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August 24, 1988

TO OUR READERS:

The Presidential Commission on the HIV Epidemic held over 45
days of hearings and site visits in preparation for our final
report to the President submitted on June 27, 1988. On behalf
of the Commission, we hope you will find the contents of this
document as helpful in your endeavors as we found it valuable
in ours. We wish to thank the hundreds of witnesses and
special friends of the Commission who helped us successfully
complete these hearings. Many people generously devoted their
volunteer time in these efforts, particularly in setting up
our site visits, and we want to fully acknowledge their work.

The staff of the Presidential Commission worked around the
clock, seven days a week to prepare and coordinate the hearings
and finally to edit the transcripts, all the while keeping up
with our demanding schedule as well as their other work. 1In
that regard, for this Hearing on Western States Response, we
would like to acknowledge the special work of Peggy Dufour,
along with Jane West, Elizabeth Paul, Frank Hagan, Philip
Strobel, and Victoria Thornton in putting together the hearing,
and Peggy Dufour and Macy Moy, in editing the transcript so it
is readable.

For the really devoted reader, further background information
on these hearings is available in the Commission files, as well
as the briefing books given to all Commissioners before each
hearing. These can be obtained from the National Archives and
Records Administration, Washington, D.C. 20408.

One last note--We were only able to print these hearings due

to the gracious and tremendous courtesies extended by Secretary
Bowen's Executive Office, especially Dolores Klopfer and her
staff, Reginald Andrews, Sandra Eubanks and Phyllis Noble.

Sincerely,
(;%%édazfc;( //4€{§§&*///é;zeﬁ;kq:Z;E'_
Polly %L. Gaul " Gloria B. Smith
Executive Director Administrative Officer

/"-d. |
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PROCEEDINGS

MS. GAULT: Distinguished guests, members of the
Presidential Commission, my name is Polly Gault, and I am the
designated federal official, and in that capacity it is my
privilege to declare this meeting open. Mr. Chairman?

CHAIRMAN WATKINS: Good morning, today the Commission
begins two days of hearings and site visits in San Francisco, a
city closely identified with a positive and successful response
to the HIV epidemic. This past September, three members of our
Commission visited the city, and we are now pleased to return as
a full Commission for official hearings. During the coming
two-day period we will be hearing testimony from community-based
organizations from San Francisco and five western states. In
addition, corporations that have developed model AIDS in the
workplace policies and from health policy makers and mayors from
three major California cities. The Commission has for some time
looked forward to coming to San Francisco and would like to
express its gratitude to those organizations and individuals who
have helped to make these hearings and site visits possible. We
extend our special thanks to Mr. Alan Harris of the US Public
Health Service and Ms. Ann Schlegel of the San Francisco
Department of Public Health, and we would, also, like to thank
Dr. David Werdegar for allowing us to use these facilities for
our hearings.

We planned to have hanging here today a panel from the
memorial quilt created by the Names Project here in San
Francisco. However, the hearing room would not accommodate the
quilt, so I understand the quilt will be sent to us in
Washington, D.C. for a later hearing. The Commission
appreciates the special attention that was planned for our
hearing.

Senator Pete Wilson, also, asked that I mention that
available to you all and to the press was his statement on
occasion of these hearings today and without objection from the
members of the Commission, I would like to enter that statement
in the official record. So, those of you who would like to get
his statement on the actions that he is currently taking with
his special interest in the AIDS epidemic, I suggest that you
pick up copies at the back of the room.

Our first group of witnesses this morning consists of
representatives from community-based organizations serving
special populations primarily in the San Francisco community,
and with us on our first panel is Dr. Davis Ja, Executive
Director, Asian AIDS Project, San Franciso, Lillis Stephens,
Chair, Hemophilia Council of california, Sacramento, Dr. Concha
J. Saucedo, Executive Director, Institute Familiar de la Raza,
Inc., Latino AIDS Project, San Francisco and Philip Tingley,
Director of Social Services, Corporation for American Indian
Development, San Francisco. We also have with us Dr. Amanda




Houston-Hamilton, Chair, Black Coalition on AIDS, San Francisco,
Welcome to all the panelists this morning, and we would like to
open the session then with the statement by Dr. Ja.

DR. JA.: Mr. Chairman, members of the Commission,
guests, first of all, I would like to thank the Commission for
the opportunity of making a presentation today. I realize I am,
also, going to be the only Asian making a presentation before the
Commission in this proceedings.

The Asian AIDS Project began early last year following
two years of advocating for AIDS services to the Asian
community. Prior to that time we were not considered a
priority, given the comparatively low rates of Asians with AIDS,
despite the fact that we have been experiencing an increasing
incidence of Asians with AIDS in the last three years.

We were finally funded both the city and county and
the state of California last year to provide health education,
prevention, training and education to the San Francisco Asian
community. Currently our project has a budget of $230,000 a
year and a staff of six. We are still the only Asian-specific
program in the United States providing these services teo our
comnunity.

The bulk of our activities lie in AIDS education. We
are targeting major Asian ethnic groups, including Filipino,
Chinese and Japanese, Korean and Vietnamese communities. Our
educational activities include presentation workshops, mass
media approaches, brochure development and distribution. 1In
addition to educating the lay public, we also train Asian health
and hunan service professionals and community leaders.

To date in our community, we have few statistics
regarding the knowledge, attitudes and risk behavior surrounding
AIDS in our community. Yet, this information is vital in order
for us to effectively educate the community.

In order to meet this need, we have conducted and will
conduct several need assessments and research projects. In
1986-87, we conducted focus groups with Chinese, Japanese,
Korean and Filipino communities to determine the best method of
measuring and understanding the attitudes and knowledge base of
our community. We are now applying for proposals to conduct
baseline surveys in order for us to determine the extent of the
awareness of the AIDS epidemic in these communities.

