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PROCEEDINGS

CHAIRMAN OSBORN: Good morning.

I am Dr. June Osborn, and I am Chairman of the
National Commission on AIDS. I am very pleased that you have
been able to join us this morning for the first set of
important sessions that we will be having here in Puerto Rico
over the next two days.

I will spend very little time in my introductory
comments so that we can proceed to the substantive issues of
the day.

First of all, let me offer thanks on behalf of the
whole Commission for the very diligent work that has been
done in order to make this complicated set of arrangements
for us and to prepare such a rich agenda for our opportunity
here in Puerto Rico; we very much appreciate that.

A couple of details that I do want to cover before
we start. First of all, I understand that last week in one
or several of the papers, it was stated that there would be a
session for public comments today, and that was in error.

The scheduled time for public comments is tomorrow, Wednesday,
at 11:45. I hope no one has been misled by that, but we are

very glad that you are with us, and tomorrow will be the
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opportunity for public comment. Unless people have already
notified the Commission staff of their wish to speak, they
can come at 11:45 tomorrow.

The second announcement is that there will be no
smoking in this meeting room. If people wish to smoke, they
should do so outside the meeting room, and throughout the
meeting we will ask that that be the case.

A third comment is that as various people who are
speaking to us are speaking, we will use a mechanism that we
have found is gentle but effective, of putting on a timer so
that people are aware of when about one minute is left of the
allotted time for speaking. We would like very much to have
a chance to ask questions and interact with the people who
are talking with us, so we ask the witnesses to keep their
comments brief, and the timer is just a way of helping with
the sense of time when one is speaking. So I hope you will
accept that and understand that that gives us a chance to
interact with you.

Finally, I must apologize for being monoiingual; I
am not Spanish-speaking. 8o I hope you will forgive me for
that. I wish I were able to speak Spanish, but the hospital-

ity of Puerto Rico has been extended to me many times in the
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past anyway even though I don’‘t speak Spanish. So I hope you
will put up with several of us who are unable to express
ourselves in Spanish.

I'd like now to introduce Dr. Antonia Novello who
is, as you know, the U.S. Surgeon General and who has some
greetings and opening remarks as well.

Dr. Novello?

SURGEON GENERAL NOVELLO [Interpreted from Spanish]:
Good morning. I would wish to speak in Spanish, but today I
will speak in English so that the people who invited me to
speak can hear my comments, which are really important. So I
apologize.

[In English]: I come here today to welcome you and
to offer my support for your fact-finding efforts here in
Puerto Rico. Through our discussions over the next two days,

I am sure we will find that we share an unrelenting sense of

urgency that all persons with HIV and AIDS receive the best
and the most compassionate care possible.

The KIV/AIDS pandemic is changing, and this second
decade is increasingly reflecting AIDS in the world. It is
increasingly female, increasingly young and, obviously,

increasingly heterosexual, and in the United States especial-
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ly and in Puerto Rico, increasingly enmeshed in drug abuse.

Women are the caretakers of society, the cement
that holds societies and families together. Although AIDS is
a worldwide problem affecting men and women, the increasing
impact of AIDS on women and their children has an especially
great effect on societies, Puerto Rico no different.

The public health challenge of the HIV/AIDS
pandemic is unprecedented. WHO estimates that 8 to 10
million adults worldwide are now infected with HIV and that
at least 3 million of them are women. Millions more women
will be vulnerable to infection because of the role in which
societies have placed them.

Let me make some statistics meaningful to you. 1In
Africa, where AIDS occurs equally among both sexes, one in 40
ﬁen and women are estimated to be infected with HIV. 1In the
United States, it is one in 75 men and one in 700 women.

According to the WHO, AIDS has become the leading
cause of death for women between the ages of 20 and 40 in
many major cities of the United States, Europe and Sub-
Saharan Africa. Most HIV infections, at least 75 percent
worldwide, were acquired through sexual intercourse, primarily

heterosexual.
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Over the next several decades, heterosexual
transmission will increasingly become the primary means of
spreading HIV infection in most industrialized countries, and
by the year 2000 the annual number of worldwide AIDS cases
among women will begin to equal the cases among men. For
this reason all countries will need to develop HIV/AIDS
prevention and control programs and other public health
measures that are responsive to the growing problems of the
disease among women.

More than half a million children have already been
infected with HIV by their mothers, and we expect this figure
to double during the next two years. We also estimate during
the next two years that more than 3 million uninfected
children will have been born to HIV infected mothers, and by
the year 2000 there will be more than 10 million children
orphaned by parents who die of AIDS.

Globally, women account for more than 3 percent of
the reported adult cases in Australia, more than 5 percent in
Canada, 8 percent in the Uniied States, almost 12 percent in
Europe, and 52 percent in Uganda. These are startling
statistics particularly when you consider that the number of

reported AIDS cases may not reflect the actual incidence of
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HIV infection and AIDS.

Let me turn to Puerto Rico. As I have indicated,
in Puerto Rico, AIDS has been and remains a disease of i.v,
drug abuse heterosexuals. Of the 4,356 cases of AIDS in
persons 13 and older reported through November 1990, 4,000 or
82 percent are in males, and 878 cases or 18 percent are in
females.

In Puerto.Rico, can women in their traditional
roles as family caregivers and health care providers protect
themselves and their children from infection? Let me
articulate our real challenge here in Puerto Rico, in the
United States, and in the world, to recognize that any effort
to eradicate AIDS in families must embrace the key role of
women, particularly as equal partners in decisionmaking.

