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Background

In 2011, the National Minority AIDS Council (NMAC) received support from the MAC AIDS Fund
to explore knowledge, benefits, barriers, and other factors influencing HIV treatment.

As a result, NMAC conducted qualitative research, with the support of The Henne Group (THG),
with black gay and bisexual men in Oakland, Atlanta, and New York.

Recommendations from this round of research included:
» Improving prevention and treatment literacy;
» Improving understanding of susceptibility; and
» Reducing stigma.

The research report stated that one recommendation could not be fully addressed without
addressing the other two and the following graphic representation was used to demonstrate the
inter-relatedness of each recommendation.

Improve
Prevention and
Treatment
Literacy

Improve
Understanding
of
Susceptibility

Reduce Stigma

The Treatment Education, Adherence and Mobilization Team (TEAM) at the National Minority
AIDS Council (NMAC) strives to promote leadership and enable communities of color to access
HIV counseling and testing services, treatment, and quality healthcare.

In the spring of 2012, TEAM contracted with THG to extend the initial research to different target
populations while focusing more specifically on one of the key recommendations from the initial
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round of research; that is, improving treatment literacy (including treatment as prevention or
TasP).

This new round of research was comprised of two focus groups, one in the District of Columbia
(DC) with black HIV-positive women and the other one in Los Angeles (LA) with Hispanic or
Latino HIV-positive gay or bisexual men.

This round of research also included two community forums, one in DC and the other one in LA,
to add additional insight into information gathered during the focus groups and to better
understand the beliefs, attitudes, and concerns of community leaders regarding antiretroviral
(ARV) treatment, treatment literacy, and TasP.

Optimizing Treatment as Prevention (TasP): Qualitative Report Page 4



Research Methods — Focus Groups

Focus Group Recruiting

Respondent sample was drawn from a variety of methods, including a database of potential
respondents, referrals from community-based or AIDS-service organizations, clinics, and
neighborhood fliers. The recruitment strategy can be found in Appendix A. Potential
respondents were all screened using a standardized questionnaire (Appendix B). Only qualified
individuals were invited to participate and subsequently scheduled for the focus group
discussions. Ten to 12 respondents were scheduled per group in order to ensure that there
would be at least 8 respondents participating in each of the focus groups.

Focus Group Process

Upon arriving at the focus group facility, respondents were given a confidentiality form to fill out
and sign. They were rescreened to make certain that they all met the qualifications for
participation. They were then escorted to the focus group room and the moderator began the
discussions. Melissa Shepherd moderated the focus group in DC and Dr. Octavio Vallejo
moderated the focus group in LA. Ms. Shepherd and Dr. Vallejo are experienced moderators,
HIV prevention and treatment experts, and health education or communication specialists. The
resumes for Ms. Shepherd and Dr. Vallejo are included in Appendix E. The moderators
followed a detailed discussion guide that was developed by THG and approved by NMAC
(Appendix C).

Characteristics of Focus Group Respondents

Ten black HIV-positive women participated in the focus group in DC. Their demographic and
other characteristics are as follows:

Age | Income | Last Employment | Health Diagnosis | CD4 Count/ | Date
Grade of | Status Insurance | Date Viral Load Began
Education Status ARV
Meds
21 < $20K | High Unemployed | Public 2010 526/ January
School Undetectable | 2011
22 < $20K | < High Unemployed | Public November | 300s /5,000 | Never
School 2011
25 $20K - | Some Part Time (2 | Private November | 659/ November
$35K College jobs) 2010 Undetectable | 2010
34 < $20K | Some Unemployed | Public March 103/ October
College 2010 136,000 2011
38 $20K - | < High Unemployed | Public 2006 DK Never
$35K School
42 < $20K | < High Unemployed | Public June 1996 | 572 /2,200 Never
School
44 < $20K | < High Unemployed | Public May 2009 | 876 /DK Never
School
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Age | Income | Last Employment | Health Diagnosis | CD4 Count/ | Date
Grade of | Status Insurance | Date Viral Load Began
Education Status ARV
Meds
48 $20 - High Retired / Public September | 833 /50 2008
$35K School Disabled 2010
53 $36K - | College Full Time Private June 1998 | 833 /50 2008
$50K Degree
60 < $20K | High Unemployed | Public November | 651 /991 Never
School 1989