Currently we are also conducting a survey of Asian gay
and bisexuals funded by the Center for AIDS Prevention Studies to
provide information vital to our program planning around the
Asian gay community. Besides providing education in and
assessing the needs of our community we are, also, organizing an
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extensive Asian task force with a total membership of over 300
individuals concerned about the AIDS epidemic. This is in San
Francisco. The most difficult aspects of our efforts to educate
the community lie in our heterogeneity. One of our problems is
the fact that there are 32 distinct Asian groups. We have
different languages. We have different attitudes, traditions and
customs and behaviors.

The methods and processes by which we can reach these
distinct communities are extremely different and difficult.
This diversity is oftentimes overlooked, particularly in past
program development AIDS education efforts, and it results in '
really inappropriate and inaccessible messages and services.

Additionally there are strong cultural stigmas
regarding the AIDS epidemic, primarily because we have a great
deal of difficulty in terms of discussing the issues of
sexuality and discu551ng issues of terminal illnesses or
homosexuality in our community. These are not topics we
oftentimes talk about or discuss.

Given the fact that these are critical issues that we
need to discuss with the AIDS issue, it provides us with an
enormous task. We also fear there is widespread misconception
regarding the disease throughout our community. AIDS is still
considered a "gay white" disease, and this perception is
certalnly exacerbated by a great deal of homophobia that exists
in our community.

What we need, clearly, is prevention education
programs that are responsive to issues of cultural diversity in
our community, particularly in language, attitudes, and culture.
In addition, cultural barriers must be a primary consideration in
combating this disease in our community. What we really need are
resources and a recoghition that this disease exists in our
community as well. Thank you.

CHAIRMAN WATKINS: Thank you very much, Dr. Ja. Next
we will hear from Dr. Amanda Houston~Hamilton, Chair, Black
Coalition on AIDS, San Francisco.

DR. HOUSTON-HAMILTON: Thank you, Chairman Watkins. I
would like to thank the Commission for the opportunity to speak
with you today. The Black Coalition on AIDS has existed since
early 1986, when Commissioner Naomi Gray, San Francisco Health
Comm1551oner brought together black leaders from around the Bay
area to discuss the impact of AIDS on our black community. From
her perspective on the Commission she had seen spiraling funding
for AIDS education and few activities directed towards the black
population. Her invitation was a challenge to the black
community to define and advocate for our own needs. Out of that
challenge we have created a broadly-based grassroots
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organization, including over 200 individuals and agencies
committed to the education and service needs of our community.

The aim of the Coalition is to ensure aggressive,
culturally grounded education and service to the black
community. However, we do not wish to become an education or
service program. We have many programs within our community
with that capability, and we have programs now that have been
funded to do that. In contrast to Dr. Ja’s program, we are a
volunteer group of individuals. There is a similar organization
within the Asian community and, also, within the Latino and
Native American communities. Rather, we foster and support the
expansion of the work already being done in community-based
agencies to include a focus on HIV infection. Many of these
organizations have the expertise to identify and intervene with
specific persons at risk but have not had the awareness or
technical skills to tackle AIDS up to now. We have worked for
the inclusion of the needs of all persons at risk in ongoing city
AIDS efforts, the elimination of institutional barriers to care,
as racism, sexism and homophobia, for increased research on the
course of HIV done by black researchers and other researchers of
color and for the appropriate level of funding for indigenous
programs for education and service delivery. Moreover the
coalition has become a resource for the development of new
strategies to combat AIDS among black Americans. Much of our
activity has been advocacy.

The specific activities of the coalition are listed in
my statement to you. I won’t go over them. We began as
administrators, researchers, ministers, health care
professionals, health officials and have reached over time more
broadly into the community. The independent volunteer-run
organization now consists of gay and heterosexual members
including people with AIDS, their families and loved ones.

With that expansion has come new concerns and
direction for coalition efforts, and we find ourselves
increasingly becoming a source of referral and information for
people with AIDS and for those concerned about them in our
community.

You will hear it said that massive homophobia and
denial among black people is responsible for the poor success of
efforts in our community. In fact, we are asking black
heterosexuals to take on AIDS with all its phobias, and the
black people of San Francisco, gay and straight have come
together to struggle with this epidemic in a way unparalleled in
the white community.

We bring several concerns to the Commission today.
The first is to challenge the now popular notion that AIDS is a
new issue in the black community. In fact, the earliest reports
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of the CDC included a substantial proportion of black and Latino
gay men, and health anomalies were seen among IV drug users not
long after.

Our community has simply been the last addressed, not
the last infected. Similarly we must do away with the
distinctions between the black population at risk and the
so-called "general public." The subtle them/us racism and such
typology only serves to feed avoidance in the black community.
Nor should AIDS in minorities be considered a secondary issue as
though there existed two diseases, AIDS and minority AIDS.

The media, as well as the public and professional
educational forums isolate all discussions of people of color to
a single program or workshop. Certainly important cultural
économic and psychological issues distinguish AIDS in different
communities, and these differences must be understood and
utilized. However, the many peoples and cultures homogenized
under the term "minority," can only be wholly served when their
disease is viewed as an integral part of the AIDS American
epidemic, not a side bar issue, nor should white America be
assuaged by the sense that AIDS only affects others. Having
said that, there are specific education service needs in our
community. We believe that the most effective resources for
outreach have been untapped. It is not true that black churches
are an obstacle to our work. We regularly receive calls from
clergy and church members asking to become involved. The process
is slow, and everyone will not join the effort, but if taken on
their own terms, they have much to give. Rather than belittle
them, we must actively engage them at a national level as a
source of credibility of man or should I say woman power and
spiritual support in the black community.