But the effect of AIDS on women is not just a
matter of numbers. It affects women as individuals, in their
multiple roles, and as health care providers and educators as
well as mothers and as income providers. In particular we
have not begun to estimate the full impact of this epidemic
on women to their partners, to their husbands, to their
children, to their parents or even extended family members

and friends. Ultimately, the burden of this terrible disease
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will fall on women and secondarily it will fall on families.
Several factors can severely damage a woman's

ability to protect herself from infection if she is infected
in order to protect others. These include psychosocial,
cultural or legal barriers to some of her decisionmaking,
the lack of economic alternatives with the consequent
dependence on a man for support, the societal role of women
as primary caretakers of children, husbands and parents, and
in some cases lower literacy, limited mobility, and limited
access to information, not to mention societal attitudes
about sexuality.

| In general, we all know that it is easier for men
the

to protect themselves from the AIDS virus. For women,

protection is much more problematic. Of course, a mutually
faithful monogamous relationship is the best, but in the
absence of that, prevented infection is going to need the
protection of the women, and at this time, we know that for
many women this safeguard is denied them because of societal
and cultural restraints,

Suggesting to a husband or a partner that he use a

condom may be a social tabu because it is perceived as an

indication of insolence or defiance against the man, or even
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for some men perceived as an indication of a woman’s potential
infidelity. This often results in serious problems within
the relationship, perhaps even violence against the woman.
In cultures where married women are traditionally expected to
bear many children, insisting on safer sex or refusing to
engage in sexual relations may be impossible because it
limits the number of children, which in some societies is the
measure of importance in defining manhood and womanhood.

It is important that programs that encourage the
empowerment of women by developing negotiation and communica-
tion skills can be useful but might not always be realistic.

In some countries, most women who are at increased risk of

HIV infection may not have the power within sexual relation-
ships to negotiate a change in the rules.

We have to always remember that cultural attitudes
have a strong impact on expected general roles. Many women
are also economically dependent on their sexual partners and
cannot afford to leave them in order to reduce their infec-
tion. In those moments economic survival takes precedence
over HIV prevention, and that is why it must be remembered
that for any effort in AIDS eradication in families to be

successful, women will have to be more and more recognized as
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important if not equal partners in the development of
policies pertaining to their family health. Only when this
is done and realistically attempted will women be in a
position to protect themselves, their sons, their daughters
and their families from HIV infection.

Effective health care must take into consideration
a comprehensive family-based community center approach under
one roof to be able to deliver the needs of the complete
family.

And so as your Surgeon General, I wanted to take
this message to you. I am very much worried about the
situation in Puerto Rico, but I stand with you here today to
be able to listen to all the things that will come from your
perspective in order to be able to help you in the long run.

Thank you very much.

[Applause. ]

CHAIRMAN OSBORN: Thank you very much, Dr. Novello.

And now I am very pleased that Dr. Soler-Zapata can
be with us this morning. I am particulariy delighted because
I think it is one of the first opportunities in the last few
weeks that he has taken to join a group of this sort. 8o we

are very grateful that you could take the time to be with us
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and look forward to your remarks.

DR. SOLER-ZAPATA: Good morning, all of you. If
you will excuse me, I will speak in Spanish now.

[Interpreted from Spanish]: Madam Chairman,
honorable members of the Commission, dear friends, I want to
start today with welcoming words, thanking you in the name of
the people of Puerto Rico.

I am very happy to share with you the difficult
situation that our people go through in terms of fighting
this epidemic that is the concern of the members of this
Commission.

In this panel, we have participants from the United
States, from public health, excellent human beings, excellent
Puerto Ricans as the Surgeon General of the United States, and
the Secretary of Health of Puerto Rico, and the Assistant
Secretary of Health, Dr. Enrique Mendez.

The presence of these persons on the Commission
will help greatly for the Commission to have a more clear
picture of the problems of AIDS in Puerto Rico.

There is no doubt that we will participate in these
hearings and will share our opinions indicating what we are

doing in Puerto Rico to fight this malady.
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Dr. Novello and Dr. Mendez will clarify for members
of the Commission any matters relating to the problem of AIDS
in Puerto Rico.

During these greetings and welcome as Secretary of
Health of the Commonwealth of Puerto Rico, I have to state
with great regret that today we are among the first countries
in the world afflicted by this epidemic.

However, I am also proud to state that at the same
time, when we discovered the first case of AIDS in Puerto
Rico in the year 1981, the Department of Health and all the
government entities that are involved with the welfare of our
people have been working together to fight this terrible
disease.

The action plan of the Government of Puerto Rico
for AIDS is perhaps a unique plan among the American nations.
I urge you to listen to Dr. Johnny Rullan, who is Director of
the Central Office for AIDS in Puerto Rico, who will speak to
us on the public health policy for AIDS which has been
established by our Governor, the honorable Hernandez Colon.

Our statements are limited at this time to express
our gratitude, the gratitude of a people that every day

investigates new trends to fight this national affliction.
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As a matter of fact, I want to indicate the statute

of limitations on necessary funds to expand our struggle

against this disease. We realize that we have less funds than

other States of the American Nation and possibly in other

o— e,

counffisf_fggg;suffer.
- I give you the welcome of Puerto Rico, and I wish
to share with you in the United States, and clarify any
doubts that you may have regarding the different opinions.
Thank you very much, and God bless you.
[Applause. ]
DR. SOLER-ZAPATA: Excuse my poor English.
CHAIRMAN OSBORN: Thank you very much, Dr. Soler-

Zapata.

Before we proceed to the first panel, I want to

thank Dr. James Mason for being with us, sitting in for
Secretary Sullivan, who is represented ex officio on the
Commission. Dr. Mason, do you have any brief comment you
would like to make?

DR. MASON: fhank you, Dr. Osborn.

I want to say on behalf of Dr. Louis W. Sullivan,
Secretary of Health and Human Services, how delighted we are

that the National AIDS Commission has chosen to come to the
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Commonwealth of Puerto Rico for this hearing and how pleased
I am to be a participant in this process.