Three out of 10 respondents (or 30 percent) were 25 years of age or younger. Four out of 10
respondents (or 40 percent) were 26 to 45 years of age. Three out of 10 respondents (or 30
percent) were over 45 years of age.

Two out of 10 respondents (or 20 percent) had private health insurance. The rest (or 80
percent) had no health insurance and / or public healthcare.

One of the respondents had been living with HIV for over twenty years. She had never been on
medication and considered her HIV disease to be stable (her CD4 count was 651 and her viral

load was 991). On the other end of the spectrum, the most recently diagnosed respondent was
diagnosed only five months before the focus group discussion. Although her CD4 count was in
the 300s and her viral load was 5,000, she had not yet started taking ARV medication.

Nine Hispanic/Latino gay or bisexual HIV-positive men participated in the research in Los
Angeles. Their demographic and other characteristics are as follows:

Age Income | Last Employment | Health Diagnosis | CD4 Count/ | Date
Grade of | Status Insurance | Date Viral Load Began
Education Status ARV
Meds
25 < $20K | High Full Time None September | 573 /12,000 | Never
School 2008
26 $51K - Trade Full Time Public January 500s / March
$75K School 2011 Undetectable | 2011
28 $20K - | College Full Time Public January 520/ 800 Never
$35 K Degree 2008
31 $75K - College Full Time Private May 2005 | DK June
$100K Degree 2008
33 < $20K | High Unemployed | None April 2007 | 685 /5,000 Never
School
33 $20K - Some Unemployed | None December | 1000 / March
$35K College 2007 Undetectable | 2008
37 $20K - | Some Part Time None April 2011 | 560/ 1,300 | Never
$35K College
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Age Income | Last Employment | Health Diagnosis | CD4 Count/ | Date
Grade of | Status Insurance | Date Viral Load Began

Education Status ARV

Meds

43 < $20K | High Part Time Public July 1999 | 300/ June

School Undetectable | 2009

46 $101 - College Full Time Private May 1995 | 540/75 May

$150K | Degree 1996

One out of 9 respondents (or 11 percent) was 25 years of age or younger. Seven out of 9
respondents (or 78 percent) were 26 to 45 years of age. One out of 9 respondents (or 11
percent) was over 45 years of age.

Two out of 9 respondents (or 23 percent) had private health insurance. The other 7 had no
health insurance and / or relied on public healthcare.

One of the respondents had been living with HIV for over 17 years and had been on HIV

medication since 1996. On the other end of the spectrum, one of the respondents was

diagnosed a year before the focus group discussion was held. At the time of the group, his CD4
count was 560 with a viral load of 1,300 and he had not yet started taking ARV medication.

This group, on the whole, was more highly educated than the group in DC and had a higher
income. Additionally, there were fewer unemployed respondents in LA than in DC.
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Research Methods — Community Forums

Community Forum Invitations

NMAC worked in conjunction with THG to create a sample or list of community leaders. At least
three e-mails were sent to each individual on the list. In addition, recipients were asked to
forward the e-mails to other community leaders who might be interested in attending the forums.
Key opinion leaders in each city were also asked to forward the e-mails to their broader list of
contacts. (See Appendix A for invitation strategy).

NMAC asked interested individuals to register for the forums so that the size of the groups could
be determined in advance. This would ensure that adequate planning was done to
accommodate each participant. Community leaders in both cities reported saturation with HIV-
related meetings. Therefore, additional outreach was conducted in order to increase the chance
that optimum patrticipation would be achieved. (Note: between 10 and 20 community leaders
was considered optimum).

