of respondents, n=6 expressed disagreement with this statement. The rest of the respondents
30% (n=3) agreed with this statement.

Statement 9 was “At any time in my life, living with HIV has seemed so terrible that |
didn’t take my medications because 1 wished it would just kill me already.” One person circled
that this statement did not apply to her. Of the remaining respondents, the majority, n=5 did not
agree, while 40% (n=4) individuals agreed .

Narrative Interview

Questions in the narrative interview section were designed to illicit responses which
illustrated participants’ understanding of their own experience regarding their choice to take
medication for HIV. The first three questions asked about barriers. The next four questions
asked about people and events that may have helped or not helped in the process of deciding and
continuing to be adherent to ARV treatment. The last two questions were more open ended.
These questions were meant to put the interviewee in the role of experts on their own lives.
These inquiries requested information about 1) how the individuals participating in the study
have made sense of the experience of deciding to take medication and living with HI'V and 2) if
there were additional comments. It is of note that many participants gave layered answers to
these questions. In other words, people in the study did not just give one answer or theme for
each inquiry. Many noted multiple issues in each answer.

The results will be presented by describing commonalities and differences that showed up
in response to each question, organized in the order they were asked. The first 3 questions about
barriers will be presented first followed by each of the 4 questions about people and events.

Finally, responses to the last two questions will be presented.



Barriers

The 1nitial questions on the interview guide asked “Did you find deciding to take your
medication to be a difficult thing to do?” “Why or why not?” and “What were some barriers to
taking your medications? Explain.” “Why or why not” and “What were some barriers” have
been combined as while reviewing the transcripts these questions are essentially asking for the
same information.

Of the 10 people being interviewed, 8 answered affirmatively. Two people answered
negatively, but both of them explained that the decision was difficult later in the interview. One
participant, who answered negatively, identified himself as a heterosexual male, stated that he
contracted HIV from IV drug use. This participant answered, “Well, now no, because I take a
simple regimen...” However, later he stated, “When [ first started [trying to take medications] |
was using drugs at the time and it interfered with my...well, [ wasn’t really worried about taking
it. 1 was selling my medications. | was conscious of the fact that it was harmful to me, but my
concern at the time was getting and using the drug. Eventually it caught up with me...”

There were several themes that came up for the subjects when they were asked about
barriers. Eighty percent or 8 out of the 10 subjects reported that taking the ARV medications
reminded them that they were HIV+ and this made them reluctant to take the medications. One
female respondent who stated that she contracted HIV from heterosexual intercourse with a male
partner, explained, “Initially...it was a little bit difficult because I did not fully accept the fact
that [ was positive, and so taking medication for that, it reminded me every time of the reason
why | was taking it [ARV mediations].” Similarly, two of these people also recalled not even
believing that they were HIV+. Another woman, who also reported contracting HI'V from

unprotected heterosexual intercourse said, “But there were times when [ didn’t believe what the



doctors were telling me because, um, I didn’t want to hear the fact that I had to take medicine the
rest of my life. I didn’t believe at one point, that [ was HIV+”

A majority of respondents also reported that feeling judged by others was a barrier - sixty
percent (n=06) of the interviewees. A male participant identifying as gay who contracted HIV
from sexual intercourse with his boyfriend, discussed this issue when explaining what was not
helpful.

And that was what got me over that incident. But what was really most
awkward, i1s we would be at like Thanksgiving, or Christmas, normally, I’'m the
one who does all the cooking., well, a bulk of the cooking, and now I’ve got
people looking at me funny when I'm in the kitchen. Like it was just really,
really, really not a pleasant feeling. Not a pleasant feeling at all. So, that was
really, really terrible.

A female respondent who contracted HIV via unprotected heterosexual intercourse,
stated, “You know, I ran into people who were like, you’re AIDS, you’re a drug addict, and
threw all this stuff up in my face, and sometimes that made me think, why bother?” One
additional participant, the only IV drug user did not directly state that stigma was a barrier for
him. However, later in the interview he did refer to feeling stigmatized by the people who were
in the HIV support groups and not wanting to be associated with them. He remembered, *“...but
| hadn’t been ready to deal with it, I was looking outside of myself and at the transgenders and
people in the residential and the harm reduction program, with using [drugs]...but they sick...I
didn’t want to be in groups with those people.”