I am just glad to be here and look forward to
hearing from many people here and visiting various sites so
that we can assess as far as possible what the needs are here
in this area.

CHAIRMAN OSBORN: Thank you.

I think we will proceed directly to the first
panel, which includes Dr. Kenneth Castro, Dr. Johnny Rullan,
Dr. Pedro Borras, and Luis Maldonado.

I would ask that the comments in general be limited
time as has been planned so that we can interact with you
afterwards with questions and discussion.

MS. BYRNES: Before we begin, I would like to
announce for anyone in the audience who needs translation
either in English or Spanish that there are headsets available
in the back of the room. Please feel free to help yourselves.

DR. CASTRO: Good morning, Dr. Osborn, members of

the Commission and guests.
As you know, I am Ken Castro, Assistant Chief of
the Epidemiology Branch, Division of HIV/AIDS, at the Center

for Disease Control in Atlanta, Georgia.
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Today I come to you with very honestly what I
consider to be mixed feelings. While honored by the request
to speak in this forum, I am here to describe some disturbing
facts about the effects of the HIV and AIDS pandemic on my
native island, Puerto Rico.

I do want to acknowledge several individuals who
were instrumental in the preparation of the materials I am
going to present here today: Mary Ellen Fernandez [phonetic},
Mitzi Mays [phonetic], Jean Smith [phonetic], Dr. Elsa
Vigarino [phonetic] and Dr. John Rullan.

During the next few minutes I will focus my
presentation on two main areas. First will be a description
of the specific epidemiologic features of HIV and AIDS among
adolescents and adults in Puertc Rico, in contrast with other
areas of the United States. For this part, I have used AIDS
surveillance data received at the Centers for Disease Control
from Puerto Rico and other areas through October 1990. Other
data were obtained from the National HIV Seroprevalence
Surveys.

The second area to be covered this morning is the
description of a recent outbreak investigation to illustrate

the problem posed by dual infection with HIV and tuberculosis
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in our population.

I believe most of the members, if not all, have
copies of the materials I am presenting here today.

[SLIDES]

The first slide shows that there has been a large
increase in the number of reported AIDS cases in Puerto Rico
since 1988. During the four-year interval between 1983 and
1988, there were 507 reported AIDS cases. In 1988 Puerto
Rico reported 1,246 AIDS patients, and in 1989 there were
1,479 cases. Through the end of October, 1,440 new cases
have been reported.

The remarkable yearly increases beginning in early
1988 are probably due to the revision of the CDC AIDS
surveillance case definition in 1987, which allowed AIDS to
be diagﬁosed presumptively, without the requirement for
invasive diagnostic procedures.

The next slide, among AIDS cases reported from
Puerto Rico, I have two pie charts here. The left side shows
cases reported from Puerto Rico. You can see that 43.4
percent have met the case definition on the basis of Wasting
syndrome, shown as the yellow part of that pie chart.

Another 33.8 percent have been diagnosed presumptively,
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excluding the Wasting syndrome, shown in that pie chart in
red. And 22.9 percent have a definitive diagnosis, which is
the blue part of that chart.

In contrast, if you look at the right side of that
chart, only 21.7 percent of cases in other areas of the
United States were diagnosed as Wasting syndrome or presump-
tively, while 78 percent had a definitive diagnosis.

During the past year, Puerto Rico had the dubious
distinction of being second highest in terms of AIDS incidence
rate, with 56.4 cases per 100,000 population. In contrast,
the rates were 113.2 per 100,000 in the District of Columbia,
46 in New York State, 32.7 in Florida, and 31.8 in New
Jersey. And these, by the way, represent the five areas with
highest AIDS rates in the United States.

When we look at some of the Metrﬁpolitan Statistical
Areas, we see that San Juan had approximately 76 AIDS cases
per 100,000, ranking fourth highest in AIDS rates among U.S.
Metropolitan Statistical Areas with populations exceeding
500,000 persons. '

The distribution of AIDS cases by age group is not
significantly different between Puerto Rico and other U.S5.

areas. The largest proportion of cases in Puerto Rico and
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elsewhere in the United States occurs in persons aged over 25
years. And here you can see the similarity in the distribu-
tion for all age groups.

There is a higher proportion of females among adult
adolescent AIDS patients from Puertc Rico than in the rest of
the United States. Eighty-two percent of cases in Puerto
Rico are male, and almost 18 percent are female. In contrast,
90 percent of cases in other U.S. areas are male and almost
10 percent female. This gives a male-to-female ratio of 4.6
compared with 9.5 in the rest of the United States.

In 1989, the incidence of AIDS per 100,000 popula-
tion in women was 16.7 percent in Puerto Rico, which is over
five times the 2.9 percent seen in the rest of the United
States. This difference implies that Puerto Rico will
continue to experience a disproportionately large number of
pediatric AIDS patients, which currently account for 4
percent of all reported cases.

There are, however, significant differences in the
distribution of HIV exposure categories between Puertoc Rico
and other areas in the United States. In Puerto Rico, 58
percent of adult and adolescent AIDS patients were reportedly

heterosexual intravenous drug users--this is shown by the
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yellow bars--17 percent reported homosexual or bisexual
contact, and 9.4 percent reported both risk behaviors.

In contrast, over 60 percent of cases from other
areas in the United States reported homosexual or bisexual
contact; almost 21 percent reported intravenous drug use, and
6.6 percent reported both behaviors.

In addition to AIDS surveillance data, various HIV
seroprevalence surveys in selected populations have consis-
tently demonstrated exceedingly high rates of HIV infection
in Puerto Rico. These rates, shown in this map of the United
States which includes Puerto Rico, were 5.3 per 1,000 in male
civilian applicants for military service from Puerto Rico, the
second highest when compared with U.S. areas elsewhere.