Community Forum Process

As community leaders arrived for the forums, they were asked to sign in. THG staff called
community leaders who had registered and had not yet signed in fifteen minutes prior to the
start of the session so that it could be determined whether or not to expect them. This permitted
the moderator to wait until all were present to begin the forum. Ms. Shepherd moderated both
community forums using a discussion outline that was developed by THG and approved by
NMAC (Appendix D).

Characteristics of Community Forum Respondents

Eleven community leaders participated in the forum in DC.

Name Organization
Randall Brown Self

James Sykes HealthHIV

George Kerr START

Justin Goforth Whitman Walker
Toni Holness Women'’s Collective
Paulette Sheffield Black Leadership Coalition on AIDS
Philip Pratt BMX - DC

Antonio Bethea Metro Teen AIDS
Kimberly Gordon Damien Ministries
Tanya Henderson Damien Ministries
Michelle Moses AMFAR
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Seventeen community leaders participated in the forum in LA.

Name Organization

Ricky Santayo Community Outreach — Walgreens
Jonie Osborne St. Paul ME

Dana Williams Faith Temple

Kylie Gordon In the Meantime

Ricky Rosales City of LA

Kimberly Kisler

Friends Research Institute

Dahlia Ferlito Friends Research Institute
Daniel Robison Being Alive

Sean Martin Being Alive

Fernando Navarro Green Vanity

Lyle Black Being Alive

Alex Garner Frontiers

Anthony Gutierrez LA Gay and Lesbian Center
Terry Smith AIDS Project Los Angeles

Michelle Enfield

AIDS Project Los Angeles

Vance Martin

GLAD — United Ministries

John D’ Amico

City of West Hollywood
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Findings
DC Focus Group - Black HIV-Positive Women

ARV Medication

One half of the participants in DC were taking ARV treatment for their HIV. Four out of the five
respondents who were taking medication said they were doing so because their physicians
recommended they begin. The other woman on medication said that she demanded the
medication because she had two cousins who died of HIV disease.

The vast majority (or 80 percent) of the women who were taking medication indicated that they
didn’t know much about the medication before taking it. Only one out of five (or 20 percent)
indicated that she researched the medication online after her doctor referred her to a
pharmaceutical company-sponsored web site.

None of the women on medication had concerns about side effects before beginning ARV
treatment. Only one woman said that she had adverse side effects after starting ARV
treatment, and her physician switched her to another medication. After switching, she no longer
experienced adverse side effects.

All of the women in the focus group, whether currently taking medication or not, said that fear of
side effects was not an issue for them.

“Side effects are not something | think about.”

Access to Care

All of the participants saw their doctors regularly, with most seeing them every 6 months. Of the
five currently taking HIV medication, none reported trouble getting it. However there was a
discussion about ADAP running out in DC and concern was expressed about whether or not
they would still be able to get ARV medication in the future.

Decision Whether or Not To Take Medication

Eight out of 10 respondents (or 80 percent) indicated that their physician made the decision
about when to begin ARV treatment. One of the women not currently on medication indicated
that her doctor wanted her to begin, but she wasn’t ready.

“It is my decision, up to me. | am just not sure. | was just diagnosed recently and my
doctor already wants me to start the medicine. | know a lot of people who have been
able to manage their HIV without it and | want the chance to do the same.”

Most of the other women in the group chimed in and tried to convince this respondent to listen
to her doctor. Her CD4 count was in the 300s and viral load was over 5,000 when she was
diagnosed. The discussion focused mainly on how doctors look at CD4 counts and viral loads
to determine when to start a patient on medication.
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When asked what it would take for her to get on medication, she expressed very strong feelings.

“l guess | would begin taking it on my deathbed. Not before. | hate taking medicine.
Besides someone told me HIV medicine doesn’t work.”