Six subjects reported drug or alcohol use. All of them discussed their substance use as a

barrier. For example one person stated “Um, [ guess doing drugs could be considered a barrier
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because...on top of doing the drugs, and being hung over the next day, and I would forget...”
Another remembered, “I was drinking and smoking crack. 1 first got diagnosed in prison, and |
took the medications, cuz | was clean, but then back out on the street I, ya know, I relapsed, so
then all that was out the window.”

Half of the individuals in the study (n=5), noted that issues with the pills themselves, (i.¢.
size, quantity, not liking pills etc.) made it hard for them to take the ARV treatments. One
woman recalled, “So 1 started taking medications in 1995, I believe. That was really hard
because back then it was like a whole lot more pills than it is now, so | had to do the drink which
was absolutely disgusting, really nasty, and like the pills were giant...”” Another stated, “At first
1t was [hard], because I don’t like taking pills, you know?” It may be meaningful to notice that
all of the participants reporting this as a major barrier contracted HIV before 1995,

Forty percent (n=4) of the participants explained that they had concerns about side
effects, both that they had experienced, and those that they had seen others experience. The same
four people who described being apprehensive about symptoms that they saw in others, also
indicated that side effects that they had experienced themselves made it difficult to commit to
taking the HIV medications. One subject told the researcher,

...there was a lot of bad side effects. Like the first regimen they had me on, it

contained Sustiva, so [ had lots of bad dreams and, I don’t know, it was just

really, really, really not working for me. But eventually we got to a regimen that

didn’t give me a many side effects and that made it easier to take the medication
Another person recounted, .. just the way I looked [was a barrier]...the AZT, it took out my
hair, it made spots and stuff on me and it gave me diarrhea, constantly...” Another man

explained,
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I read somewhere that when you start taking meds, you start losing body fat, so

that was one of the reasons that I didn’t want to take meds, cuz I didn’t want to

look sick. You know, I see people with like the skinny legs, or wasting or sunken

features, or the small arms and the big bellies... lipodystrophy, I think it is. So I

had never really had that look, so | was really reluctant for a long time [to take

HIV medications].

People and events that helped

The first of this series of questions asked about an event that may have helped people to
change their minds about taking ARV medications. Only one participant did not cite a specific
event. She stated, “Well, I saw a lot of people dying. Some of them were friends and family. 1t
really made me open my eyes.” Of the rest of the 9 respondents, 4 people named a drop in their
CD 4 count as a key motivating factor. For example, one subject replied, “The fact that I fell
below 200 [CD 4 Tcell count], and I had the official AIDS diagnosis...I was mortified to have
that stapled onto me.” Four people also attributed certain loved ones as helping to change their
minds about wanting to take HAART. Two of the interviewees reported that their decision was
related to a child, one person to family in general, and one person to his partner. A woman who
had been very sick and refused to take ARV medications remembered,

Well, my daughter, in like 1999, she caught cancer. Course I wasn’t in a good

state. My T cells was 2, my viral load was off the chart. [ was like a toothpick, I

wore 100 pounds, and I made up my mind, when 1 saw my daughter... And I

figured she’s dying...she was 9 years old and I looked at my little baby and...I

had to make up my mind. Either I’'m gonna die, or take carc of my child, so I

took care of my chiid.
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The next question asked 1f there was any one who helped to keep participants
motivated/inspired to continue to be committed to medication therapy. Three people answered
that no specific person had helped. Throughout the interview, these 3 people consistently
attributed their success to their own internal process and decision to keep taking the medications.
Seventy percent (n=7) did state that someone had helped keep them inspired. One woman
responded, “In a word, my daughter.” One woman explained, “I had a partner who was positive.
He’s very sick now, in a nursing home now...Well, I know I need to be strong. I need to be
there for him.” One person immediately stated that her doctor had been helptul.

