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PROCEEDINGS

CHAIRMAN OSBORN: Good morning. We are running a
bit late and have another busy morning scheduled, so I think
we should get underway.

I am particularly delighted to welcome our first
witness, Eunice Diaz, for whom there is no introduction
needed either teo the Commission or I think to the audience.
She is a very important person in having put together our
entire visit, for which we are quite grateful.

Eunice, I'll turn the floor over to you.

COMMISSIONER DIAZ: Good morning.

Thank you, June. I would like to mention something
that I always mention when I come to Puerto Rico and stay on
this part of the island, and that is that I think today
probably I have two uniquenesses, and that is that of the
fellow Commissioners I come the farthest distance away, from
Los Angeles, California, and I don’t think that any Commis-~
sioner can look out of the hotel window and see the exact
place of their birth, in San Juan.

Having said that, it is always a pleasure to return
here, particularly on this very important occasion where we

are accompanied by such distinguished individuals as my
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friend, Surgeon General Antonia Novello, Dr. Mason and others.

I would like to take this opportunity to share one
main thought with you today and a few brief recommendations--
and I definitely plan, Dave Rogers, to stay within the time
so you don‘t have to say, "Ms. Diaz, would you look at us and
tell us what you have to say really fast.”

As a matter of background let me remind you that I,
like Dr. Kenneth Castro said to you yesterday, am a Puerto
Rican living on the island during the first ten years of the
HIV epidemic, so I come before you today with an intense
feeling of emotion, passion, pain and devotion to an issue
which has been discussed yesterday and which many of you have
been reading about and preparing for this hearing.

Little did I realize ten years ago when I first got
involved in AIDS, long before it was even called an HIV
epidemic, that Hispanics would be so disproportionately
impacted by HIV and that among the Hispanic subgroups, Puerto
Ricans would become the group most severely impacted.

Approximately three years ago I began to work
extensively and intensively with others across the Nation to
identify and bring together interested and involved Latino

professionals and particularly Puerto Rican professionals who
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had knowledge and expertise that could be brought together to
discuss issues related to the rapid progression of HIV among
Hispanics and Puerto Ricans and to look at alternative
responses to this epidemic.

Toward this end we organized a First National
Coﬁference on Latinos and AIDS in Los Angeles in early 1987,
with over 100 health professionals participating both from
the mainland and Puerto Rico, discussing areas such as
prevention and education, service, organization and delivery
of care, legal advocacy issues, and the need to communicate
to our population via the most expeditious manner and the
most effective strategy.

Participants worked in multidisciplinary teams for
two days and developed specific agendas that could be
responded to at local, regional and federal levels. Perhaps
the greatest value of that meeting in Los Angeles three years
ago, which a number of pecople in this audience attended--I
can think of Dave Petty [phonetic] from the University of
Puerto Rico and also Mr, Donalé Babb, president of Fundacion
SIDA--that perhaps the greatest wvalue of that meeting was the
cross-fertilization and sharing of ideas, programs, model

interventions, and evaluation strategies among us as profes-
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sionals, different representatives from agencies, and peers.

At that time I convened a small group of people,
primarily Puerto . Rican professionals, both from the island
and the mainland to discuss the need to engage in a more
intensive discussion on issues related to HIV in Puerto Rico
and among Puerto Ricans living on the mainland. With help
and support of individuals such as Dr. Mason, Dr. Jim Allen
and Dr. Samuel Metheny, we were able to sponsor and hold a
think tank for more intensive discussion of those issues in
August of 1989.

Our chairman, June Osborn, was able to be with us
for part of that meeting, and we had the following objectives:
to better understand the factors contributing to the rapid
progression of HIV among Puerto Rican populations both on the
island and the mainland; to provide a forum for the sharind
of knowledge, expertise and experience in dealing with this
epidemic; to develop ongoing networks, communications and
collaborations among the participations, and lastly, to
explore the need for further collaboration in the devélopment
of a comprehensive and ccoordinated system of AIDS care.

I will not summarize all of the points of that

forum because I think for the Commissioners those were
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presented in our briefing packets and I hope for the audience,
if you don’'t have it, "AIDS in Puerto Rico", a report of that
first think tank, which is very, very well done, and was done
with the help of the National Council of La Raza, and it
summarizes what came forth from discussion on that occasion.

This past August, just a few months ago, found us
here, celebrating Think Tank No. 2 in Puerto Rico, focusing
in more detail on care and treatment issues and the organiza-
tion and delivery of AIDS care both on the island and
affecting Puerto Rican populations on the mainland. Over 130
professionals attended and developed a set core of recommenda-
tions as a result of this experience. From this, we then had
the driving force to continue further collaboration and
communication amongst us as professicnals.

But in fact these three experiences--the Latino
meeting in Los Angeles and the two think tanks--provided for
us a discussion point for looking forward to what has to be
developed on behalf of our people.

I will say that HRSA has been extremely cooperative
and valuable to us in being able to look to some of these
issues that relate to care and treatment and provided perhaps

the most staff support as far as any of the Federal agencies,
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together with NAPO, the office that Jim Allen heads.

We wanted to look not only at the impact of this
epidemic on the island, but very clearly define the inter-
relationship with this on Puerto Rican populations living on
the mainland and those who travel back and forth--what we
have been calling the "air bridge"--whether these people live
in New York, New Jersey, Connecticut, Florida, or Illinois.