When the other four respondents not currently on ARV medication were asked the same
guestion, they each pointed to t-cell or CD4 count as the trigger for when to begin taking
medicine. They each said that their doctor was watching their numbers carefully and they would
not go on medication until their CD4 count reached 500. One of these four women had a CD4
count of 572 with viral load of 2,200 at the time of the focus group and the rest of the women in
the group expressed that it was okay for her not to be on medication at that time.

The predominate belief among participants in this focus group was that individuals should not
begin taking ARV medication before their CD4 count reached 500.

“It’s not a good idea to go on medication until your count drops below 500. You don't
need it and it’s not good for you to start early.”

Only one out of 10 respondents (or 10 percent) expressed a strong belief that individuals should
consider starting to take ARV medication as soon as possible after being diagnosed. Her
reasoning, however, had nothing to do with new Public Health Service Guidelines, as none of
the respondents had heard about those. Some even questioned whether or not new guidelines
existed.

“It’s crazy to go on medication as soon as you’re diagnosed. I'm sure my doctor would
have told me if that’s what experts recommend. | know for a fact that they recommend
NOT starting treatment until t-cell counts reach 500. It used to be 300.”

Most of the respondents indicated that they strongly trust their doctor to let them know when to
begin taking ARV medication. One respondent, however, disagreed.

“I think that too much power is given to the doctor. | can take steps to maintain my
health. It's about us, not about what the doctor says.”

Beliefs About Whether or Not It Is Possible To Manage HIV Without ARV Medication

Five out of 10 respondents (or 50 percent) expressed the belief that it is possible to manage HIV
without ever taking ARV medicine.

When asked about other steps they take to control or manage their HIV, most mentioned
reducing stress as the number one action they should take.

“Stress kills people with HIV.”

An animated discussion ensued about how to reduce stress when someone is living with HIV.
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Methods that respondents used for avoiding stress included:
» Staying away from toxic relationships;
» Having a support network that can help individuals cope with life;
» Putting their life “in God’s hands.”
Other actions mentioned for managing HIV included:
» Getting plenty of rest;
» Dealing with addictions to alcohol or drugs;
» Maintaining healthy body weight;
» Paying attention to nutrition (cooking at home).

When asked about how many people respondents believe can actually manage their HIV
without ever taking medication, most indicated that it is rare.

“I don't think it’'s a huge number.”
One woman in the focus group believed that she is controlling her HIV without medication.
“My doctor labeled me years ago as someone who could stay healthy without

medication.” (Note: This respondent was diagnosed in 1989 and her CD4 count at the
time of the research was 651 and her viral load was 991).

Treatment as Prevention

All of the women in this focus group stated strong beliefs that individuals on medication who
have undetectable viral loads can transmit HIV the same as those not on medication with
detectable viral loads.

Many even became angry when the moderator suggested that there might be a prevention
benefit to treatment because they simply didn’t believe it.

When asked directly if someone’s viral load is undetectable, does his or her chances of passing
the virus onto others during sex increase, decrease, or stay the same, one hundred percent of
the women in the focus group stated that the chances stay the same.

After much discussion, though, one woman in the group pointed to the practice of taking ARVs
during pregnancy, surmising that since that has worked to bring down infection rates among
infants, then perhaps there is something to the concept of treatment as prevention. Several
women countered her point, stating that while more infants are being born HIV-free, it is not
because mothers took ARVs during pregnancy, but because there has been an increase in
cesarean births.
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Pre-Exposure Prophylaxis (PEP) and Post-Exposure Prophylaxis (PrEP)

Not a single woman in the focus group had ever heard of PEP or PrEP. During the discussion,
many women stated that they should have been told about it.

“Community groups, doctors, and the government all have a responsibility to inform
people about what’s going on. People need to know all of their options, whether you
agree with them or not.”