Due to time limitations, I will not present
additional specific rates. However, I will state that other
examples of relatively high HIV infection rates have been
observed in the following Puerto Rican populations: in
female civilian applicants for military service, in persons
attending sexually-transmitted disease clinics, in intravenous
drug users attending STD clinics as well as drug treatment
centers, in females attending women’s health clinics, in Job

Corps entrants, and in volunteer blood donors.
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Now please direct your attention to the next area
which I said I was going to cover. Recently colleagues from
CDC worked with officials from the Puerto Rico Health
Department in investigating an outﬁreak of tuberculosis
transmission in an AIDS unit in a local hospital. From
December 1987 through August 1989, approximately 10 percent
of patients admitted to the AIDS unit had tuberculosis.
Additionally, several health care workers from the units
converted their tuberculin skin tests in May of 1989.

The investigation suggested that tuberculosis
transmission occurred from patient to patient in the unit,
and factors contributing to this were as follows: 1) the
obscure clinical presentation of tuberculosis in AIDS
patients which precluded from adequate isclation precautions,
and 2) inadequate ventilation in the unit, which has been
seen to happen elsewhere in the United States. This also
contributed to tuberculosis transmission both to health care
workers an other patients. Finally, this particular outbreak
investigation suégested that AIDS patients exposed to
infectious TB were at very high risk of developing active
tuberculosis.

This outbreak illustrates the importance of
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recognizing TB as a health problem in our population and the
potential for excess morbidity in those persons dually
infected with HIV and tuberculosis.

In summary, I have presented information to
indicate the severity of the HIV/AIDS epidemic as a public
health problem in Puerto Rico and highlighted epidemiologic
differences between the AIDS profile in Puerto Rico and
elsewhere in the United States. And finally, by the use of
this outbreak I have illustrated the importance of tuber-
culosis as a health problem in Puerto Rico, especially in the
setting of dual HIV and TB infections.

I believe that it is imperative that these data be
c¢learly understood and be used as a basis for sound public
health policies.

Thank you for your attention.

[Applause. ]

CHAIRMAN OSBORN: Thank you very much, Dr. Castro.

Dr. Rullan?

DR. RULLAN: Commission members, Dr. Soler-Zapata
has asked me to distinguish among you Eunice Diaz. Eunice,
thank you for all the help you have given us through the

years.
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Hello. My name is John Rullan. For the last three
and a half years I have been working for the Puerto Rico
Department of Health as a State epidemiologist.'

In the last six months my role has expanded, and
currently I am the director of five programs: tuberculosis,
immunization, sexually-transmitted diseases, general epidemi-
ology, and the AIDS Central Office known as OCAS.

My responsibility alsoc includes being the Executive
Director of the Governor’'s Interagency AIDS Commission, a
commission formed in 1986 which includes the heads of six
government agencies: Health, Substance Abuse, Corrections,
Education, University, and Social Services Departments.

On behalf of our Commission, I want to thank you
for accepting the invitation to hold formal hearings here in
Puerto Rico.

We in the Government of Puerto Rico are very much

aware that we live in a high HIV prevalence area. We con-

tinually strive to understand the complexities of our heavy

migration pattern with the urban centers of the Northeastern

e —

United States, the epicenter of the AIDS epidemic.

e

In April 1988 we conducted an island-wide random

general sample population seroprevalence study, using the




ah

1

WMILLER REPORTING CO., INC.

507 C Street, NE
Washiagton: D C 20002
(202) $46-6666

25

Health Intervieﬁ Survey framework of 3,000 households, two
per home between the ages 12 to 60.

From ﬁ response rate of 97 percent and a seropreva-
lence of .8 peréent, that is, one out of every 125 Puerto
Ricans from ages 12 to 60, we projected that around 40,000
individuals were HIV-positive in the island and that at least
80 percent were unaware of their infectious status.

Presently in Puerto Rico, four new AIDS cases are

diagnosed every day, while three persons die of AIDS-related

=

How many persons have sexual or blood-borne
exposure daily and of those, how many get infected, is not
known. That has to be quite significant if our pool of
unaware HIV-infected, sexually active population infect
approximately 120 babies each year.

Secretary of Health Dr. Soler-Zapata gave me the
AIDS program responsibility in March 1390, and at that time
my office was composed of a secretary and a messenger. We
built rapidly and now, seven months later, we have 31 persons
at the central level and 185 at the regional level, working

exclusively for the AIDS program.
|

Qur office coordinates all prevention activities as
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well as all clinical services given to the HIV-infected
individual in the public sector, representing approximately
70 percent of the total system, excluding the Municipality of
San Juan, which Dr. Borras will talk about shortly.

In July 1990 we conducted a needs assessment study
among 339 HIV-positive individuals representative of our risk
groups to document their medical, psychological and social
needs with respect to their condition. The results of the

study were incorporated into our Plan of Action, and in

October 1990 we opened seven regional HIV adult and pediatric

o, - . —

clinics, using the medical/psychosocial model and with an

emgPasis on early intervention.

 —rrox

So far, 2,921 persons have attended the clinics in

—

the first two months of operation.

This commitment to deliver needed services to our
affected population puts this morning’s demonstration, the
'Hawaiian luau show, into proper perspective and makes our
:team proud to serve Puerto Rico.

I would like to draw your attention now to pages 8
through 14, please. Basically, what we are proposing in

Puerto Rico is a regional model with testing center in the

primary health care setting that connect with our HIV clinics
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that then go back and forth with the hospitals and then to
the Alverga Hospice, all connected by the CBO model. That is
on page 8 of the document.