I respectfully submit that as a result of all those
experiences I have one major observation and a series of
recommendations to make to this august body. My observation
and statement in being able to in some way pool together the
experiences of all of those forums, and what I have heard
from many of the distinguished people who have testified
before you and who are in the audience, is the following.

The tremendous challenge of AIDS in Puerto Rico can
never be successfully dealt with without the corresponding
attention given to how this epidemic is affecting Puerto
Rican populations on the mainland. It is not possible to
fully address the AIDS epidemic among Puerto Ricans unless
the implications of the "air bridge" and circular migration
patterns and the effect that these have on each other and the

ease with which people travel are fully and clearly under-
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stood.

We have to realize that in fact Puerto Rico is
unique in this historical pattern of population migrations
between the island and the United States. By 1870, 1.5
million Puerto Rican-born residents and their descendants
were living on the U.S. mainland, then about one-third of the
total number of Puerto Ricans.

Alsc, another thing that has not been discussed
fully in this hearing so far and I hope may come ocut today is
the "coming home” phenomenon, and that may be more pronounced
and greater here in Puerto Rico than anywhere else in the
United States. This may be due to many sociological factors
and individual and family and cultural characteristics.

The following will represent in a nutshell what I
offér to you, my fellow Commissioners, from my perspective
and my work of working within these issues for the last ten
years.

I recommend strongly that this Commission urge that
Congress direct a study to include a comprehensive view of
the organization and delivery of health care in Puertc Rico
in light of what we have heard, with the unique and current

situation and the impact of the HIV epidemic, as well as
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looking into the health status of major Puerto Rican popula-
tions who migrate back and forth between the island and the
mainland.

The unigueness of the political status of Puerto
Rico, the patterns of migration of our people and the rapid
spread in modes of transmission of HIV and the ability and
limitations of Federal, State and local health care systems to
respond to this serious problem demand that this special
attention be given at this time.

I would say that is the one cardinal recommendation
I have for this body, and I hope that we will consider it
seriously. There is a precedent for such., In 1582, Senator
Daniel Inouye from Hawaii suggested that the same type of
study be done for the Hawaiian Islands and later presented a
total report to the Congress,'which was then dealt with in
pieces in looking at how those islands may ke helped in terms
of the AIDS crisis in the health care system,

I would say that based on that precedent we can at
this time consider aski#g that some specific attention be
given to the health care system, with particular emphasis on
how this epidemic will impact our total health care delivery.

My further recommendations are that there needs to
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be developed a clear statement by the Government of Puerto
Rico of what exactly is required or desired in terms of
Federal tecﬁnical assistance. We heard a lot of differing
opinions yesterday, and that is healthy, but I submit to you
that this may mean a different kind of assistance, packaged
in a different way, different individuals assisting, and
perhaps it might be that we need more in vivo assistance, or
even some form of looking at ways in which telephone com-
munications between several agencies and the island of Puerto
Rico and the health care delivery system here can be on a
regular basis communicating with each other.

The third recommendation is that we need to
continue toward a broadening agenda of inclusion and involve-
ment and collaberation, a true partnership with churches,
private sector, pharmaceutical companies, voluntary organiza-
tions, and most of all, the community-based effort. It is
urgent that the community-based organizations and response be
an integral part and an important voice through planning and
implementing any system of AIDS delivery care on’this island,

My next recommendation deals with developing
supportive efforts from this Commission that will enhance the

continued dialogue between island and mainland professionals,
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peers, organizations and agencies.

The fifth recommendation is that I feel there needs
to be a prioritization of the deveiopment of a pilot system
of case management linking the island and the mainland and
certain Northeast cities to emphasize the continuity of care
and appropriate patient and family and significant other
follow-up and referral.

Lastly--and I give this perhaps the utmost priority-
-I think that at this time we need to devote on this island
and with the help of friends on the mainland the highest
priority to developing the infrastructure that will be needed
immediately to have Puerto Rico become competitively eligible
for as much of the Ryan White moneys as can be available to
this island.

It is my sincere recommendation to the various
entities involved on this island, and a plea to you, that a
clear demeonstration to ourselves and others of new, creative
and truly collaborative efforts that perhaps have never been
tried before need to proceed in good faith at this critical
time and that that can be far more productive and of most
benefit to those for whom the legislation is designed if we

can perhaps bring this to a table, negotiate in good faith,
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and develop it for the benefit of the people of Puerto Rico.

I am proud to be a partner with you in these
efforts, and with my help and interest in what is going on
here in Puerto Rico and among Puerto Rican populations in the
mainland, I share with you the feeling that I know we can do
it on this island. We have faced adversity, and we have
faced problems with dignity, respect and tremendous valor.

We are a people of pride. We need this Commission’s help.

We need the help of Congress. We absolutely plead with you at
this time that every effort be made to bring a sense of unity
and devotion to the task at hand.

Let us keep in mind that we are fighting a major
enemy, and that is the virus, not each other. I thank each
one of you and hope that perhaps through these hearings we
have served some purpose in voicing some of the things that
perhaps we believe in so strongly and that I think this
Commission in coming here has been able to bring together in
a forum of helping us to look at a way of inspired efforts,
continued suppeort, and continuing involvement in this
epidemic.