As a whole, the women in this group were especially incensed that they didn’t know about PEP.
One woman remarked --- and a few others agreed --- that the government and pharmaceutical
companies don’t want people to know about PEP because they are making too much money off
of people becoming infected and suffering with this disease.

Treatment as Prevention (TasP)

Respondents were asked to imagine for a minute that everyone, or almost everyone, in a
community who is living with HIV achieves undetectable viral load, and were then asked what
affect could that have on the epidemic. One hundred percent of the women in the group stated
that it would have no effect at all on the epidemic.

When the research foundation of TasP was explained, respondents indicated that it would
definitely motivate them to begin medication if it really would help keep them from passing the
virus to others. They also responded very positively to the notion that they could be a part of
something bigger such as curbing the epidemic in their community. But they continued to
guestion whether or not it was accurate that someone could reduce their chances of passing the
virus onto others by achieving undetectable viral load.

Conclusion

Almost all of the women in the focus group felt they were sufficiently informed about HIV
treatment at the beginning of the group, and by the end, felt strongly that they didn’t have all the
information that they needed to make informed choices. Some were quite angry with that.

This group was fairly homogenous in their attitudes and beliefs. Since only one group was
conducted, it is impossible to know whether or not this is an anomaly. Additionally, it would be
beneficial to conduct other groups among black HIV-positive women with higher education,
higher income, and greater levels of private insurance in order to better understand whether the
lack of knowledge seen among this group of women was the result of public healthcare, lower
health literacy, or other factors.
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LA Focus Group — Hispanic and Latino HIV-Positive Gay and Bisexual Men

ARV Medication

Two-thirds of respondents in the LA focus group were taking ARV medication to treat their HIV
disease. Although most of the six respondents taking ARV medication were doing so at their
physician’s recommendation, all indicated that they had good knowledge about HIV treatment
before starting medication. One respondent took treatment education classes, two others
stated that they did their own research (mostly through the Internet, friends, and magazines),
and still another, who was in jail at the time, got treatment education in that setting. The
remaining two respondents spoke about getting the majority of their information from their
physicians.

As a whole, this group of respondents was well informed about treatment. When asked about
guestions they may still have about treatment, information about side effects for specific
medications was mentioned most frequently. Other questions included:

> Will | need to take medication for the rest of my life, or can | eventually get off of it?

» What have they seen in clinical trials?

» Whether my genotype is compatible?

» How ARV medication will affect my Hepatitis C?

Access to Care

Eight out of 9 respondents (or 89 percent) said that they saw their physicians regularly. Only
one respondent spoke about challenges with both seeing his doctor and taking medications.
These challenges stemmed from the fact that his boss didn’t know that he was HIV-positive and
his work schedule made it difficult to see his doctor as often as he needed to.

Although most of the respondents were employed either full or part-time, only two out of 9 (or 22
percent) had private health insurance. The rest had no health insurance and /

or received public healthcare. None of the respondents who were taking ARV medication
expressed difficulty getting the medicine.

Decision Whether or Not To Take Medication

Three out of four respondents (or 75 percent) in the group not taking ARV medication
mentioned side effects as one of the key reasons they had decided not to take the medicine yet.

“I don’t want to risk the side effects if | don’t need to.”
“I'm afraid to damage my liver and kidneys.”

All four mentioned that they didn’t need to take the medication yet, pointing to their CD4 counts
as the primary reason for not taking it.
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“I'll take it when | need to. When | reach 400, I'll consider it.”
“When my t-cells drop below 500, I'll consider it.”
CD4 counts and viral load counts for the four respondents not taking medication were:
» 520/ 800;
» 560/ 1,300;
» 573/12,000;
» 685/5,000.
One of the respondents not taking ARV medication also indicated that he was waiting for his
insurance to become active so that he could afford medication. In the mean time, he planned to

just watch his CD4 count and unless it changed, he would continue to delay taking medication.

One of the respondents not taking ARV medication expressed the concern that others could find
out he is HIV-positive once he started taking medication.