Black people with AIDS tell us of their desire to be
embraced by the church. It is a statement that they are not
abandoned by the community. If we are to keep the cost of AIDS
down, we must enlist the wonderful loving men and women who
serve the church on a volunteer basis. A national initiative to
effect this involvement is necessary. Other frontline workers
must, also, be top priority for federal and local support. A
centralized AIDS program will never be as effective in the black
community as the funding of many small organizations dealing with
drugs, alcohol, teens, women and children and sexually
transmitted diseases. All the clever brochures in the world will
not change behavior as does the personal contact with people we
trust. These community programs already know the people, the
needs, the language. They do not need sensitivity training.
Funding and technical assistance will ultimately be the fastest,
most effective and cheapest strategy. After all these
organizations are the ones who will bear the brunt of the growing
epidemic anyway and who are probably already seeing people with
AIDS. Teen education is crucial to us. The data on STD’s arnd
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drug use among black adolescents makes it clear that this
population, our future is at risk and untouched. We feel AIDS is
not just an IV problem; it is a drug problem. The sexual risk to
non-1V women, for example is extremely high. They have more
partners, riskier partners and do more unsafe sexual activity.
They may trade sex for drugs with men who are IV drug users. Yet
this largely cocaine and crack-using population considers itself
outside of danger because they have heard needles are the
transmission risk. The national initiative on drugs must be
strengthened by the awareness of the connection of these two
epidemics. However, the majority of black PWA’s in San Francisco
are gay or bisexual, as are the substantial number of those
blacks infected across the country. We believe that these men
have fallen between the cracks. They have remained underserved
by gay and black programs. The incredible figures on knowledge
and behavior change among gay men do not reflect the isolated
black identified gay man. They do not receive the same

education and service, and they are continuing to become

infected at an alarming rate. In the haste to declare the
epidemic over in the gay community, we must not forget these men
who have been left behind.

Finally, we know from our involvement with service
programs around the state that the black PWA represents new care
management issues. They are dying alone, frequently only
coming for medical services when they are too sick to walk,
incontinent, demented.

They then require crisis care or intensive support and
complex case management. We must have specific studies of the
cost of care to minority people with AIDS because allocations
now set probably are not sufficient to these needs. We must
support active outreach to infected persons regardless of
diagnosis to encourage early intervention and inclusion of
family support. We must expand in-home services with Medicaid
and other third party funding to keep the costs of treatment
down and provide the ill and dying persons of our community with
ongoing care and dignity. Thank you.

CHAIRMAN WATKINS: Thank you very much, Dr.
Houston-Hamilton.

Ms. Stephens?

MS. STEPHENS: Mr. Chairman, members of the
Presidential Commission on the HIV epidemic, invited presenters
and guests, it is with great pleasure that I convey to you on
behalf of the entire hemophilia community in California our
appreciation for giving us this opportunity to address the
concerns and delineate some of the issues and needs of this
at-risk community.




The Hemophilia Council of California, a non-profit
corporation, represents through its Board of Directors the four
hemophilia organizations in this state. This consortium was
founded in 1982, for the purpose of addressing the needs of the
community on a statewide basis as opposed to the voluntary
regional organizations which were and continue to be in
existence.

In 1985, the Council received funding from the State
Department of Health Services Office of AIDS, for the
establishment of an AIDS education and risk reduction project in
order to help prevent further infection in the hemophilia
community throughout California, the first such statewide
efforts of its kind. This project provides intensive preventive
information and education to individuals with hemophilia, their
partners, families and extended families. Education is, also,
provided to health caregivers and to those other individuals who
are at risk of HIV infection as a result of receiving blood
transfusions and/or blood product derivatives. The Council has
recently been successful in adding a psychosocial services
component by an award of funding from the state department of
mental health. This program enables the Council to provide much
needed individual and family mental health counseling and support
groups, crisis intervention, family planning, employment
counseling, HIV testing referral, financial planning,
discrimination and school issues, referrals to hemcphilia
treatment centers, hospice and residential care facilities, the
clergy and a myriad of other outreach services.

The Council implements both the health education and
psychosocial services programs through its regionally-staffed
offices located in Oakland, Pasadena, San Diego and through its
primary office in Sacramento. There is currently a health
educator and a licensed professional counselor in each of these
regional offices. The Council therefore stands as the only
statewide direct services organization serving the varied and
complex needs of the entire hemophilia community in California
free of charge.

our community is comprised of approximately 2300
individuals diagnosed as having hemophilia and at least 1600
being infected with the AIDS virus. This level of infection
even surpasses the projected infection level of the gay and
bisexual population which is stated to be nearly 50 percent in
the most heavily impacted areas. We are a community that has
long had to deal ‘with a genetic disorder, that has been little
understood, one that has had lifelong profound physical and
psychological effects, one that not only affects the individual
with the disease but the entire family. Even prior to AIDS,
individuals with hemophilia had to endure discrimination and
isolation from mainstream activities, were faced with a life
expectancy that only reached early adulthood at best and had to
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endure physical pain and debilitation that was largely out of
their control. Individuals with hemophilia may not expect
longevity with comparable mainstream society, barring any
significant complications of the disease itself, of which there
are several, AIDS now being chief among them.

For brevity purposes, the term "hemophiliac" or
individual with hemophilia hereinafter is intended to encompass
those spouses and/or sexual partners of individuals with
hemophilia who have developed ARC or AIDS or any perinatal cases
of ARC and AIDS which may develop as a result of their sexual
relationship. While it is not projected that these two
subgroups will be represented in any significant numbers, the
probability that these ARC and/or AIDS cases may present
themselves needs to be noted. The Centers for Disease Control
recently released an epidemiological report on HIV infection and
pregnancies in sexual partners of HIV seropositive men with
hemophilia. This report in a nationwide survey provided
startling information concerning 2276 spouses or sexual partners
of HIV seropositive hemophilic men. Of the third of the spouses
and/or sexual partners known to have been tested for HIV 10
percent were reported to be seropositive.

Among all spouses or sexual partners, 12 percent were
reported to be pregnant during the period of time which was
reviewed. Of these pregnant partners who had been tested, 13
percent were positive for HIV prior to pregnancy. Sixty-five
percent of the children born to seropositive women, also, have
HIV positive tests. Based on these statistics, it is now
projected that 10 to 20 percent of all partners of hemophilic
men are HIV positive. With this in mind then it is logical to
project that seroconversions to ARC or AIDS will occur in
California with some frequency in the future and that perinatal
transmission cases of ARC or AIDS are probable. Both actual
figures or projected population data support 2300 individuals
with hemophilia in California. This represents more than 10
percent of the estimated United States hemophilic population.
In addition national statistics concerning AIDS and its impact
upon spouses, family and significant others utilize a
one~-to-three ratio. It is thus estimated that there are 6900
significant others for an approximate total of 9200 persons in
the hemophilia community to be served. The Council works very
closely with the four local hemophilia chapters, the regional
hemophilia treatment centers and blood centers in California to
increase their coordination and sharing of information and
resources concerning hemophilia and AIDS and AIDS~related
activities. The Council staff has collaborated with colleagues
from these other organizations to cosponsor workshops, health
fairs, conferences, summer camps for adolescent and teenage
hemophiliacs and other educational events that have benefited
the entire hemophilia community.