On page 9, I want to draw your attention to the
existing testing centers. As you can see, most regions have
enough testing centers--we have 55--except for the regions of
Ponce and Arecibo.

On page 10,.we have the testing centers that we are
going to create in the next three months with a heavy
emphasis on Ponce and Arecibo and connecting with the
substance abuse programs.

On page 11, we have the location of our specialized
HIV clinics, one per region, except San Juan, where there are
three.

Page 12 shows where our public hospitals are
located.

Page 13 shows where the private Community-Based
Organizations exist in Puerto Rico. As you can see, the
metropolitan area has four; Fajardo has one; Ponce has two,
and the rest of the regions have none.

Page 14 shows what is available, what we are

working on, and what we will have in the next six months--
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that is, in the metropeolitan area, three hospices, one
prevention service and two developmental stage; in Arecibo,
three in developmental stage; in Ponce, one developmental,
one for prevention, one hospice, Alverga; and in Caguas, two
demonstration.

I will go back to page 3 now. Our group is
composed of nine specialized teams. The health education
team, headed by Juan Morales, has 18 members, and it operates
a telephone hotline that receives 1,200 calls per month. On
a yearly basis, this team organizes 25 training sessions,
participates in 170 community activities, and provides 175
education activities for patients and their relatives. It
runs an ongoing radio and newspaper prevention campaign,
supplemented by a service access campaign. The team is
currently developing strategies for direct intervention with
high risk behavior groups in conjunction with our prevention
team and Community-Based Organizations.

The surveillance team, headed by Mel Fernandez,
operates an active AIDS surveillance system which covers 53
hospitals, 13 outpatient clinics and 13 private physicians.
We estimate the sensitivity at 75 percent.

Puerto Rico is part of the CDC family of surveys,
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and we are currently gathering crucial surveillance informa-
tion from STD clinics, newborns, sentinel hospitals, women’s
clinics, substance abuse clinics, to be incorporated into our
program review.

The prevention program team, headed by Enrique

[ —

Niepes, coordinates testing, counsellng, referral and partner

—

et =

not1f1cat10n activities in 55 testing sites island-wide.

Approximately 25 outreach activities are performed per year

—— =

in college campuses, high prevalence areas and unusual sites.

(-

This group is coordinating with the Puerto Rico chapter of

B

the National Hemophilia Foundation for the outreach activities

—

e i n aw T —

of our est;mated 152 adult hemophlllacs.

- o R

Another activity of this group is serv;ng as the

— s .

e e

connectlng brldge between substance abuse and public health

clinics, where we recently opened three of the proposed 13
— . _ N i

e

additional testing sites.
The laboratory team, headed by Miriam Garcia,
performs approximately 87,000 ELISAS, 7,000 Western Blots,

and 34 newborn filter papers per year. These tests are

mostly done at our central lab, which provides all the lab
training courses and monitors quality assurance closely.

Our CD4 count flow cytometer has been installed and

——,

B
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will provide free counts to our HIV-positive population.

The epidemiology team, headed by Jose Paulo Ponte
[phonetic], is developing a confidential computerized network
with an extensive dataset that includes demographics,
excluding name, c¢linical, laboratory, risk behaviors, and
support system needs. This dataset is working in coordination
with the Observational Database Project, an international
community-based research project that we expect will provide
us the capacity-building necessities that clinical trial
committees call for.

The community coordination team, headed by Joaguin
Fernandez, is assisting developing Community-Based Organiza-
tions in Ponce, Arecibo, Caguas, and San Juan. It is
coordinating the consortia group that will manage HRSA Ryan
White Title II moneys coming to CBOs this winter.l

The external resources team, headed by Nadya
Gardana [phonetic], prepares proposals, develops the proposed
projects, and operates the administrative components of these
projects. Currently, we have HRSA adult demé, HRSA pediatric
demo, HRSA home health, CDC prevention and surveillance, and
soon the Ryan White Comprehensive Care Bill.

The legislative team, headed by Julio Cesar

MILLER REPOQRTING CO., INC.
407 C Sueet, N E
Washmgton, D C 20002
(202) 346-6666
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Gallarze [phonetic], is currently formulating legislation to
discuss if HIV should be reportable, if it should be anonymous
versus confidential, if it should always"be voluntary, and
how extensively should partner notification be done. This
team has put forth a public policy statement that our

Commission is reviewing. The team is in the process of
e -

setting up adegquate counseling through our Region II office 3

to defend Section 504 of théﬁhmericans with Disabilities Act./)

—

The clinical service team, headed by Dr. Anhelas
Rodriguez [phonetic], has 20 staff members in each region.
The multidisciplinary group is composed of an infectious
disease specialist, a pediatrician, two generalist M.D.s,
three nurses, a clinical psychologist, a health educator, a
nutritionist, a respiratory therapist, four disease interven-
tion specialists, and MPH epidemiologist, a case manager, a
social worker, a regional coordinator, a pharmacist, and

clerical support.

begun pentamidine prophylaxis setup in all seven HIV clinics.

The regional coordinator has the responsibility of
establishing effective linkages between primary care clinics,

testing centers, regional HIV clinics, hospitals, shelter
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hospices, CBOs and other government agencies.

As regards needs, in the coming months, we need to
consolidate the referral system coordination especially
between the HIV clinics and the hospitalized care. It is a
sad known fact that AIDS patients in Puerto Rico spend too
much time in emergency rooms waiting to be admitted. This
must change.

Another area that needs attention is the OCAS/CBO
partnership, especially outside of San Juan. There are too
few CBOs currently delivering services on the island, and
funding for seed money must be given as soon as the OCAS/CBO
relationship has been linked.

Currently, we are examining five proposals to be
funded in coming weeks, and once funded, OCAS/CBO relation-
ships will improve.