“Not too many people know now that I'm HIV-positive and | don’t want to risk others
finding out so I've decided not to take it just yet. Once the count gets lower, I'll consider
it.”

All four respondents not taking ARV medication had talked with their doctor about when to start.
All indicated that they trust their doctor when he or she tells them that they don’t yet need to
take ARV medication.

The moderator asked the 6 respondents taking ARV medication what they would tell the
respondents not taking meds about their experience.

All expressed the belief that one shouldn'’t tell them they need to start taking medication, but
instead should try to provide information that might help them decide.

“For me personally, before | started taking medication, | was very afraid of side effects.
That was my major concern. Everybody seems to be pretty concerned. But | ended up
not experiencing any side effects. People need to know that a lot of people don’t have
that problem.”

A few respondents spoke about how much better the medications are now when compared to
the older ARVSs.
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“I liken it to MACS. Technology just gets better and better. | could be very happy with
my blackberry; but once | try the iPhone, | realize that technology just exceeded my
imagination. It just depends on when you want to jump on the bandwagon. You can’t be
afraid to try new things. Most people feel so much better on medication because they
feel empowered, secure, and healthier.”

Beliefs About Whether or Not It Is Possible To Manage HIV Without ARV Medication

Most of the respondents in this focus group believed that it would be rare for someone to be
able to manage HIV without ever having to take ARV medication. However, one of the four
respondents expressed his belief that he is likely one of the ones who can manage HIV without
ARV medication.

“I think | could be able to. My t-cells have always been high.” (Note: this respondent’s
CD4 count at the time of the focus group was 685, and he was diagnosed in 2007. His
viral load was 5,000).
PEP and PrEP
All of the respondents in the focus group knew about both PEP and PrEP.
Three respondents had recommended PEP to a sex partner. Although even among this highly
educated group, there were still questions about PEP. One man said that he was aware of PEP
and even tried to get it at one point before he became infected. He said he went to the ER and
told them that he had been exposed. The doctor there told him that PEP should not be
prescribed because if he became infected, he would risk developing resistance and then the
medications wouldn’t work when he needed them.

Another respondent echoed that concern, believing that when someone takes PEP, if they do
become infected, the drugs won’t work for them.

Several of the respondents said that PEP was a well-kept secret.
“It’s very hush-hush.”

Eight out of 9 respondents (or 89 percent) believed that PEP should be more widely available.
The other respondent believed that more research was necessary.

“We need serious research that demonstrates without a shadow of a doubt that it works.”
All of the respondents agreed that more education about PEP is needed.

Five out of 9 respondents (or 56 percent) had heard about PrEP. Only one had recommended
PrEP to a sex partner.

Two respondents (or 22 percent) believed PrEP to be a viable alternative to using condoms.
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“I think it’s a better alternative to condoms than not doing anything. | have a hard time
with condoms.”

One respondent believed that no one should take ARV medication if they are HIV-negative.
“I don’t understand why someone would take it. Why someone would take something

that is toxic.”

Treatment as Prevention (TasP)

All of the respondents in this focus group had heard about TasP.
“Someone on meds is much less likely to pass the virus on.”

TasP was mentioned even before the moderator brought it up, with one respondent stating that
it was important to bring down viral load for one’s own health and for prevention.

Many of the respondents mentioned that it was still important to use condoms, even if viral load
was undetectable.

Respondents spoke about the fact that even if viral load was undetectable, it could spike without
the person realizing it. Reasons mentioned for this included:

» Non compliance taking medication;
» Reinfection;

» Development of resistance;

> Stress;

» Taking diet pills.

Of the five respondents taking ARV medication, three (or 60 percent) had achieved
undetectable viral load. All expressed confidence that their viral load will stay undetectable.

“l eat healthy by trying to cook my own food, | have stopped smoking, | don't take any
drugs, and drink very little alcohol. | am the healthiest now that | have ever been. | am
confident my viral load will remain undetectable.”