These activities have established the credibility and
track record of the hemophilia council, clearly demonstrating
its capabilities and qualification as a strong, recognized
statewide organization in the area of AIDS.

Most of the program activity and service to the
hemophilia community comes both from direct outreach and
referrals to the council from the regional hemophilia treatment
centers and foundations or associations. Also, referring
clients to the council are private medical and psychosocial
providers, local health departments, military organizations,
HMO’s such as Kaiser, and other AIDS agencies.

In the development stages and in concert with the
hemophilia treatment centers is a peer support program which is
intended to provide peer group interaction at the local level.
The council, also, serves other needs within the hemophilia
community. Information and referral services include but are
not limited to having responded to client interest in finding
financial assistance and qualifying for state and
federally-funded benefits, such as California‘’s genetically
handicapped persons program, California children services
program, MEDICAL, SSI and others, information regarding new
blood product development, information on alternative therapies
to HIV infection, information on recalls of potentially
contaminated blood products, information and assistance in
resolving legal issues, such as problematic insurance matters,
educational discrimination, employment discrimination and basic
legal rights, information on the use of protocols for AZT and
providing current information on AIDS-related legislation which
may directly or indirectly impact the hemophilia community.

Statewide official statistics indicate that there were
85 hemophilic individuals reported as AIDS cases in California
for the year 1987. Anecdotally through personal knowledge
gleaned by our staff and persons affiliated with the Council, it
is estimated that a more realistic number would be 250 who are
currently having AIDS crises.

Present formulas utilized for estimating the number of
ARC cases is that 5 to 10 people exist for every diagnosed cases
of AIDS. Upon an ARC or AIDS diagnosis, individuals with
hemophilia have the same health care and physical needs that
manifest themselves for the gay and bisexual population. There
are, however, some very distinctive and significant differences
that need to be drawn at this time. An individual with
hemophilia generally has struggled lifelong to fight physical
limitations, isolation and discrimination in an effort to be
just another member of society at large.

With the advent of antihemophilic factor concentrates
and advancement in the care and treatments of the hemophilic
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patient during the last two decades, life expectancy has been
extended from early adulthood to a more normal longevity
paralleling society at large, and individuals with hemophilia
have taken their rightful place in all segments of this society.

With fewer numbers, approximately one hemophiliac to
every 10,000 male births as opposed to approximately 10 percent
of the overall male population for gay and bisexual men and
because of the attitude of denial common to chronic illness,
there is not a basic sense of community for hemophiliacs, and
they are widely dispersed throughout California.

What exists instead are the foundations and
associations on the local level who are primarily voluntary
consumer oriented health charities. Also, in existence are the
hemophilia treatment centers. It is these treatment centers
that are the hub of medical care for most individuals with
hemophilia in California. Without impugning the character of
any one center or particular physician serving the hemophilia
community, from a physician’s point of view, the control of the
blood clotting disorder is the primary concern which receives
medical attention without fully meeting all of the physical and
psychosocial needs of the hemophilic individual. Hemophiliacs
then who out of severity of their disease or economic necessity
rely upon this medical care system in an ongeing systematic way
without looking elsewhere to meet their needs beyond basic
hemophilia medical care may not have the very early ARC or AIDS
symptoms detected. Additionally there are an estimated few to
several hundred individuals with hemophilia who due to a host of
factors manage their health care needs with home infusion
therapy and do not interface with either the local foundations
or associations or any hemophilia treatment centers.

What, unfortunately brings the geographically
dispersed and fragmented hemophilia community together is HIV.
For the most heavily-infected HIV community in the state of
California, there is no formalized delivery system to provide
the full continuum of essential and appropriate health care and
supportive services at home and in their communities. This is
the primary need.

While some supportive services do exist, they are
primarily, if not exclusively in some instances by
self-selection and method of delivery tailored to the needs of
the gay and bisexual community.

Self-selection by individuals with hemophilia is an
issue that should be noted. One must recognize as it does
exist, that a significant number of the hemophilia community
have strong negative feelings about seeking out supportive
services that are based in primarily gay and bisexual
organizations. The very substance, the anti-hemophilic factor
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concentrate which has given hemophiliacs new life now threatens
to take it away due to contamination by the AIDS virus.
Homophobic, erroneous and misperceived or not, the perception
exists with some hemophilic individuals that the gay and
bisexual population bears the responsibility for their plight.
Perhaps just as significant an issue contributing to this
resistance to primarily gay service providers is that there has
long existed an association between hemophilia and
homosexuality. However, the common bond of this AIDS threat has
in many instances led to a new alliance and sense of
understanding between many gay and hemophilia organizations, as
well as individual personal bonds.

It is in this juxtaposition of differing emotional
bases that ARC and AIDS brings all individuals who confront it
to one central issue, how to and who should meet the basic
health care and supportive service needs caused by ARC and AIDS.
The dilemma then becomes the same for all. The URSA Institute
report on Page 27 summarizes the problem very clearly by saying,
vpPatients with AIDS and patients with ARC spend considerable
amounts of time identifying and locating support services,
qualifying for benefits and receiving the types of support needed
to maintain health, functionality and independence."

what this doesn’t describe is the time, the
frustration felt in working with multiple bureaucracies, the
many avenues to pursue and the diligence and effort required to
be successful in doing so.

