unit, revealed the findings at
the Thursday, March 26 meeting
of the HIV Prevention Planning
Council, prompting considerable
surprise among members.

“I’'m astounded,” said Steven
Sams, community co-chair.

Marx said the San Francisco
study was done in an effort to
gather data, not to judge the job
counselors are doing.

“No one’s looked at referrals,

particularly among high-risk neg-
atives,” Marx said during her pre-
sentation, which included data
from two studies. The first study,
which had a greater number of
people sampled, was conducted
between January and October
1995. The study was an analysis of
San Francisco counscling, testing,
referral, and partner notification
(CTPRN) data on 7,010 people
who received seronegative confi-
dential test results. Of those, 5,595
(or 80 percent) provided behav-
ioral risk information, and it was
those people investigators focused
on.

The study found that just over
20 percent of the MSM popula-
tion received prevention referrals,
while 50 percent of the IDU pop-
ulation received prevention refer-
rals. Slightly more than 20 percent
of the high-risk females received
prevention referrals, according to
the study. Marx said that in the

study, a referral had to be to a
place where people would receive
something. She also said it was
not the job of investigators to

judge what was right or wrong -

about. why prevention referrals
were or were not given. But her
comments pointed to the need for
additional training of counselors.

“The percentage of people get-
ting referrals is low. Counselors
say people refuse referrals all the
time and that’s just not true,” said
Marx. The information on coun-
selor reasons was gathered at one
site during a shorter period of
time, with 747 clients.

One surprising aspect of the

-study was the reasoning coun-

selors gave for not providing re-
ferrals. Marx said that informa-
tion for 52 percent of the sample
revealed counselors did not pro-
vide referrals to people who said
they were practicing safe sex 100
percent of the time within the

past year. However, Marx said that
data revealec 86.6 percent of
those were not, in fact, practicing
safe sex 100 percent of the time in
the last year. The counselors at
that site felt it would break rap-
port to provide: referrals to clients
who had more recently been prac-
ticing safe sex.

“We know from the literature
that people relapse into unsafe
practices, so the question is what
is the appropriate position to take
vis a vis people who recently are
practicing safe sex and safe injec-
tion but who may not have in the
past year,” Marix told the B.A.R.

Second stutiy

Marx also discussed prelimi-
nary findings from a second study
that will probably be completed
this summer. She emphasized that
the sample is small, with only 46
interviewees so far. The study is
looking at accessing prevention

Rani Marx

services after HIV counseling and

~ testing among high-risk seroneg-

atives. The study is being con-
ducted at four confidential test
sites in the city and people must
have received at least one HIV
prevention referral and not be
practicing 100 percent safe sex or
safe injection. Participants were
interviewed over the phone sever-

"al weeks after getting the test re-

sult to see if they had, in fact, ac-
cessed the referral.
The good news, Marx said, was

. that 76 percent of those who have
" been interviewed had complete

recall of receiving the referral. On

Rick Gerharter

the downside, the most common -

barrier to actually going to the re-
ferral was the catch-all “no time”
excuse, which was reported by 38

percent of those interviewed, who . .

did not access the referral.

Both studies relied on self-re-
porting of those interviewed,
which has an inherent error fac-
tor, Marx said, although she
added it’s about the only way to
obtain the information. ¥



17 April 1998

Sandra Thurman, Director )
" Office of National AIDS Policy
736 Jackson Place, NW

' Washlngton DC 20503

Dear Sandy

I wanted to thank you again for taking the time to address our board of directors at
-thelr meeting in March. As always you were cogent persuaswe and entertalmng

And it dldnt hurt that the B, AR. edltor was there to absorb it and be 1mpressed' -
“You're domg a great JOb and we're lucky to have you there.