Thank you.

[Applause. ]
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CHAIRMAN OSBORN: Thank you very much, Eunice.

Does anyone have questions for Eunice? Dave?

VICE-CHAIRMAN ROGERS: Ms. Diaz, yesterday I said
to a fine woman in front of us that I appreciated her
passion. I wish there were more people of passion, and you
have just stated elogquently some of the problems, and it has
been a privilege to hear you.

Thank you.

COMMISSIONER DIAZ: Thank you very much.

CHAIRMAN OSBORN: Our next panel will deal with the
topic of human and social services. We invite you to the
table.

Thank you for joining us this morning, and I‘ll ask
you to proceed in the order that you have agreed to go, and
introduce yourselves as you go. Thank you..

DR. ALTIERI: Good morning. I am Dr. Altieri, from
the Department of Social Services of Puerto Rico was created
by Act 161 of June 30th, 1968. 1Its objective is the strengt-
hening, development and protection of the Puerto Rican family
so it might reach its maximum integration and participation
in all social and economic processes.

The Department of Social Services performs its
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responsibilities through the feollowing programs: Family
Services, which includes services to families with children;
Public Assistance, which includes nutrition and economic
assistance; Vocational Rehabilitation; Child Support Enforce-
ment; Disability Determination; Econocmic and Social Rehabili-
tation for Families in Extreme Poverty, and Residential
Facilities for Children.

The agency has a nondiscriminatory policy and
provides services to all children, adults and elderly
citizens and families that because of economic, social,
physical or mental reasons need assistance to be able to
participate fully in the economic and social progress of our
island.

Over 1,600,000 Puerto Ricans were served by the
Department during 1ast‘fiscal year.

In the fight against AIDS, the Department of Social
Services serves as a support agency to those agencies like
the Department of Health whose primary responsibility is to
provide direct me&ical treatment to patients with AIDS. All
services offered by the Department of Social Services are
available to persons with HIV or AIDS.

Services to children., For those children with AIDS
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whose parents are not capable of caring for them, the agency
provides foster care. This is considered the best alternative

since it allows a child to satisfy his emotional and effective

needs in a warm home environment. Twenty children last year

received specialized i ster homes. For the foster

parents of these children, the services of a homemaker

e

sgggggl days a week are available to ease up the burden that

- 3

the care of these.children can cause.

Eleven children could not be placed in foster homes
so the Department contracted the services of Proyecto Amore,
a private sector for the care of children with AIDS. This
shelter is the closest there is to foster home care. Over
$117,000 was expended during the past fiscal year for the
purchase of these services.

In addition, all day care centers Administered by
the Department of Social Services are open to children with
HIV or AIDS.

Services to adults and families. Foster care
services are also available for adult pa£ients. Last_year,

only one adult with AIDS was placed in a foster home.
L v

Reczgtly, the Department entered into an agreement with the

AIDS Central Office of the Puerto Rico Department of Health

——— ——
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to provide home care services to terminal patients receiving

—
medical treatment at home. These patients have no family, or

their family is incapablejbf providing for them. The

homemakers will provide various services including prepara-
tion of meals, maintaining the area clean, shopping for
groceries, among other things.

This project will begin with 100 homemakers
throughout the Department of Social Services’ ten regions.

In addition, patients with AIDS can benefit from
the Department'’s public assistance program, which includes
economic and nutritional assistance. They can also benefit
from the emergency assistance fund to cover such things as
medicines and laboratory test expenses.

The services of the vocational rehabilitation
program are also available to persons with HIV or AIDS. This
program can provide specialized medical and rehabilitative
treatment, but most of all it can make the patient feel
productive when placed in school or a job or a business of
his or her own. This not only helps with the emotional
aspect, but also economically, since the patient will be able
to support himself as long as he or she feels strong enough

to continue with their activities.
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To help the homeless with AIDS, the Department of

— __‘_‘-‘—"""‘-a—-
Social Services participates in an interagency committee that

——

provides funding and techaical-assistance to Hogar Crea las
S——— — - —_— =
wwith AIDS. Also the

Department provides support services to this shelter,

[ —— o

including social work intervention, clothing, articles of

personal hygiene and recreational activities, among others.
- T TTT—

The Department of Social Services will continue
with its nondiscrimination policy so that all its support
services can reach all those in need. We are strongly
committed to the fight against AIDS and will remain so.

Thank you.

CHAIRMAN OSBORN: Thank you very much. I think
we’ll hold questions until we have heard a chance to hear
from everybody on the panel, and that will give us a chance
to interact. We appreciate your testimony.

DR. NUNEZ-LOPEZ: Good morning, Commissioners,
Commission President, honorable Antonia Novello, fellow

health workers here today, persons with AIDS and HIV, and all

other persons interested in this public health problem, this

serious public health problem.

I have given a copy of my formal presentation
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written in English to the Commissioners, so I will ask for
the opportunity to do my ten minutes of talking in Spanish.
I think it would be more effective and efficient if I do

that, and I appreciate the opportunity to speak in Spanish.

[Interpreted from Spanish}: Good morning. I am
Jose Antonic Nunez-Lopez, Assistant Secretary for Mental
Health in Puerto Rico.