It is patently evident that fragmentation of needed
services occurs even where some services do exist, and some
eligibility for differing levels of service is avallable. It is
then this lack of coordinated care which is, also, a primary
need for the hemophilia community member who has ARC OR AIDS.
Some basic support services are absent in areas where
individuals with hemophilia, with ARC or AIDS require them. The
burden unnecessarily falls to family and friends to sustain. As
the epidemic of AIDS has grown and has widened its impact on
soc1ety and on special populations in particular, it becomes the
primary responsibility of those impacted communities to evolve
and develop appropriate responses to that greater impact.

The hemophilia community is a special population that
has gone through an evolution of being considered a "high-risk
group" for AIDS to the most heavily infected population of HIV.
The evolution of AIDS is continuing as evidenced by the
increasing number of ARC and AIDS cases. This occurrence was
recently acknowledged by Dr. Janine Jason of the Centers for
Disease Control when she stated that the hemophilia population
is now entering a peak phase of progression into ARC and AIDS
among those who are HIV seropositive. With 70 percent of the
entire hemophilia population being HIV positive and with 10 to
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20 percent of the spouses and/or sexual partners of hemophilic
men, also, being HIV positive, those numbers of new ARC and AIDS
cases may be substantial. The need is to provide those
necessary health care and support services at the appropriate
levels but, also, in a manner that maintains individuals with
ARC and AIDS with sensitivity and in comfort.

To overcome those gaps and barriers in essential
services, coordinated care through case management is warranted
and should be community based.

To meet the AIDS crisis and deal with it in the most
effective and sensitive manner possible will require creativity
and participation in a combination of federal, state, local
governments and the private business communities.

The cost of care, we already know, will be
staggering. We are a democratic nation rich in natural
resources with an abundant belief in caring for those who are
less fortunate. Why then should this AIDS health catastrophe be
any different?

CHATIRMAN WATKINS: Thank you, Ms. Stephens.
Dr. Saucedo?

DR. SAUCEDO: Good morning. On behalf of the Latino
community, I would like to welcome you to San Francisco and to
our community in particular. I welcome the opportunity to speak
before you. I, also, as Dr. Ja, feel the burden of being the
Latino to speak on behalf of a heterogeneous community. So, it
is important to note that we are a heterogeneous community and to
note that I am one person here and that on the panel, on the
esteemed panel there are no Latinos, to my knowledge, and that
that is pretty much reflective of our relationship with health
care systems and that that is part of the problem that we face,
not only in giving AIDS care, in education and prevention but
generally in health care. So, it needs to be put within that
context.

I would like to offer you an ancient Spanish greeting,
as well "may the sun shine brilliantly on all of us."™ (Phrase
delivered in Spanish.) This is a greeting that reflects how we
relate to each other contextually, culturally which then leads
me to the more prepared remarks which are reflective of that
culture.

In late 1985, one-half dozen Latinoc activists from
this community, gay and straight men and women activists,
professionals came together to discuss concerns about the impact
of AIDS. That had to occur because as far as we were concerned,
the money and the resources of people to educate our community
had not happened, although there were agencies that had the
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mandate to educate around these issues. So, as a community, we
came together, not only to share the frustration about the lack
of AIDS programs that were not linguistically nor culturally
relevant but, also, to begin plans to share our awareness,
understanding and to do a community needs assessment.

As an outgrowth of this, the Latino Coalition on
AIDS/SIDA was formed. The coalition now exists, community-based
community agencies, lLatino agencies, gay and straight individuals
interested in promoting AIDS awareness and education within the
community.

In June 1986, the Instituto Familiar de la Raza on
behalf of the community responded to a state request for AIDS
education projects targeted at this community. We responded to
the state because at that time we believed that the city was not
responding to our needs and that for us this was an emergency, so
that we had to proceed and seek funds wherever the funds were
available, and if we offended, well, we were sorry, we had to
offend, but it meant the lives of people in our community.

In July 1986, the state approved a grant of $131,000
for AIDS education and information to the Latino community at
large. The project at that time was the only project of its
kind in the nation. So, it became in a way a prototype, again,
a burden for the small community but an honor. The goal of the
project was to educate the whole community and then to target
the at-risk populations within the community. The project is now
composed of only three educators and a director, some
volunteers. Throughout the rest of the system we have a small
scattering of maybe four or five at the most bilingual,
bicultural individuals who educate or give service. This is in
all of San Francisco County.

As part of the process, we decided to use video for TV
as a way of educating the population, and a video was developed
called OJOS QUE NO VEN, and I might remark here because again it
reflects issues of policy and of who determines what is
normative in a community and who knows how to best organize an
educate a community. OJOS QUE NO VEN is a video that is set in
the context of what we call a telenovela serial, and is set in
the context of a community, in the context of family life, in
the context of all the characters that reside in the community,
with all the variety of reality problems, of positive energies
in a community. We deal with issues of substance abuse,
sexuality, of prostitution, of single parents, of coming out for
gay people, all of those issues.

The State Department of Health refused to fund it
after we finished the product. So, this small community, this
small agency had to find ways to absorb that cost. We did it,
but again it reflects the basic issues of who determines these
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things for our communities, not only for Latino communities but
for minority communities. The health educators use a number of
activities from education forums, home meetings, street work,
educating others. We are limited in the resources. This year we
switched from the state department to the department of health.

I think the efforts of this community, as well as other
communities helped the department understand that the department
had a responsibility, and so, we were funded for $162,000, but at
this point the focus had to change because we had to fit into
targeted areas which were the IV drug users and the high-risk
population, gay and bisexual males., So, we have found ourselves
now in a situation in which we are only able to target a part of
our population and are unable to use the resources within our own
population, such as our mothers, our elders who have been
traditionally educators, and whom other people will listen to.
Because of the limitation of the resources, we are not able then
to train and utilize other resources that could contribute to the
education of the whole community, and so, that is one of the
issues that we fail in because of the limitation of the resources
itself.