How are those training rides coming 'along?- -
Pat Christen _' _
Executive Director

\/C+,?<§{PL7{’

10 UNITED NATIONS PLAZA
SAN FRANCISCO, CALIFORNIA 94102-4901
(415) 487-3000
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Executive Women in Government i &

April 15, 1998

Ms. Sandra Thurman

Director, Office of National AIDS Policy

White House Office for Women's Initiatives and Outreach
708 Jackson Place, NW

Washington, D.C. 20503

Dear Ms. Thurman,

Thank you so much for taking time from your busy schedule to
speak to the Executive Women in Govemment Association. We
thoroughly enjoyed your talk.

Enclosed you will find a copy of the letter we sent to the Atlanta
Fuiton Public Library in Atlanta, Georgia transmitting your donation of
the Women in the Arts. We hope that the users of the library enjoy it.

Sincerely,

Judy England-Joseph

Secretary

Executive Women in
Government

2208 Glasgow Road

Alexandria, Virginia 22307

Enclosure



April 15, 1998

Atlanta Fulton Public Library
1 Margaret Mitchell Square
Atlanta, Georgia 30303-1089

Attn: Mrs. Julie V. Hunter

in December 1997, Sandra Thurman spoke to the Executive
Women in Govemment Association. When we have guest
speakers, it is our practice to donate a book on women in the arts to
the library of their choice. Ms. Thurman asked that we make that
donation to your library, and we are pleased to carry out her wishes.

Enclosed is the book. We hope that the users of your library enjoy it

Sincerely,

édy Ezland-Joseph 2

Secretary

Executive Women in
Government

2208 Glasgow Road

Alexandnia, Virginia 22307

Enclosure

cc. Sandra Thurman
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April 15, 1998

ver ki), fypyman,

As one of our major supporters, I know that you like to be kept informed of
latest developments in the fight against AIDS. I enclose a report from the State
Office of AIDS, which gives the latest news about the shifting, accelerating HIV
epidemic in our State. As the AIDS epidemic continues to outmaneuver our best
efforts, detailed information like this about the needs of people with HIV and
AIDS is desperately needed.

At Santa Monica AIDS Project, we share many of the concerns listed in the
Report. More than 60% of the people we serve face not only AIDS but also
chronic mental illness, homelessness or are addicted to substances. For them,
AIDS is one more item on a long and tragic list. Our HIV testing service has a
three-week waiting list, only six months after funding for HIV testing on the
Westside was slashed. Low cost housing continues to be a pressing issue, not
only for people with HIV. To access HIV medical services, people face a long
journey east.

To address these issues, SMAP works in close collaboration with our sister
agencies. With Westside Women’s Health Center, we will continue to lobby for
increased funds for HIV testing, With Venice Family Clinic, we will create the
Westside’s first HIV specialty clinic. These are just two examples of the daily
connections we make in support of people with HIV, bridges built between
agencies which the State’s Report highlights as essential as needs grow and
resources shrink.

I hope that you find the Report useful. Please do not hesitate to call me with any
questions you may have — and thank you for your continuing support for people
with HIV and AIDS.

Sincerely,

ywel W:"Sims
Executive Director

2020 SANTA MONICA BOULEVARD, SUITE 190 * SANTA MONICA, CA » 90404

(310)586-SMAP « FAX: (310)586-7644
E-MAIL: smaprus@aol.com
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A. Executive Summary

The state of California - diverse, complex, and geographically vast - is the most populous state in
the nation, with a July 1997 state population estimate of 32.9 million persons. As of December 31,
1997, a cumulative total of 104,638 cases of AIDS had been reported in California, and of these,
66,263 persons had died. While 12% of all Americans live in Califomia, the state currently accounts
for 17% of all cumulative AIDS cases thus far reported in the U.S.

Through the groundbreaking federal legislation known as the Ryan White Emergency CARE
Act, Califomia receives substantial support for an broad array of primary health and social services
for persons living with HIV/AIDS. This funding is allocated under several different ‘Titles’, and
includes support for services ranging from basic medical and psychosocial care to innovative
approaches to reaching and serving HIV-affected populations. At the present time, California has
54 separate CARE Act grantees, including 9 Title | regions, 1 Title Il grantee, 20 Title liib grantees,
4 Title IV grantees, 14 Part F SPNS programs and 6 Dental Reimbursement Programs. Each
grantee and region conducts its own local needs assessments on a broad range of care and service
issues.