A critical area that must not be forgotten is the
recurrent secure funding source. Commonwealth funding must
be increased immediately since we cannot depend on the
federal budget. We have just received cuts in CDC prevention
grants, and the CARE Bill does not seem to provide the
funding we had anticipated.

By not having a Health and Human Services Civil
L e ~

—
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Rights Office in Puerto Rico, we have been limited to enforce

Section 506 of the ADA. Discrimination against AIDS patients

]

T e

in Puerto Rico does occur, yet we cannot call a federal

S,

e

cffice in Puerto Rico to investigate such incidents.

SR i ===

The substance abuse/public health partnership needs
to be strengthened with solid cross-training and combined
comprehensive services, as Dr. Novello mentioned earlier.
Over 70 percent of all AIDS cases in Puerto Rico come from
drug addicts, their partners and their children.

I have four recommendations to the National
Commission on AIDS.

First, Health and Human Resources Region II should
open a civil rights office in Puerto Rico as soon as possible.

Second, the HIV problem is island-wide. Having MSA
San Juan get all the federal méney prevents other areas of
Puerto Rico from developing solid programs. The Federal
Government should consider Puerto Rico one MSA altogether.

Third, HRSA provides 77 percent of the federal
funds to Puerto Rico, yet no direct technical assistance. On
the other hand, CDC provides 23 percent of federal funds, yet
direct technical assistance from four public health advisors.

HRSA should provide more technical assistance as its funding
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sources continue to increase.

Fourth, CBO models that work in mainland many times
are not applicable to Puerto Rico. Mainlanders in decision-
making positions should be culturally sensitive to this and
help us develop models that will be applicable to our setting.

Thank you.

[Applause. ]

CHAIRMAN OSBORN: Thank you very much, Dr. Rullan,
for your very rich testimony.

Dr. Borras?

DR. BORRAS: Good morning, honorable Dr. Novello,
Dr. Osborn. My name is Dr. Pedro A. Borras. I am the City
Medical Director of the Capital City of San Juan.

The AIDS epidemic has affected the City of San Juan
in a dramatic way, and we believe we are only seeing the tip
of the icebergq.

Yesterday I ordered one of my aides to see what the
situation will be in San Juan by 1995, new cases and estimated

costs of these new cases. The project was that by 1995, in

five years, we will have 902 new cases, and this will cost us

about $92 million. He kept projecting this, and by the year

2000, we would have 1,803 new cases, which would give us a
——— R o -
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cost of $184 million. He went further to the year 2005, and
A o wouE s

—

we would have 3,606 new cases, with a projected cost of §368

f——

million. That is more than the total budget of the City of

So as you can see, San Juan has been impacted in a
very dramatic way. At present, over 29 percent of all AIDS
cases in Puerto Rico have been reported in the City of San
Juan.

The HIV/AIDS surveillance report from CDC in
October 1990, indicated the number of cases per 100,000
population for the San Juan Standard Metropolitan Area--which
we did not ask to be made a part of--was 69.3 cases for the

period October 1989 and September 1990. San Juan is fourth

only to San Francisco, New York City and Ft. Lauderdale.

The latest statistical data as of October 31st
shows that 2,502 individuals with HIV infection have been
reported in San Juan. Of those cases, 981 are actually AIDS
cases; 749 are AIDS related cases, and 772 are HIV-positive
asymptomatic patients. Of the actual AIDS cases, 54 pexcent
have already died.

Seventy-two percent of our cases are related to

intravenous drug abuse. The majority of the cases, 74

WILLER REPORTING CO , INC.
307 C Streer, N E
Washington, D C 20002
(202) $46-6666
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percent, are between the ages of 20 and 39 years old--that is
three out of every four. Up to this moment, 142 pediatric
cases have been reported, of which 42 were actual AIDS
patients. Thirty-five of the 42 actual AIDS patients were
children of mothers who were i.v. drug abusers or had had
sexual relations with an i.v. drug user partner.

The City of San Juan allocates one-third of its
whole budget--one-third of its whole budget--to the Health
Department of the city. We have had to face the AIDS epidemic
with our limited resources since the major financial subsidy
for the indigent, Medicaid, has an island-wide annual cap of
$79 million. This has restricted substantially the use of
AZT, much needed by our AIDS patients.

wWhat was the approach of the City of San Juan to
this tragié situation? It has been to establish a centralized
and comprehensive network of health services. We contracted
a private institution composed of private physicians which
were not in our service in the City, actually of high quality
proféasional aid to provide through levels of care medical
attention at home, ambulatory clinics, and skilled nursing
and special inpatient care in the San Juan City Hospital, the

medical care necessary for these patients. It is centralized,
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and we thought that this was the best and most cost-effective
system.

The San Juan AIDS Institute was contracted in 1987.

The services have been provided on a regular basis to

patients for the past two and a half years. The system was

e AT TR e

in place two and a half years ago. Actually, I have been in

my position for a year and a half, sc I am exposing to you a
system that was not developed by me or by our actual ad-
ministration, but by the previous administration, which is in
my opinion an excellent health service organization to deal
with this terrific problem of AIDS.

Through the Institute, a case management strategy
coordinates such services as hospitalization, ambulatory
clinics, home care and laboratories.

We have worked closely for the pasf one and a half
years with Secretary of Health of the Commonwealth, Dr.
Soler-Zapata, and we have worked closely with Dr. Johnny
Rullan, who are in charge of the rest of the island. So I

share with them the burden of taking care of this epidemic.

The San Juan AIDS Institute is centered in an

ambulatory referral center especially remodelled at Rio

=

Piedras, where AIDS patients from all San Juan diagnostic

——
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centers, nine of them, are referred. We also receive
patients from private hospitals and private institutions.