The primary concern about TasP expressed by this group of men was that it might increase
unsafe behavior.

“It would cause a situation where people would just get crazy and end up making the
epidemic worse.”

“The next generation might feel it is not necessary to be cautious because they wouldn't
be afraid.”
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Conclusion

Almost all of the respondents in this focus group were very well informed about treatment and,
for the most part, treatment as prevention. PEP and PrEP appeared to be topics about which
they could use additional information, even though they understood the basics.

Additionally, this group was fairly homogeneous in their treatment related attitudes and beliefs.
Since only one group was conducted, it is impossible to know whether or not this is an anomaly.
Since this group was fairly well educated with higher incomes, it might be useful to conduct at
least one more group of Hispanic or Latino gay or bisexual men in LA who are not so well
educated, and who have lower incomes. This would permit a comparison in knowledge,
attitudes, beliefs, and behaviors that might prove helpful.

Concerns about side effects appeared to be particularly prevalent among this group of men in
LA. The moderator explored this at the end of the group, and some indicated that there has
been a fairly high profile campaign about ARV-related side effects in LA that has informed their
thinking and increased their fears. Additional research about this could be very useful in
understanding and documenting why some groups of people are more aware and fearful of
potential side effects than others.

DC Community Forum

When HIV-Positive Individuals Should Begin Treatment with ARV Medication

There was some initial discussion about how recommendations have changed over the years.
Several community leaders expressed that at one time the guidance was to begin treatment
with ARV medication when CD4 counts reached 300, then 500; but now the guidance is that
one should begin treatment immediately following diagnosis.

A few community leaders stressed that it has now been scientifically demonstrated that HIV
begins to damage the immune system immediately. Therefore, according to these leaders, CD4
counts should now only be regarded as indicating the level of urgency for treatment, not a target
for starting treatment.

That being said, the group then focused the discussion on the conditions necessary for a
community to recommend immediate ARV treatment. The conditions discussed are as follows:

» ARV medications had to get easy enough for individuals to commit to taking them
forever;

» There had to be enough medicine available; and
» It had to be demonstrated that ARV meds could be preventative.
While the group unanimously agreed about the benefits of treatment immediately following

diagnosis, there followed a discussion of why it might not be best to start until other concerns
have been addressed.
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The discussion followed two paths — obstacles to effective treatment, on the one hand, and
necessary conditions for a person’s readiness on the other.

The first obstacle to effective treatment discussed by community leaders in DC was housing. All
community leaders agreed that there is virtually no housing available for HIV positive individuals
in DC. (One community leader stated that there were over 900 HIV-positive individuals on
housing waiting lists in the District). There has been some success with drop-in centers, or
places where medications can be stored and accessed 7 days a week (Whitman Walker
currently provides such a service, but it was acknowledged that many more sites are
necessary).

The second obstacle discussed was stigma. A community leader representing young, black gay
men said that his demographic simply wouldn’t chance going into even an unidentified storefront
drop-in center for medication because of the risk of being seen.

The third obstacle discussed was the prevalence of mental health issues among some HIV-
positive individuals; which, along with anger and fear, can lead to self-destructiveness.

The fourth obstacle discussed was that some people have had very bad experiences with public
health, feeling both stigmatized and denigrated by the process of accessing services.

The last obstacle brought up by community leaders in DC was cost. It was stated that even for
those with private insurance, for some people the 20 percent copay is too much.

The discussion then turned to readiness for treatment. As a whole, the group felt strongly that it
was necessary for individual's to have access to a strong system of support --- including peers
and loved ones --- who can help them believe in the value of their life and have the aspiration to
get and / or stay healthy.

“Physicians universally think that pill burden is the biggest barrier to readiness for
treatment. When, in fact, far more complicated factors can interfere with adhering to
drug regimens. Support is critical to getting past many of these factors.”

PEP and PrEP

All of the community leaders were well 