In 1997, the U.S. Health Resources and Services Administration (HRSA) - the federal agency
that oversees the CARE Act Program - enacted a legislative mandate requiring that CARE Act
grantees develop a Statewide Coordinated Statement of Need (SCSN) by early 1998. The Office of
AIDS, as the Title Il CARE Act grantee, convened the process and coordinated input from
Califomia’s CARE Act Grantees. The purpose of the SCSN was to bring Ryan White-funded
providers together to integrate the findings of their various needs assessments, and to identify
significant cross-cutting issues and challenges confronting HIV service provision. The SCSN
document was to include a set of overarching goals that could guide the future of HIV/AIDS planning
and service delivery in each state, and that would begin a process to prioritize needs across the
entire spectrum of CARE Act-funded services.

In its role as coordinating agency, the Office of AIDS implemented a six-part SCSN process
beginning in mid-1997. This process included the following elements: 1) Formation of a Steering
Committee composed of CARE Act grantees and persons living with HIV to supervise and monitor
preparation of the SCSN; 2) Development and distribution of a common questionnaire for California
counties on SCSN-related topics, for which counties convened CARE Act grantees in their regions
to compile and summarize local needs assessments and to prepare a unified set of findings and
recommendations; 3) Sponsorship of three forums for people living with HIV in California, including
a forum for women and another for people of color; 4) Sponsorship of a meeting among
representatives of State programs and agencies involved in HIV services and service planning; 5)
Appointment of a contracted technical writer to compile these findings into a draft SCSN document:
and 6) Organization of subsequent series of statewide teleconferences to discuss the SCSN draft,
and incorporate feedback from CARE Act grantees statewide.

While prepared by the Office of AIDS, the following document - California’s first Statewide
Coordinated Statement of Need - represents the synthesis of input from CARE Act grantees, service
providers, California state agencies and programs serving HIV-positive individuals, and interested
public individuals. This document is not a policy statement developed by the Office of AIDS, it is a
summary of perspectives and gives a voice to the concemns of persons living with HIV. The SCSN
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became a unique opportunity to improve the quality and scope of services to persons living with HIV
by examining the overarching trends, concerns, and cross-cutting issues that confront providers of
HIV/AIDS service and care in this diverse and multi-faceted state.
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B. Introduction: The California SCSN Preparation Process

Because of its size, diversity, and complexity, preparation of a Statewide Coordinated
Statement of Needs (SCSN) presented a special challenge for Califomia. Our state alone has 54
separate CARE Act grantees, including 9 Title | regions, 1 Title Il grantees, 20 Title llib grantees, 4
Title IV grantees, 14 Part F SPNS programs, and 6 Dental Reimbursement Programs, and each
grantee and region conducts its own local needs assessments on a variety of care and service
issues. The Los Angeles EMA alone conducts over 30 needs assessments on a variety of HIV/AIDS
care and service issues. We knew from the outset that it would be extremely difficult to bring
together in one succinct summary document the key findings and concerns of all of these providers
and plans.

To respond to this challenge, the State Office of AIDS assumed the role of lead agency and
convened - in mid-1997 - a group of volunteers to design an initial framework for the overall
development of an SCSN. The group was composed of five members of the HIV Comprehensive
Care Working Group, who - although not officially representing them - consisted of people living with
HIV (PLWH) and representatives of various Ryan White CARE Act grantee agencies. Because the
intent of the SCSN is to assure better coordination among CARE Act grantees, the committee
worked to design a process that would be locally driven (with local grantees working together) and
would feed into an overall statewide process.