All materials, all treatment modalities must reflect
not only the language realities of this community but the
cultural realities. As I said at the beginning, we are a
heterogeneous community. That means that on a cultural spectrum
we are varied; we are like a garden, and say, in a garden you
have orchids and roses and pansies, you have to give them special
feeding, special foods, a certain amount of water to each one.
It is different, and so the same thing with our community; we
need different kinds of strategies for different parts of the
community, and this must be taken into account any time that we
develop either a treatment modality or an educational and
information strategy.

I will give you a good example. Last year a
translation was made of a poster that had a needle, and the
needle, in English it said, "Don’t share needles." You know,
that is cool, as they say; that is all right. It was translated
exactly with the needle picture only and with the words (Spanish
phrase) which means the same thing, don’t share. People in our
community came up to us and said, "Are people pushing for the use
of needles?" Because it was devoid of any context. It was just
a needle in and of itself, and so that we cannot translate; we
cannot translate concepts. We cannot translate language. The
development has to be from the cultural concept and from the
linguistic concept. So, it must be done by people who have that
ability, that is bilingual and bicultural people.

I would like to move into some of the recommendations.
I will try to stay within the limited 5 minutes, and some of the
recommendations have to do with really issues of policy and
criteria for programming, but we would like to recommend that
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any CBO, any city program that is funded to provide services to
a population must then reflect in its board of directors, in its
staffing pattern, in its design, it must reflect the realities of
the population it is serving bilingually and biculturally, and in
addition to that, there then must be criteria to assess that, and
I think one of the things that happens in health care planning is
that when you review a plan, say it is the AIDS plan, and they
will have Recommendation 1, we are going to have appropriate
relevant programs for ethnic populations, and then there is no
way to operationalize that. All right, there is no criteria to
assess that. There is no manner or way to monitor that, so that
in all programming, whether it is at the federal, the state or
the city, that must be part of the process that you can monitor
and that you can assess and that the individuals who are doing
that are individuals that we know what it should encompass.

If we look at recommendation No. 3 and 4, again, they
have to do with prevention, with educational strategies, with
strategies that are in the context of our community. We are
very concerned about our adolescents. You know, adolescents not
just in our community but in all communities, it is a time of
experimentation; you experiment with drugs; you experiment with
sexual activity. So, therefore, you are at risk. In San
Francisco at present, it is very difficult to get appropriate
materials for our different communities into the schools. They
are refusing to use in some cases materials developed by the
communities, and again, because they are using some other kind
of criteria, and in many cases, it is just as simple as the
materials, only in English, and if we look at the population of
San Francisco schools, I think something like 70 percent belong
to other cultures and speak other languages. S0, we are missing
a great opportunity in terms of prevention, and I think this is,
again, something that needs to be looked at very carefully.

Let me briefly move into the area of treatment, and
here I am talking about when an individual has been diagnosed or
is considering taking the testing, that in these places and in
these institutions we must have individuals who are going to be
able to deal with not only with the medical issues involved but
have to understand the spiritual needs of those individuals
because as a population we still focus on what we call the
non-material, It is important to us, and so we don’t
necessarily just want to be sent to someone else. We expect
that the person who is there claiming to be a counselor is going
to be able to deal with issues of economics, of social support,
of emotional support, of cultural ties and of spiritual need.
That is how we view a counselor, a helper of any kind, and let me
just quote to you a couple of things that we have discovered in
another project that we had that has been doing an assessment of
need, and this is from Dr. Vargas’ report, and these are some of
the things that have happened to Latinos: A patient dying over a
course of six weeks with no Spanish-speaking professional or
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volunteers on the staff, so that at the time of most crises of
greatest critical need in the hospital setting there is no one
that he can communicate with, unless someone from the community
comes in, but we are talking here about the responsibility and
obligation of the health system to serve all people; a patient
leaving the hospital against medical advisement due to the harsh
manner in which the diagnosis was given and the general lack of
explanation of what was being done to him, and I know of this
case personally because our institution was called and asked to
intervene to see if we now could locate the patient so that
there are issues here of cultural sensitivity on the part of the
health caregiver, and I think much of this comes from ignorance.
These are not bad people who are giving service. They are in
health care because they want to give care, and so, it brings us
to the issue of training and educating non-Latinos because one of
our people because one of our difficulties is that we have very
few people who are bilingual, bicultural in the health care
systems. So, it means that we need to have resources to be able
to in a sense retrain or give additional training to good people
who are in the systems who wish to help, who wish to avoid the
situation of someone rushing ocut of the hospital because of the
way the diagnosis was literally dropped on them, partly because
of language inabilities and, also, because of the insensitivity.

Let me use one other example, and this is a very

recent example to me. At the Instituto we had a colleagque, a
Latino doctor, Ph.D., a brilliant man who came to work with us
in a project called "Mano a Mano" which is a project working in
counseling and case management, and he came to work with us in
August, a gay man who at that time was in denial and because of
the work he began doing, he had to come to terms with the fact
that he had AIDS.

He died yesterday. That is a very short time from
time of diagnosis to death. It is a shorter time than happens
in the larger community. We must ask why. Now, here is a man
who is educated, who is sophisticated and somehow the
information out there did not reach him, and I don’t mean he
didn’t read it; it didn’t reach him; it didn’t connect with him
in a way that he could say, "This belongs to me, too." I think
this is one of the things that has happened, not only in Latino
communities but in all minority communities, so that then again,
it speaks to how programs are designed, how information is
designed and the resources.

I think as Dr. Amanda Houston-Hamilton said, "We know
how to do it, and we have the resources in people, but we, also,
need the money resources to be able to organize and train our
people." Thank you very much.

CHAIRMAN WATKINS: Thank you, Dr. Saucedo.
Mr. Tingley?
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MR. TIRGLEY: Thank you, Mr. Chairman and other
distinguished members of the Presidential Commission. It must
be noted that most of the top ten causes of early sexual debut
are related to alcohol and drug abuse, and that the Native
American populations have the highest levels nationally for
alcohol and other substance abuse. Not surprising, then, was
the report from the National Center for Health Statistics that
showed a Native American teen pregnancy rate of 20.8 percent
nationally. Additionally, it was not surprising that the
Centers for Disease Control’s 1985 study of seven states with
large Native American populations reported sexually transmitted
disease rates that were 10 to 100 times higher than the national
average.