I want to summarize my presentation of ten minutes.
It can be summarized in ten minutes by talking about our
responsibility for mental health in Puerto Rico, our limita-
tions to fill this public need. I think we need to comply
with new needs. And I do not know much about AIDS, but with
your visit here, I have realized that this problem is very
serious, and as public servants we need compassion and
involvement. We must first learn the seriousness of the
problem.

I appreciate your inviting me here today because I
have been able to recognize the seriousness of the problem.
What have we done up to now to seek help to face this new
challenge of making the services available to people with
AIDS in Puerto Rico--mental health services? The Assistant

Secretary for Mental Health has responsibility to offer
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services to any patient that requires these services, but
mainly indigent people.

We have 55,000 patients. This is 15 percent of
600,000 people who need services. These services are offered
through three State hospitals with 600 beds. We have 12
Community Mental Health Centers throughout Puerto Rico, and
we have 1,000 rehabilitation spaces in the community. We
have 3,400 employees. We have a budget of $74 million, which
is $3 million less than what we need to continue the same
services.

As Mental Health Assistant Secretary, I devoted
about 60 percent of my time in the last five months to the
two Federal cases that we have. One of them is the Navarro
case and another case is the Feliciano case, which requires
helping 10;000 prisoners in the correctional system of Puerto
Rico. OQut of these convicts, we have made evaluations for
mental needs and services, and 60 of these 10,000 inmates
need services.

I have been in service in the Assistant Secretary’s
office for five months, and I found that the Secretariat has
had five administrators in the last five years. At present,

we have been five months without being able to recruit an
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administrator. For three years, there was no personnel
chief. We don‘t have a person for the planning work, we
don’'t have an epidemiologist, we do not have a system for
management information, and in the last three months we have
tried to solve these main problems.

what is the system that we have available for
services? Well, in the Mental Health Centers throughout the
island, there is difficulty to give services because of
scarce resources. They don’'t have psychiatrists in some
places. Today I had to cancel a visit to Caguas where I was
going to interview a psychiatrist who was going to offer
services in that area. In some places, we don’t have
psychologists or social workers, and in many cases, it is two
to three months waiting.

We must implement Publi& Law 99-660. We are the
poorest State, and last year because we didn’t have the
technical assistance, the plan was not approved, and we were
penalized with a $14,000 fine.

Furthermore, we héve had to pay a $70,000 fine in

the case of Navarro Ayala in the psychiatric hospital, and we

are expecting some fines in the case of Morales Feliciano.

What are we offering to the HIV-positive or AIDS
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patients? At present the only thing we can offer to any new
patient who has a mental dysfunction is they would have to go
into the Commﬁnity Mental Health Center system with the
limitations that we have--we do not have help in the psychia-
tric hospitals to treat pecple with AIDS.

wWhat do we need in order to assume this respon-
sibility, which is not only serious, but is a great burden.

Dr. Rullan told me that in Puerto Rico in three more years

—

e

o
there will be 30,000 people with AIDS, which is a tremendously

C \‘,__...__—.._——--—-J'-— =
high proportion. These people will be suffering mental
—

What can we do to assume new responsibilities? We

—_———

need to at least identify and define the problem, what is the
need for mental health services for these people with AIDS
and who are HIV-positive. We know they must be very higﬁ
because we are dealing not only with a terminal condition,
but with people who are being rejected by the community,
sometimes by the system itself, and sometimes they are even
self-rejecting.

I do not know anyone persconally, but I know that we

must have the resources. We must establish a system of

information to give follow-up to this problem once it has

WILLER REPCRTING CO., INC.
%07 C Sereer, NLE.

Washingron, D C. 20002
(202) 36-6666
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been designed, to manage it according to resources, in
coordination with the Central AIDS Office.

We also need a professional who is interested in
this, who lives this and who feels the problem because it is
essential to develop this program. This professional must
have leadership in the field of psychiatry or psychology and
must be responsible for preparing, coordinating and following
up the training of our resources so that these patients are
provided services in a human and efficient manner. This
person must generate questions that must be answered by the
information system that we establish in order to evaluate our
work and to plan for the needs that could be predicted
through the information system.

We also need staff to establish quality measures of
services, to develop protocols for management of patients and
for specific situations, to monitor difficulties in coordina-
tion of services with the AIDS Central QOffice, and to prevent
problems in the collaborative work.

We will need staff for the evaluation of the system
that we are able to establish and to use more efficiently the
limited resources that we have and also to develop proposals,

which I know if we involve ourselves, there will be ideas
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that will help us to clarify the problem and will perhaps
help us establish a model for better services.

What have we done up to now to face this challenge?-

In August we talked to the AIDS Central Office and
we asked to be assigned some resources. We were told that in
October perhaps they would have an idea of the funds avail-
able.

I met two weeks ago with Dr. Rullan and the staff
of the Psychiatric Hospital in Rio Piedras, which is under
Federal management, to ask for help in the management of AIDS
patients in the Psychiatric Hospital. It was very productive.
We reached some conclusions, and we are working on this
agreement.

At that meeting we were told that the person in
charge of the program could speak with the people in the
Central Office to see if we could obtain these minimum
resources, and we are trying to prepare a proposal. We have
not been able to establish a contact.