The process to gather input to the SCSN consisted of six key elements:

1. Creation of a Steering Committee to supervise and monitor the SCSN process through
March 1998. The Steering Committee met during the SCSN process to develop and
distribute the final SCSN guidance to all grantees, and to give ongoing advice and input to
the State Office of AIDS. The committee consisted of two representatives from Title | grantee
organizations, two from Title Il (state and consortium), one each from Titles Ill, IV, SPNS,
and AETC, and two people living with HIV.

2, Development and distribution of a common questionnaire to individual California
counties on SCSN-related topics. Through this questionnaire (see Appendix 4), counties
and groups of counties had the opportunity to develop their own local input process for the
SCSN, and to convene representative groups of individuals - including people living with HIV
- to develop recommendations and statements for the SCSN. Responding counties were
responsible for gathering input from all CARE Act grantees operating in their region, and for
compiling and summarizing local and regional needs assessments across populations and
service categories. Several individual agencies also provided responses to the questionnaire,
based largely on special needs of their own service populations.

3. Sponsorship of three forums for people living with HIV in California. Three full-day
forums were held to elicit input directly from persons living HIV, across the broadest possible
spectrum of ethnic, age, gender, and regional characteristics. With input from PLWH
members of the HIV Comprehensive Care Working Group, the State invited 54 individuals
to participate in these forums, which consisted of a People Living With HIV Forum in San
Francisco on November 21, 1997; a Women Living With HIV Forum in Oakiand on December
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11, 1997, and a People of Color Living With HIV Forum in Los Angeles on December 16,
1997. The input from the meetings was transcribed from tape recordings.

4, A series of meetings among representatives of State programs, agencies, and planning
groups involved in HIV services and service planning. The Office of AIDS coordinated
meetings among representatives of relevant State agencies and programs such as
Tuberculosis Control, Corrections, Maternal and Child Health, Office of Women’s Health,
Employment Development Department and Drug and Alcohol Programs, as well as program
managers within the Office of AIDS, to discuss existing and emerging trends in the epidemic,
and to propose recommendations for future action and goals. The State also conducted a
comprehensive review of prior needs assessments and needs survey documents previously
prepared by the State Office of AIDS, and by other relevant departments at the state level.

5. Appointment of a contracted technical writer to compile the three elements above into
a draft SCSN document. A technical writer was appointed through a statewide RFP
process in late 1997, and a first draft of the SCSN was prepared and distributed to all
participants in the process in late January 1998.

6. A series of teleconferences to discuss the SCSN draft, and to hear feedback from
CARE Act grantees statewide. Through a series of four hour-long teleconferences - held
on February 6, 9, and 13, 1998 - CARE Act grantees were given the opportunity to respond
to the first draft, and to discuss modifications and refinements of the SCSN. Agencies and
institutions also had the opportunity to respond in writing if they preferred. These comments
and responses were incorporated into the present re-edited, final version of the California
SCSN.

The following document, while brief, is thus an attempt to summarize - across all regions,
groups, and providers in the state - the key trends, goals, and possible future actions related to
HIV/AIDS service and care in California. Although by no means all-inclusive, the document does
represent findings compiled through a broad process that encouraged agencies and individuals to
come together within their individual counties regardless of service category or service population
lines. In turn, the SCSN became a unique opportunity to compile and synthesize the overarching
trends, concerns, and cross-cutting issues in the field of HIV/AIDS service and care in this diverse
and muilti-faceted state.
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C. Overview of California and its HIV/AIDS Epidemic

The state of Califomnia - diverse, complex, and geographically vast - is by far the most
populous state in the nation, with a July 1990 Census population of 32.9 million persons. The state
has 65% more residents than the country’s second most populous state, New York, and experienced
an expansion in total population of nearly 26% between 1980 and 1990 alone. Three of the five most
populous counties in the United States, as well as the largest county geographically in the
continuous United States, are in California, and according to the 1990 U.S. Census, 10 of the 14
fastest growing cities in the U.S. between 1980 and 1990 were California cities. Just under 12% of
all Americans, or nearly one out of every eight U.S. residents, call California home.