One must understand that the nation’s American indian
and Alaska Native population is relatively small, and for this
reason, prevention is critical.

Projecting from our high levels of substance abuse,
STD’s and teen pregnancies, if our populations do not receive a
100 percent level of AIDS prevention education, we will be
looking at the final chapter in Native American history after
the year 2000.

The Federal Indian Health Service who has the primary
responsibility for health care for the nation’s Native American
population has repeatedly refused to deal with this issue.
Indeed, as late as August 1987, the Indian Health Service stated
that "AIDS is not an indian problem," at the Centers for Disease
Control’s conference on minorities and AIDS.

Yet we know that there are American Indians with AIDS.
Unfortunately, the Centers for Disease Control only reports 53
current cases. It is surprising that they even have any data at
all. There is presently no uniform format of reporting AIDS
cases from counties to states or from states to the CDC anywhere
in the Union regarding Native Americans. Even under such adverse
conditions, however, the local American Indian and Alaska Native
community has proved to be very resourceful. All of the local
indian community-based organizations and AIDS activists have come
together to combat the epidemic and to prevent the spread of AIDS
within the community. We have trained local Native American
community members as emotional support counselors and community
prevention educators. We have begun to develop AIDS prevention
and education materials that are culturally relevant and
appropriate, and we are developing community-based support
networks for persons with ARC and AIDS and their families and
loved ones.

In keeping with our concerns we, therefore, have the
following recommendations. In regards to prevention, education
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and information, prevention education must be culturally
relevant and culturally appropriate. Dollars must be made
available to indian community-based organizations and tribal
governments for this purpose. Non-indigenous care systems must
recognize the reliance of indians on traditional indian medicine
practices, both spiritual and medical, in addition to Western
medical practices.

The Indian Health Service substance abuse prevention
and treatment programs must, also, include funding for drug
abuse prevention and treatment.

In regard to direct services to persons with AIDS,
funds must be made available for case management services, since
the majority of the indian populations rely on tribal
government, Bureau of Indian Affairs or community-based
organization social service agencies as their primary social
service agencies. Funds for emergency, transitional and
permanent housing must be made available for persons with ARC
and AIDS. Funds for home care services that are culturally
sensitive must be made available. Funds for peer counseling and
culturally appropriate psychotherapy must be made available.

In regard to research, funds need to be appropriated
for studying the level of intravenous drug use among American
Indians and Alaska Natives. There must be a study conducted to
determine the seroprevalence among American Indians, and third,
and most importantly, a discrete category for American
Indian-Alaska Natives must be established in all reports from
states and especially from counties to states on AIDS and ARC
cases specifically and on sexually transmitted diseases
generally. Thank you.

CHAIRMAN WATKINS: Thank you, Mr. Tingley. We will
open our questions this morning with Dr. Lilly.

DR. LILLY: Thank you, Admiral Watkins. One of my
main interests in participating in this Commission has always
been the problem of education of the public about the ways to
protect themselves against the epidemic. You have brought home
to us, as has been brought home to us before, but very
poignantly this morning the diversity of the communities to be
educated. Each of you has in some sense stressed that. Dr. Ja
told us, I think it was of 32 identifiable Asian populations.
Dr. Saucedo emphasized cultural differences among the subset of
Latinos in our population, etc. This is a really terrible
problem from my own experience in my activities the GMHC in New
York. I remember, for example, with respect to the black
population, that we tried to reach out to the black population,
and we were quite successful in reaching out to the population
of gays who were black, but on the other hand, we were very much
less successful in reaching out to the population of blacks who
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were gay, if that distinction is clear, and I think that all of
you might somehow say the same thing. Given this incredible
diversity, how do we cope with this?

Some of you have suggested, and I think the Commission
is already sold on the idea that serious education can only be
performed by people who speak the language of those that they
are trying to educate and who have the trust of the people that
they are trying to educate. That complicates the problem
immensely. It certainly does for us with respect to making
recommendations because it is easy enough to say what I just
said, "What do you do now?" I would like to hear from you a
little bit about that. What do we do now? How do we go on with
this coping of diversity within the population that you are
concerned with?

CHATRMAN WATKINS: Let me just try to put a framework
on that because I think the point Dr. Lilly makes is extremely
important to us. As the Commission, we are going to be making
recommendations, obvicusly, on education. We have had testimony
before, not unlike yours, as he said, that is leading us to
perhaps a procedure or a process by which the fundamental
information you need is provided, but perhaps you do the
conversion of that locally, community-based organizations and
other linkages locally to put it into the proper context. Even
within the Latino community we have heard recommendations on cne
particular group. We might approach it this way, another this
way. It is very difficult, I think, at the federal level to get
into curriculum, and so, I think we are talking about providing
the fundamental information in adequate quantity the way you want
it and allow you then to prepare the necessary information to
flow out into the community that is culturally sound. So, could
you put it in that context and answer Dr. Lilly and let us
perhaps hear from all of you as to what you would recommend this
Commission do in approaching the broader issue of education along
the lines that I just perhaps suggested, if that sounds
attractive?