I believe that this summarizes the position of the
Assistant Secretary's Office for Mental Health. In Puerto
Rico, we have a history of many years that the Government

provides direct services to the people, and for these
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patients, who are not only indigent--because according to how
expensive the cost of treatment is, it could go beyond 80
percent--they may need the development of a system to answer
their needs, and we feel that we need help to do that.

Thank you very much.

[Applause. ]

CHAIRMAN OSBORN: Thank you very much.

DR. FERNANDEZ-DUMONT: Thank you very much, members
of the National Commission on AIDS, distinguished guests,
ladies and gentlemen.

My name is Joaquin Fernandez Dumont. Under Dx.
Johnny V. Rullan and the AIDS Central Office for the Common-
wealth of Puerto Rico, I am the Coordinator for Inter-Agency
and Community-Based Organizations Affairs.

Although prevention and control of HIV infection
and AIDS are paramount objectives of our organization, it is
my primary function as a member of the AIDS Central Office
team to address the roles of the private sector and local
government agencies in the prevention of AIDS, and treatment
and hospice administration for HIV-positive and AIDS patients.

This is an area where in the past, let say up to

some point in 1989, it appears that we had made limited




ah

MP.LER REPORTING CO., INC.
307 C Swreer, NE
Washingion, D € 20002
(203) 546-6666

28

progress island-wide.

Before moving ahead, however, I believe it is
important to mention that it is probably desirable that we do
not assess CBOs in Puerto Rico utilizing criteria normally
used in the U.S. mainland. All local CBOs serve a culturally
homogenous population of Puerto Ricans who have, generally
speaking, a common, principal characteristic of being part of
a socioeconomically bypassed population. Within them, there
are HIV high-risk groups that are found internationally.
These CBOs, particularly throughout the island, outside the
metro area, need various types of assistance including in the
organizational process so that they may request and receive
adequate assistance, including economic, both Federal and
from the local government. Perhaps this is the fundamental
reason for the position I oc;upy in OCAS.

From personal initial field contact with various
CBOs throughout the island, CBOs of proven leadership in the
area of social and health-related community services, it
seems that there existed lack of demonstrated awareness of
the nature and magnitude of the problem within pertinent
local government agencies.

As the president of one CBO stated, "the HIV
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situation was buried dead" in the day-to-day affairs of the
government,

. From these talks, some factors bearing on the
problem arose. It appears no one wanted to accept that AIDS
was a serious problem in the island. As a result, a lack of
awareness existed in the Puerto Rican population.

Effective communication and leadership from

government agencies, particularly those providing health and

welfare services, were perceived to be nonexistent.

Effective networking among CBOs and particularly

-

beEzEgg_9E9E_gQﬂ_ggxernmentaagencies_uas_mazginal_a;—best.

e =

Some significant CBOs did not perceive the govern-

e

ment as a partner or potenti n_dealing with the
problem.
gt

And generally speaking, CBOs need governmént
assistance in the following and other areas: 1In the economic
area, for technical personnel, medical equipment, medicines,
transportation, burials, et cetera, in the operation and
maintenance of a minimum of critically needed hospices, at
least one per Health Department region; for training of
community volunteers as HIV educators and members of the

staff of the CBOs; for transportation; for the production of
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and distribution of literature; for developing community
networks of HIV social workers; for nutrition, and for home
care services.

Finally, CBOs demand participation in the decision-
making process. CBOs see effective participation by their
organizations in the decisionmaking process as a critical
strategy in the effective undertaking of the problem,
particularly in partnership with local public services
departments and other CBOs.

The question now in front of us is: What action
have we taken and/or will we be taking to deal with the HIV
situation, ensuring roles for the public sector.

The answer to the question is that the AIDS Central
Office has taken some critical steps during the last several
months to assure its proper leadership role in promoting and
facilitating CBO roles in dealing with the problem as
follows: 1) recently appointing an interagency and community-
based organizations coordinator; 2) outlining and implementing
an aggressive plan to promote complementary private sector
participation and networking directly as a field-based
operation. The plan was based on a needs assessment survey

done among HIV-infected individuals during 1990. And 3)
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establish an island-wide policy under the guidelines of the
Ryan White Comprehensive AIDS Resources Emergency Act of 1990
to ensure ample participation for CBOs in the decisionmaﬁing
process.

The AIDS Central Office is in the process of
recommending to the Governor of the Commonwealth of Puerto
Rico the appointment of a CBO-based AIDS consortia that will
have the authority to call for proposals for economic or
other assistance from local CBOs, establish evaluation
criteria, and evaluate and assign the State-allocated moneys
to CBOs in an efficient and effective manner.

We have commenced to develop a CBO database which
is badly needed. And finally, OCAS has recently established
a regional network of HIV specialized clinics where the
technical assistance suggested and required by CBOs, from
education through HIV testing and counseling to hospitaliza-
tion and case management are provided in a complementary or
partnership manner, utilizing the medical psychosocial model.

Before concluding my presentation, I feel it is
necessary to highlight the fact that we are aware of shortcom-
ings in the past, but we look to the future and your delibera-

tions in assisting us in reaching our goal in prevention of
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HIV and control of AIDS.