A diagnostic and treatment center is a primary
health care facility and family medicine center located in a
defined sector of the city, generally near the most populated
and low-income areas. We have a lot of public housing in San
Juan, and these centers were built around the public housing
where most of the low-income people of San Juan live.

San Juan has nine of these diagnostic and treatment
centers. A team of health care professionals, led by a
physician, controls each diagnosed patient individually.
Each patient has an attending physician who oversees his or
her care during the entire course of the illness. This
physician is accessible to the patient day and night;
patients receive a card with their physician’'s telephone and
beeper numbers to ensure continuity of care. A patient
discusses any problem directly with his or her physician, who
decides where and how the patient will receive adequate care.
It could be sent from his home or picked up by our emergency
services in his home to be taken to the nearest diagnostic
center, because they are strategically located around the

City, so we have nine options, out of which six options are
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open all night and weekends.

The inpatient care takes place at the San Juan
Municipal Hospital. This is a tertiary teaching institution
of 415 beds which some of you will visit this afternoon.

We have an existing 20-bed semi-private unit for
inpatients. Extended care, hospice care and home care are
part of the services regularly offered. Several home care
teams consisting of a physician, a nurse, a social worker and
a psychologist visit patients at their homes.

The attending physician for each AIDS patient makes
the decisions on the level of care required in consultation
with the specialists working on other sections of the city.

The importance of the primary health care system as
well as the need for formal preventive and educational
activities was established from the beginning, 1987, and a
strategy to strengthen them was developed.

In March 1989, the San Juan Health Department with
financial assistance from the Robert Wood Johnson Foundation
developed a community-based, integrated primary care system
to prevent, detect and control HIV infection, with emphasis
placed on the detection and prevention of sexually-trans-

mitted diseases as a major risk factor for HIV infection.
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We have decentralized the education and early
detection strategies for the prevention of HIV infection and
other sexually-transmitted diseases by the development of
health teams in all of our primary care facilities. So we
have eight options, the diagnostic centers.

Our plans for the next three to five years include,
among others: the establishment of a new AIDS ambulatory
center for the provision of ambulatory services to all our
patients, and hopefully medication distribution centers to
see if we can provide them with AZT and other drugs; the
establishment of an AIDS clinical trial unit. This has
already been established in our hospital, and we have already
started clinical trials in our hospitals.

VICE CHAIRMAN ROGERS: Dr. Borras, let me interrupt
you just briefly. To our sorrow, you are at the end of your
time. Could you summarize rather briefly for us, because we
are anxious to ask you questions as well.

DR. BORRAS: 1Is it already ten minutes?

ViCE CHAIRMAN ROGERS: Yes. It goes very fast when
you are on the stand, I'm afraid.

DR. BORRAS: Yes. There are two important things

that I would like to add here. The rest, some of you will
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see this afternoon.

We are worried about some news that Congress is
“skimming“--ié the word that has been used--funds from Title
I and Ryan White for the City of San Juan. The possibility
has been studied of not giving these funds to the City, but
giving them to the State. This is the situation in San Juan.
We have already too many cases, and the burden of the AIDS
cases in San Juan is hard to take care of by our municipality
with our limited resources.

Secondly, we believe we have the clinical model
which is perfect, or nearly perfect, I would say, to deal
with this epidemic. This is a clinical model, and we believe
that it should be followed.

I thank you very much for listening.

[Applause. )

CHAIRMAN OSBORN: Thank you very much. We regret
that the time pressures are so great, and we appreciate your
forbearance.

Mr. Maldonado?

MR. MALDONADO: Good morning, everyone. Honorable
members of the Commission, honorable Surgeon General, ladies

and gentlemen, I come before you today to express my personal
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views and share my experiences as well as those of other

persons with AIDS in regard to treatment and care in the

health care system of Puerto Rico.

My feelings personally are ones of gra£itude for
the support of a system which, though limited because of the
impact of a serious epidemic, has responded to my needs. 1
know this to be true for many others.

The health system on the south part of the island,
though resources are limited, has been responding within its
capacity to the many demands created by the epidemic. 1In
addition to the public health system, nany people have joined
our group of volunteers of the pastoral care program in
offering emotional and spiritual support as well as donations

for medicine.

been overwhelmed by the AIDS epidemic. Ever-growing numbers

of patients, the needs of many expensive medicines, and the

lack of knowledge of the disease on the part of many doctors
———— .

e ————r —

as well as other health care workers with negative attitudes,

e e

I
create very painful situations for patients.
_‘-ﬂ-’-_‘-’:’-—a‘:r:—_ﬂ‘a

For example, many doctors in the emergency room

—

simply say: “There is nothing we can do because those
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symptoms are part of your illness." These are patients who
have difficulty breathing and who have diarrhea.

A month ago, a female patient was examined by a
doctor for the first time. He told her, without any analysis
or test whatever, "Oh, you are surely positive for HIV
virus." At that, her mother, standing at her side, fainted
and had to be treated as well.

Patients in need of emergency care are often
reluctant to seek help because of negative experiences with
some professionals. This means shortening of many lives. We
all know that AIDS is, with the necessary treatment, becoming
a chronic disease for many patients who survive many years,
with adequate care.

The present situation in Puerto Rico shows the
island as having such a high incidence of HIV virus that
there exists a sense of panic about being infected. This
panic in the population is in part the cause of the great
amount of rejection among families, friends, and the community
of HIV and AIDS patients. Ignorance is evident at all levels
of living--among employers, in public transportation, as well
as funeral parlors overcharging for burials because they

claim to be at risk of infection.
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I feel it is urgent to bring more forceful education
throughout the island to attempt to change the attitudes of
panic and rejection suffered by so many patients, to become
instead an environment of faith, hope and concern.