The 58 counties that make up California cover a total land area of over 156 million square
miles, encompassing deserts, mountains, forests, coastline, and farmlands, and including urban,
rural, and semi-rural population centers of

all sizes and characteristics. Four
Califomia cities - Los Angeles, San Diego, RACE & ETHNICITY IN CALIFORNIA:
San Jose, and San Francisco - are among FINDINGS OF THE 1990 CENSUS

America’s largest 14 cities. The state's
two hardest-hit cities in terms of total AIDS Ethnic Group _# of Residents % of Population
incidence and caseload - Los Angeles and
San Francisco - alone include a combined African-

population of over 4.2 million persons, or American 2,226,867 7.44%
nearly 15% of the state's total population. Asian/Pacific
Islander 2,711,989 9.06%
The state of California is also | Latino/Latina 7,949,606 26.55%
notable as a center of ethnic and cultural Native American 183,852 0.61%
diversity within the United States. People Other 56,092 - 0.19%
of color will constitute a majority of the White 16,812,674 56.15%
state’'s population by the year 2000, and
foreign-born individuals already make up | Total 29,941,080 100%

just under 25% of the state's overall
population. Twenty-nine percent of
Californians speak a language other than English at home, and 600,000 officially recognized
refugees, originating from all comers of the world, make their home in California. In addition, three
of the five most racially diverse counties in the U.S. - San Francisco, Los Angeles, and Alameda
Counties - are located in California.

In many ways the AIDS epidemic in California is reflective of the demographic composition
of the state itself, in that it is large, ethnically and culturally diverse, complex, and dispersed
throughout a geographicaily vast region. As of December 31, 1997, a cumulative total of 104,638
AIDS cases had been reported in California, and of these, 66,263 had died, for an overall case
fatality rate of 63%. Figure 1 displays AIDS cases and deaths by half-year of diagnosis. California
currently accounts for approximately 17% of the cumulative AIDS cases reported in the United

States.
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REPORTED CALIFORNIA AIDS CASES
BY HALF YEAR OF DIAGNOSIS & VITAL STATUS

Thousands

FFIFELSF LS FLELEL S S SF P E L EFEF S S

Halt Year of Diagnosis

California Department of Health Services Office of AIDS
Data reported as of 12/31/97.

Figure 1

In 1996, a number of new drugs became available to treat HIV-infected individuals both
before and after an AIDS diagnosis. These drugs are almost certainly a major reason for the drop
of over one-third in the number of new cases diagnosed since 1996 and a 60% drop in the number
of deaths attributed to AIDS between the first half of 1996 and the first half of 1997. These changes
may mean that the use of AIDS case data to analyze trends in the epidemic has become less
accurate, and therefore less useful. The latest Registry data reveal the following trends:

» Whites accounted for 63.3% of cases reported through the end of 1996 but only 49.0% of
cases reported in 1997. African Americans accounted for 16.1% of pre-1997 cases,
compared with 20.8% of 1997 cases. Cases among Latinas/os also increased, from 18.1%
of pre-1997 cases to 26.9% of 1997 cases.

u The percentage of reported AIDS cases among men who have sex with men (MSM)
continues to decline, but this remains the predominant risk group in California. Through the
end of 1996, 73.0% of reported cases were among MSM; however, among cases reported
in 1997, only 62.8% are among MSM.
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] The number of new cases reported among adult women is increasing. Of the cumulative
AIDS cases among adult men, 16.7% were reported between January 1996 and December
31, 1997. During the same time period, 30.1% of the cumulative AIDS cases among adult
women were reported.

n Heterosexual transmission accounted for only 3.6% of cases reported before 1997, but
increased to 8.4% of cases reported in 1997.

n Since January 1986, only California’s four smallest counties have not reported any new AIDS
cases, including Alpine County which has never reported a case. Among large counties, San
Francisco County experienced the greatest decline in percentage of new cases, accounting
for 21.6% of all cases reported before 1997, but only 16.4% of cases reported in 1997.
Likewise, the percentage of new cases reported from Los Angeles County declined during
the same period, from 31.8% before 1997 to 30.1% in 1997. The percentage of cases
reported from the rest of the state increased from 46.6% before 1997 to 53.5% in 1997.
Approximately 90% of all cases of AIDS in California continue to originate in urban areas.