This concludes my presentation. Thank you very
much.

[Applause.]

CHAIRMAN OSBORN: Thank you very much.

DR. TORO: Good morning, Dr. Novello, Dr. Osborn,
members of the National Commission on AIDS.

Initially, I want to welcome the Mental Health
Department to the fight against AIDS; and to the Social
Services Department, I was expecting to see the Secretary--
obviously, she might be too busy.

I would like to make my presentation in Spanish,
please.

[Interpreted from Spanish]: My name is Jose Toro.
I am a clinical psychslogist and Executive Director of the
AIDS Foundation of Puerto Rico. I represent the personnel of
the offices, a large group of volunteers who generously give
their time to contribute to this effort, and more than 900
people with AIDé who at one time or another in the last three
years have received services from our organizationmn.

The AIDS Foundation is a community office initiated

in 1983 to offer support and education to persons infected by
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the HIV virus, their families, and significant others. §Since
that time, from a group of just volunteers, we have 12
employees, more than 80 volunteers, and 10 programs in
progress.

T1S2 We have a support group for emotional problems,
case management, direct services, a prevention program for
the gay community, services to children with HIV, support
groups, a home for homeless people, a program for research
and experimental treatment, and a series of publications and
pamphlets which are distributed throughout the community.

In the year 1989, the Foundation offered $38,000
for emergency aid. This year, in September of 1990, we have
offered $33,400, a total of 487 active clients.

This aid is directed for medication, transportation,
housing and medical equipment at home. We also provide loans
for [inaudible] so that the people can receive the treatment,
aerosolized pentamidine, at home, for those patients who can
pay when they get raises or who are able to obtain this
medication at a low cost. 1In direct help, we also provide
things such as items that are donated by the community.

During the year 1989, the volunteers contributed a

total of 11,217 hours of service which represented the

MILLER REFORTING CO., INC.
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equivalent of $139,000, 35 percent of the total budget of the
agency for that year. This data was provided in the Sixth
Intérnational Conference on AIDS in the summer of this year.

The sources for funds for the Foundation come from
the community. We have fund gatherings, and we have other
financing contributors, the CDC, the [inaudible] Institute.
In spite of a limited budget of $340,000 for this year, the
Foundation has made a tremendous effort to offer as many
services as possible.

There are many calls that we have for help and for
information, for pamphlets, educational seminars, workshops;
we are asked to form parts of different committees and to
offer our views in different professional fora. We accept
referrals from different government agencies of private
professionals and family members and others who receive
services,

However, notwithstanding how much we have received,
we always have more to do. There is always something left to
be done. |

There is need for the community with AIDS to join
efforts to surpass our needs with our limited resources.

There are many areas that require attention in Puerto Rico,
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and the way in which we approach these areas will determine
the efficiency and the rapidity with which we can fight this
epidemic. This will be the moment in which we will be able
to develop new strategies directed toward eradicating the
pain of an entire community that has lost and is losing its
best resources--the young people.

In Puerto Rico, we have conducted studies of
seroprevalence that will give us the level of dissemination
of HIV in our community. We know that the number of reported
cases are only the tip of the iceberg. We know that in the
next few years, the development of HIV in Puerto Rico may be
terrific and will create a total collapse of government and
private services. The cost of primary services and hospital-
ization will make these services prohibitive for the majority
of the population.

In the absence of a vaccine, and if it is not
available to the entire population, we only have prevention
as a tool. Efforts must be directed in this direction. Up
until now, a majority of the efforts have been directed
toward development of clinical tests, and we are opening the
door for the population to have this testing.

In a local town, they called the Mayor of San Juan
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so that they would study the constitutional implications of
conducting nationwide testing. Apparently, testing is used
as a prevention tool. New campaigns that offer élternatives,
the use of condoms and the prevention campaign must be
directed to young people, in massive campaigns where they
don’t cause fear and repression, but to invite the young
people to develop skills to make their own decisions and
select that prevention method that satisfies their needs.

We also need aggressive campaigns directed to
specific populations where we know that the national conferen-
ces do not reach them. People in the community must serve as
guides to develop these campaigns-~-people of the drug using
community and the sexual community, and young people must
participate and direct these campaigns for the particular
populations.

In the area of services, the early detection of the
disease makes no sense if we don’t have access to treatment.
Lack of access, limited to antiviral medication for oppor-
tunistic disease in Puerto Rico makes this most difficult.

We do not have in the Health Department at this time a center
for management of aerosolized pentamidine. The AZT distribu-

tion is very limited, and the interventions recommended, such
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as the common interventions, become a major task. To place a
single hidden demonstration of [inaudible] for prevention of
blindness for the [inaudible] becomes a serious problem. The
medical staff are reluctant to perform surgery on HIV-
positive patients.

Recently, private laboratories in the city have
refused to give blood tests to a patient who was HIV-positive.

The lack of knowledge by professionals in health
services in Puerto Rico is not sufficient to modify their
attitude toward infected patients.

We could spend hours here if we were to tell you

L. —

the problems that these AIDS patients in Puerto Rico havgﬁto

-g.-—l:ﬂ‘_"'_‘_..—_-‘_
R

fuffer in relation to services. Nothing would be new to you;

e ——— s

I am sure that_in prior situations or in other places, you

probably have heard the same.