Recent medical reports of better medical treatments
and great programs and centers which have already begun to
function, offer holistic care to persons with HIV and AIDS.
All of this, as well as the many professionals serving with
dedication in these projects, is enough to cause new hope,
enthusiasm and energy to the many persons infected and their
families.

The communities which propagate rejection and
coldness ought to stop and really listen to one patient who
could tell of his or her daily struggle to survive with much
luck. We need a campaign of positive ﬁessages, of reaching
out a helping hand, and eradicating unreasonable fears.

The economic situation of patients in Puerto Rico

_—-—ﬂ—-u_._.,_.______:__l__m _m_-__w_____.,.—-—-—-a.
ii_a serious problem. The extreme prejudice frequently

forces HIV-positive persons, otherwise healthy, to lgﬁve

[

their jobs. Others report they are refused jobs even when

i PO L)

aQ&sﬁE? work. Many are from low-income families, or no

i

income. Right now, Social Services pays $64 a month to ill

. T
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patients. Many are too young to quality for Social Security

and resort to lookihg for means of survival on the street in

- e

undesirable ways.
S I

Many patients have in their pockets an accumulation
of prescriptions they cannot afford to buy. We all know the
high cost of medicine patients need, and it is as yet an
unresolved problem. Medicines are extremely important for
the very life of the AIDS patient.

I am working in the City Hospital in Ponce as a
volunteer in pastoral care. This hospital, serving 15 rural
towns in the south of Puerto Rico, is not easily accessible
for people who are ill, timid and fearful of being identified
with AIDS or HIV. Therefore, our hospital is often the
placed where only the gravely ill appear, seeking help. In
our culture, people are poor and proud, preferring to remain
silent about their illness, which is felt to be something to
be ashamed of and likely to cause them the pain of rejection.

In spite of all our problems here, as an AIDS
patient and a volunteer in the pastoral program, I am witness
to a Puerto Rican spirit, a special trait of our people, a
human warmth which is always evident in crisis. this dynamic

spirit permeates also the ever-growing efforts of the
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agencies presently dealing with this problem of AIDS. It is
obvious in every aspect of the situation.

The response of so many professionals who want to
receive information, to be educated concerning the infection,
and to really help is an inspiration, a real help to me,
personally, and to all the patients. This is so evident at
the administrative level of the agencies dealing with AIDS as
well as locally in Ponce. We have a wonderful rapport with
all the Ponce agencies and administration of the hospital,
working together, a truly dedicated network of wonderful
collaboration, which energizes me.

Even without the great physical facilities we will
soon have, which are still unfinished, patients now have
access to doctors in the c¢linic who are available daily and
who really care about us, receive us with love, concern and
support.

The potential for what has only begun is tremendous.
All the volunteers collaborating with the professionals and
other agencies can give testimony to the great heart of
compassion of our people. We seek donations for helping in

purchase of patient medicines; we ask for beds, sheets,

everything to help families care for a patient.
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We are overwhelmed with the response of the
community. Project Heart is rightly named. We intent to
incorporate Proyecto Corazon, the support outreach attempting
to reach potential and high-risk persons who are undiagnosed,
untreated and possibly spreading infection.

Prepared volunteers in high-risk areas are beginning
this project of collaboration with government agencies,
reaching out in support and in confidentiality with medical,
social, psychological and spiritual support. This Project
Heart is nothing else but the formal implementation of the
profound Puerto Rican spirit of hospitality, caring and love.

Like all painful crises which stimulate and move
our people to unit, to join hands and hearts, this AIDS
problem truly drives us toward one another. We will find, as
strange as it maylseem, that we are a more united people as
we continue in faith to deal positively with what we now know
to be everybody's problem. We have begun.

We join hand with our forces--government agencies,
community ofganizations and volunteer groups--and we will
continue with God’s help, more christian than ever before.

Thank you.

[Applause. ]
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CHAIRMAN OSBORN: Thank you very much.
Are there questions from the Commission?
'Dr. Mason?

DR. MASON: I address my question to any member of
the panel, and it relates to transmission of AIDS/HIV virus
in the Puerto Rican population.

A lot was said about i.v. drug abuse. Not much was
said except in the Surgeon General'’'s remarks about heterosex-
ual transmission. I wonder, Dr. Castro or others, whether
you could comment about not only how much heterosexual
transmission you feel is geing on here, and then what you
predict will happen in the future.

DR. CASTRO: The number of heterosexual AIDS cases
in Puerto Rico, when you consider all adults, adolescents and
exclude those who are reported being gay or bisexual; exceeds
70 percent in contrast with about 24 percent in the United
States. So the potential is certainly there for transmission.

Furthermore, the fastest-growing group in the
epidemic consists of heterosexual i.v. drug abusers, their
partners and their children, which also accounts for about 76
percent of all cases--and as I said, it is growing faster

than in other groups.
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I think it is also very important not to lose sight
of the reality that there is indeed homosexual and bisexual
transmission, and I believe that there is a lot of collective
ignorance in this area. So while the problem seems to be
accentuated in the drug-using population that have described
themselves as heterosexuals, there is also a potential that
many of these males may have described themselves as drug
users rather than being bisexual because of the cultural
stigma associated with homosexuality. So that potential also
exists there.

There is no data to substantiate this. It is sort
of the rumor, and is through the grapevine, but as I said
before, there is really, unfortunately, no hard data on this
subject.

DR. RULLAN: I'd like tc comment on our inability
to really follow the epidemic because we don’t have the
proper surveillance system. We are doing AIDS case reporting,
which is seven, eight years late and does not let us really
see what is happening, although 82-to-18 percent, a 4-to-1
ratio, in Puerto Rico is pretty high compared to the rest of
the United States.

If you look at our HIV study that we did in 1988,
























































































































































































































































































































































