] Heterosexual injection drug users accounted for 9.6% of all cases reported before 1997 but
constituted 13.3% of cases reported in 1997. Cases among men who have sex with men
and use injection drugs showed a similar increase, accounting for 8.4% of cases reported
before 1997 but 9.8% of cases reported in 1997.
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D. Findings, Part I: Current Issues, Trends, and Needs

Introduction

The size and diversity of the state of
Califomia presents unique challenges to the
planners of HIV care and services.
Programs must be designed to serve
exceptionally varied groups and
communities with specifically targeted
programs, while reaching large populations
in urban and suburban areas, and far flung
populations in rural and frontier
communities. Programs must overcome
divisions brought about by geographic
boundaries or distance and by health
jurisdictions, while simultaneously forging
collaborations so large that consensus-
building often occupies a great deal of
provider time. In addition, programs must
serve communities and groups which have
differing needs, while linking and integrating
these services among widely different
providers. The high level of poverty in which
many Californians with HIV live further
complicates the struggle to deliver effective,
comprehensive services.

Yet if the culture and environment of
California make it a challenging site in which
to forge and implement an effective system
of services, then the range, depth, and
complexity of its populations also make it an
ideal site in which to develop creative and
effective service models that respond to a
diverse human community. If HIV has
brought struggle and tragedy to California, it
has also brought a spirit of commitment,
enterprise, and partnership to the fight to
overcome it.

The following section briefly
highlights a series of issues - some broad

“Things have changed dramatically for
me, and for all of us in this epidemic.
It's not the way it was four years ago,
five years ago. And our needs have
changed. But you know what? What's
being offered to me hasn’t changed
very much....There was a time when we
needed help desperately. But now most
of us, on some level, can take care of
ourselves if we're given the tools to do
it. That’s what | want. That’s what my
need js...| don’t want someone to fix me
food, | don’t want someone to drive me
anyplace. | want the drugs that will
make me healthy enough to do those
things myself. | don’t want to decide if |
see a doctor and when | see a doctor. |
want to decide what meds | will take. |
don’t want somebody telling me, “No,
you won’t be able to adhere to this
schedule, trust me, you shouldn’t have
protease inhibitors.” | want to make
those decisions for myself. The doctor
is an employee, he’s not your boss.

The medical system is here to work in
partnership with me; that's how I get my
health needs met, not by telling me
what to do.”

- Mark, Person Living with HIV

and some focused - which currently affect the scope and nature of HIV service delivery in California.
Presented in alphabetical, rather than priority order, these categories highlight special circumstances
and trends which respondents to the SCSN survey process identified as being of importance to their
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work and service pianning. An additional category at the end of this section includes trends and
issues which will also be of special importance to California in the future. Finally, the subsequent
two sections list recommendations for action.

Please note that throughout this report, the highlighting or lack of emphasis on any
specific Ryan White service category does not indicate or imply that a priority is being placed
on one service category over another, or that any Ryan White-funded service is in any way
dispensable within the overall spectrum of CARE Act services in California. As a document
summarizing existing and emerging needs and trends, this paper necessarily focuses more on those
issues which present the greatest current challenges to providers, or which are currently under more
focused or extensive debate throughout California’s HIV/AIDS service community.

Case Management Services

= Case management services represent a significant proportion of total HIV/AIDS spending
under the Ryan White CARE Act in California. During fiscal year 1995 - 96, statewide
allocations for HIV/AIDS case management services under Title | were over $8.6 million and
Title Il case management allocations totaled nearly 4.5 million. Together, these allocations
total over $13 million in funding for HIV/AIDS case management in California. Additional titles
allocate funds to case management based on the service provided; however, the allo