_HIV has impacted all people--from prejudice and

R

rejection to the most incredible situations, such as finding
[ -

3

people dead in their apartments because of lack of resources

for 3 i i . It is appallingn

I am convinced that you have seen many cases like
this in other places. The difference in Puerto Rico is that

we have refused to acknowledge and have refused the help of
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the community in this process. The government feels that it
is their sole responsibility to offer services, and they
refuse to receive the aid from the community in areas of
services, prevention and treatment.

In the last three years, leaders of community
agencies in Puerto Rico have met on many occasions with
government agencies, without being able to obtain any
results. However, the community requires and demands
participation in the decisionmaking for the local and Federal
funds in the prevention areas and treatment areas. Community-

based organizations do not feel that we are in competition
with the government agencies; we feel that we are a complement
to the services the government offers. The only difference

is the little sense of urgency that the Federal or government
agencies show.

Probably in these two days you will hear testimony
which is contradictory from AIDS patients and government and
state representatives. We will testify as to the lack of
adequate services, about the magnitude of the social and
financial impact on HIV patients in Puerto Rico, on our
women, our children, and our young people, drug users. The

representatives of the government agencies will testify about
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plans--

' VICE-CHAIRMAN ROGERS: Dr. Toro, let me alert you
that your time is coming to a close, so if you could just
give us your main points in conclusion.

DR. TORO: --with these claims and promises, people
are dying. Thousands of people are afflicted with AIDS in
Puerto Rico, and this is not solved by political campaigns or
magic solutions and promises.

Together with the community and government agencies,
we will guarantee access for adeguate prevention, detoxifica-
tion programs for drug users, detoxification for women,
housing, housekeepers, health care at home, access to
experimental treatment, access to standard treatment such as
AZT and aerosolized pentamidine, and the guarantee of civil
rights to infected people. When we have all these, we will
solve the problem.

Thank you very much.

[Applause. ] |

CHAIRMAN OSBORN: Thank you.

REVEREND GARCIA [Interpreted from Spanish}:
Honorable members of the Commission and friends, my name is

Francisco Garcia. I am a Catholic priest.
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My profound appreciation for allowing me to share
my experiences and difficulties, those that have been very
sour and those that have been hopeful in the fight against
AIDS.

I do not believe any sector of our society was
prepared for the impact of AIDS--not the Department of
Health, nor the churches, nor families, nor the community.

It is my convict;on that each one of us according
to our capacity and our creativity can make a difference in
this situation that AIDS presents in our society.

If we do not have the cure, we do have the capacity
to serve and to love. Love cures all--not only those who
receive it, but those who give it.

In November 1984, I began to visit patients with
AIDS in the Regional Hospital of Ponce and share with them
their anxieties and preoccupations.

After three years, in March 1988, I took the
initiative to respond to several desperate patients who were
discharged with no place to go. I took them to the parish
and prepared the parish hall to accommodate them and so began
a hospice. In promises, we are richer than the Rockefellers,

but the truth is another thing.
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I organized volunteer groups to treat the patients
and to nourish them on a daily basis. At Albergue La
Providencia in Adjuntas, people visited us and gave us
services and donated furniture. Radio and the press visited
us, and television, and as soon as there was knowledge, calls
from all over the island were received to include patients.

In 1989, I was confronted by my superiors that I
ﬁad to select between the parish and the patients, and I
opted for the patients and resigned as the parish priest.
They gave me permission to dedicate myself full-time, and I
transferred to Ponce.

Because of lack of education and knowledge of AIDS

[ — P R

in some of the community sectors and, sadly, professionally,

I have had to confront the rejection in use of ambulances to

transport AIDS patients. Because of the many cases of this.

sad experience, I added a siren to my car, and I transport

-

S

patients myself to the hospital or to their homes.

—————

Equally, many funeral homes profit because of the

e
pain of people without resources. A friend builds the

ngiiﬂgi and another takes the dead to the municipal cemetery

where we have been given a small plot to bury the dead.

e

Also, with the Department of Prisons, I have been




ah

MILLER REPOATING CO , ING.

%07 C Sweet, NE.
Washmgron, D C 20002
{202) 546-6666

42

able to get for the terminal patients that we may assist them
in the hospice with the dignity they so deserve.

We visit patients in their homes daily, and we try
to make easier their pain, not only to them, but also to
their relatives; counseling the families, counseling the
communities and schools; giving short speeches, educational
lectures on prevention through education.

Churches, community entities and religiocus entities
join efforts and give us support. We have had activities to
gather funds--they give us pajamas, towels, sheets, nourish-
ment, et cetera.

We thank the Department of Health, not only to the
past Secretary Enrique Mendez but the Acting Secretary, Dr.
Soler-Zapata, and the Health Director in this town, Dr.
Giordano San Antonio [phonetic}, and the Ponce Hospital
Administrator, who in February of this year gave us the
facilities of the former health unit in the Regional Hospital
in Ponce for the hospice, La Providencia, that will serve the
15 towns that are part of the southern area. And according
to the November statistics, more than 1,000 cases have been
reported.

I appreciate the Social Services Department for the
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economic assistance through HUD funds for the remodelling and
repair of the physical plant that we have achieved.