MR. TINGLEY: If I may be the first to address that
issue, the Native American community is probably the most
diverse, having over 400 different ethnic groups. So, this has
always been an issue for us. One of the things that we are
doing presently as I stated it locally is that we developing our
own culturally relevant materials that can be used across the
board with most of our ethnic communities. I think that is No.
1, very important, going down to the local source instead of how
things usually proceed from the federal level down, but I think
the most important thing about when these resource materials and
such are being developed, we must not censor them from the
federal and state level as they presently are being censored.
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DR. JA.: Certainly first of all, I appreciate the
Commission’s response to the issue of cultural diversity. We
certainly have that in terms of the Asian community with all the
different types of languages that we have. One problem related
to that is the fact that many of the terms that we are using in
terms of addressing the AIDS epidemic don’t even exist in our
communities. There are no words. There are no terms. There are
no definitions of viruses or AIDS or HIV in many of our Asian
communities, particularly in the Southeast Asian communities,

How do you then begin to address the problem when you have to
begin the whole new vocabulary? But I think we recognize that
this is at issue, that this is a problem for us to deal with, and
we have been trying to deal with it. We, also, know that there
are like 30 discrete steps in terms of taking a brochure and
trying to translate it into a culturally sensitive piece of
material to be able to present to ocur community, and the problemn,
I think, is the federal bureaucracy. For example, as Mr. Tingley
has indicated earlier, it was only until the middle of last year
that CDC began even providing us with statistics of Asian
Americans rather than just lumping us together under "other,"
which unfortunately, Asian Americans, I believe, the Native
Americans are still being put under, and that is a major problenm
for us. Now even obtaining information on Asian Americans
really does us little service. What we need is information
regarding the rates of Chinese, Japanese, Korean, Filipino. We
know in San Francisco which does provide these statistics there
are differential rates of AIDS among these particular groups,
with Japanese actually being the highest, but again, without the
recognition by the federal institutes like CDC, NIH, we are not
going to be able to do anything.

MS. STEPHENS: Actually it is a threefold problem.
They are dealing with minority populations, and hemophilia is
across the board a compilation of all of the minority groups and
so, we have very difficult problems in accessing the community.
The community is inherently withdrawn and closeted and because of
the crippling effects of hemophilia in earlier days, individuals
were singled out. They just simply were not part of the
mainstream. Therefore you have three issues. One, I think that
it is imperative that government determine what its official role
is going to be in this crisis. In the absence of a national
designated policy in terms of dealing with AIDS and the AIDS
crisis, and treating it as though it is a significant problem in
the same way that we dealt with polio and a myriad of other
diseases, the distaste with this is that it is a principally
sexually transmitted disease or that it is spread by doing
activities that are not perceived as legal, and it is abhorrent
to the general population. There is significant fear. We must
have not only a national policy but each state must, also, follow
the national description of the policy in terms of dealing with
AIDS and how one is regarded in the community.
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The second issue is the significant mental and
psychosocial impact. It is very difficult to deliver an
educational message, if you do not have one’s attention. It is
rather like dealing with a horse. If he is unable to follow
instructions, you smack him between the eyes, and suddenly you
have his attention. You cannot do that with printed materials.
So, there has to be supervised peer support within each of the
local levels. There is no other way of accessing communities
who are at risk or even the general community, most of whonm
perceive themselves as not being affected by it.

The other is once having dealt with the mental health
issues, the stigma of perhaps being at risk or that one has led
a quote, loose life and therefore is now HIV positive, we need to
have basic human services, and they must be delivered in a manner
that is sensitive and acceptable. We do that for all other forms
of illness, but we don’t do it with sexually transmitted
diseases, and we don’t do it with AIDS, and I am not blaming
government. I think that it is not just government; it is even
within our own community there is sufficient denial that I don’t
do those kinds of things, therefore, I am not at risk. So, it
has nothing to do with whether it is palatable. It has to do
with a health issue that spills over into all segments of life
styles, but you have to have peer support. That is first and
foremost and supervised, and you must have a mental health
component.

DR. LILLY: How can we foster that?

MS. STEPHENS: I think that the most effective way of
deing it is handling it by community-based organizations who are
best in a position to speak the language of the population. I
would not, for example, because I am not fluent in Spanish,
presume to go into the Spanish community even though we have a
significant number in the hemophilia population. My godmother
is Spanish. It is an embarrassment to me to live in California
and particularly come from San Diego and have a cursory
knowledge of the Spanish language. So, I think that the messages
nmust be delivered in an understandable, articulate manner for not
only the level of understanding but, also, the cultural
understanding.

DR. LILLY: Do you know the best way to do the
education is funneling support to small groups who are in close
contact with the communities that they deal with?

MS. STEPHENS: For example, our peer support program
is not salaried, but in the grant that we wrote we provided a
stipend so that they are not having to suffer out-of-pocket
expenses. It allows them the freedom to make telephone calls,
to travel throughout the region, and since we have only four
offices, we are multiregional or multicounty in each of the
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subregions. So, I think, yes, that would be an appropriate way
to go, but you cannot send unskilled people into the community
without direct supervision.

DR. LILLY: So, we have to train the trainers.

MS. STEPHENS: Precisely, and that is a very effective
program, I might add. The Nurses Association is doing it. Red
Cross is doing it. It is very effective.

DR. LILLY: Others of you might want to address the
subquestion here. If we go that route, which I am already sold
on that, but assumlng that we do that, how do we monitor 10,000
or more groups in this country, each receiving, presumably an
unfortunately small amount of support to do this type of work?
The government is not very happy about giving up money without
some kind of demonstration that it is doing some good. How do
we determine that?

MS. STEPHENS: An effective way, I think, if I might
be presumptuous, an effective way of dealing with that, I think,
the local health departments, county health departments and the
state health departments are the natural extension of the Federal
Government’s health agency.

It would seem to me that there could be in place a
division that monitors those kinds of activities, without
superimposing their attitudes. Now, that is the key. It is not
for them to come in and say, "You will do this or you will not do
that. I think that they need to supervise as it pertains to how
-- it is a straight bookkeeping issue. How does the message on
this side of the page translate into the dollars that have been
allocated to perform that particular activity?

DR. LILLY: Dr. Saucedo, do you know how to determine
that? How do you measure the dollar value of education?

DR. SAUCEDO: Let me go back to the previous question
because I would not agree that the state health department would
be the most appropriate vehicle, I think because all of us have
found that they don’t have in place that kind of understanding.
Some of our difficulties that we all have had have been with
state and local health departments.

I think for us it might be another kind of vehicle,
We all participate in coalitions that reflect not only cultural
realities but are composed of people in the health field who are
a part of this community who in a sense then wed, you know, both
cultures, and that locally perhaps, and we have to give a lot of
thought to these kinds of things, and I cannot do it off the top
of my head, but that perhaps these kinds of local groupings would
be able to develop those kinds of criteria by which you assess
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