At the present time, we trust the services of Dr.
Rullan in the clinics, treatment, medication and professional

assistance that will commence to give services in new
facilities in the Regional Hospital in Ponce and of which the

hospice will benefit.

At this time, we need economic assistance in order
to pay for the nurses and the personnel to be available 24
hours a day in the hospice and, at the same time, for the
cost of medication.

There is one historical reality with respect to
AIDS in Puerto Rico, and that is that the more or less that
we have toward our brethren has been through the initiative
of people, individuals or groups of citizens or religious
entities, and these have put pressure on the government that
not only is a fighting struggle, but also for services.
Thank God, the government seems to be aware of the reality,
and the moment is here when we have to join efforts and good
motives and desires.

The government without the contributiﬁn of the

community cannot do it, and the community without the help of
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the government cannot go anywhere.

In the desire to serve not only on the part of the
government, but also on the part of groups and entities,
there are tensions and struggles and differences. I do not
think we should lose the vision and the perspective that
there are some brothers and sisters who are suffering and who
are waiting for our assistance.

I trust the honorable Commission will give us the
support to give collective services to our patients and a good
educational campaign. Talent, volunteers, creativity, hands-
-all of that, we have in Puerto Rico. I hope this Commission
will channel the resources, the means, the economic resources,
and that these will be distributed equitably according to
services and programs not only of the government, but also of
the groups that we have given of ourselves to help, with
dignity and heart, our brothers and sisters with AIDS.

Sadly, in Puerto Rico everything is done within
politics. Proof of this is the money that has been con-
tributed for Hugo, the last hurricane, that still has not
reached its destiny, and there are still families waiting for
these funds.

Humbly, I suggest that we have an integral committee
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of government representatives and community representatives
for the equitable distribution and supervision of the use of
the funds, in that way to avoid any controversy, political
controversy, favoritism, so that the funds will go to the
purposes for which they have been contributed.

I have witnessed the talent and the professionalism
and the interest and the preoccupation and nobility and
integrity ;hich are characteristics of the people of Puerto
Rico.

Again, my respect and appreciation teo all of you.
God bless you all.

[Applause. ]

CHAIRMAN OSBORN: Thank you, Reverend Garcia. It
is a privilege to know of your work. We appreciate it.

What we will do now is take some time for questions
of the group that we have heard from so far, after which
there will be a family joining us to present some testimony.
In anticipation of that let me ask that no photographs be
taken in or outside of the hearing room in that context.

And as a technical note, I want to remind people
that there are translation services available if they desire

them.
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With that introductory comment, are there questions?

Larry Kessler, please.

COMMISSIONER KESSLER: This question is for Dr.
Dumont.

Perhaps you can help me understand. You used a
phrase that I have heard several times now in the last two
days that I don’t quite understand. You said that the
criteria for the local community-based organizations should
not be held up against the criteria of CBOs in the States, on

the mainland. And it has been said that way, various

variations on that theme. Could you explain what you mean by
that?

MR. FERNANDEZ: Yes. There is not a definite line
in this statement that I have made, but it appears when one
talks with people who are doing most of their work in the
States that when they talk about CBOs, you get the impression
that they might be thinking of a definition that includes
minority groups such as are defined in the States.

In Puerto Rico, we could speak of a minority group
in terms of those definitions if we consider the entire
island to be a minority group--in other words, we are a

homogenous population, homogenous in terms of culture. We do
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have a common denominator which is that most of the people
who are having the worst part of this problem are people who
are socioeconomically bypassed, and with all the things that
are involved in that definition.

COMMISSIONER KESSLER: I thank you for that
clarification, and I would like to issue an invitation to you
particularly because of your role, working with CBOs~-and the
Commission office I am sure will be able to help you--if you
can find the money and the time, I would love to see you come
to the States to look at several models there that I think
you will find invaluable in terms of the partnership that can
exist and that does exist between CBOs, the Health Depart-
ments, the States, the cities, and the business and corporate
community, and that when that partnership is developed and
enhanced by adequate funds and sco on, and all the human
resources that volunteers provide, et cetera, you can build
an incredible network of services. Should you desire that
help, technical assistance, whatever, the Commission can
help, and individuals here on the panel will be happy to help
you.

I would love to see a stronger level of participa-

tion--not just the CBOs seeing the government as a partner,
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but the government seeing the CBOs as a partner as well--
because then I think you will overcome some of the problems
we have been hearing about, or at least make progress--l1 am
not sure you will overcome them, but you will make some
substantial progress that will benefit people with AIDS
tremendously.

MR. FERNANDEZ: Definitely. I think there is a
management problem to this thing. In other words, we have a
problem but there is a way that we must design to approach
and resclve the problem, and I think that networking and CBO
involvement, government involvement, leadership is the
answer. I’'d like to accept your invitation.

COMMISSIONER KESSLER: Thank you.

CHAIRMAN OSBORN: Eunice?

COMMISSIONER DIAZ: I have a question for Father
Francisco and another for Joe Toro.

Father, do you think that it is important that the
kind of involvement you have within the church in some way be
translated to other religious denominations and affiliations,
and what might be some of the barriers to doing that, just
very quickly?

REVEREND FRANCISCO [Interpreted from Spanish]: My
































































































































































































































































































































































































































