The subjects were then asked if their providers had done or said something that changed
the way that subjects thought about medications, or assisted them in continuing to commit to
taking the medications. None of the participants stated that it was only the doctor or provider
who helped. Every one mentioned eitherl) no other person or 2) way of thinking that helped
them. However, all 10 participants replied that there had been a provider who had helped. Sixty
percent (n=0) mentioned that a provider had been helpful because they were caring or
compassionate. For example, one man explained,

Well, T used to go to , there were a lot of interns and every time I'd go, it’d

be another doctor. But then | went to Brookdale in 1990. And the doctor there,

he’s a caring and sensitive doctor. And you know, he was more encouraging.

You know, the first doctor that | had came in contact with, they just gave me my

diagnosis, and that was that. But when | went to Brookdale, my doctor was very

sensttive.
One woman smiled, remembering, “Yes, my doctor...she always celebrated my birthday. Every

time, and she would bring a piece of cake to me. She really encouraged me to live. She would
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just keep telling me, you have to keep taking the medication, if you want to get better.” Yet
another participant told the researcher, “When you go into his {the doctor]| office, his whole staff
is smiling, you know, everyone is friendly and smiling...even if people are nasty outside, when
you come into the office, everyone has a smile. That’s a lot.”

Just under half of the participants, (n=4) stated that going over blood work and explaining
drug resistance was helpful. One woman stated, “After he [the doctor] did the blood work...he
basically said, you know, he gave me a little bit of education, like, you know, you can’t really
stop medication. You need to take it at the same time every day because if you don’t, you leave
a window period for the virus to become resistant. That was all I needed to hear.” Another
woman explained, “...but once I started going, I had this doctor, he really educated me and he
helped me to learn about my lab results and what my blood work means, and that really helped
me t00.”

Forty percent of the subjects also expressed that having a doctor who made time to listen
was a source of encouragement. For example an interviewee stated, “This doctor was just, like,
he was a super expert...but he’s gay, he’s been in New York a long time, he had a manner that
was just completely non -judgmental and easy to deal with. He was patient in answering my
questions.”

Thirty percent (n=3) stated that they had gone to see a therapist and that had been helpful.
One participant stated, “I’ve been in therapy. So that’s helping. I do therapy once a week.”

Thirty percent of the respondents also expressed that having a doctor who worked with
them to find a regimen that worked helped stay committed. “Well my doctor, she pretty much,

we tweaked my medication together. She really listened when I said, I don’t like this one, it
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makes me feel this way. It may have been a good 2 or 3 months before we got to a place where,
ok, I’'m not having any side effects.”

The people participating in the study were also asked to reflect on things people did or
said that were directly not helpful. Initially, half of the respondents (n=5) denied that there was
anything anyone did or said that was not helpful. However, all 10 of the interviewees, did end
up stating that there was at least one thing that was directly counter-productive. All participants
also hesitated before answering this question. Fifty percent of the interviewees noted that HIV
related stigma was directly not helpful. Forty percent expressed that pre-existing shame played a
role. One of the women told the researcher,

The fact that I am HIV+ is directly related to my low self-esteem., So as I built

my self-esteem...the more I built my self-esteem, the more | knew I needed to

take the medications. When I look back at my history growing up and at that time

everything I did was as a result of my lack of self-esteem. Cuz I grew up in a

culture that did not value women. [ grew up in a culture that says a woman

should do whatever a man says. I’'m, you know, and I found myself in an abusive
relationship, and that’s one of the reasons I ended up being positive.

Thirty percent mentioned that the prison system or being incarcerated had made the
process of continuing ongoing HIV treatment more difficult. One man remembered, “When |
was locked up initially, we had to petition the court to force the bureau of prisons to test me on a
regular basis...so it was more of an institutional barrier than one or two people putting me off in
a negative direction.”

Twenty-percent mentioned medication related barriers previously accounted for in the

findings as their response to this question. For example one response was, “No, Some of the



medication was difficult to take because of the size of it, but um, no, 1 can’t think of anything
anyone did or said that made me not want to take it.”

Additionally, one man who identified as gay linked trying to fit into the gay male
community with risk behavior. He stated, “So this is a difficult thing I think, coming out in New
York’s complicated gay community, where you can easily feel isolated, you do all kinds of crazy
things to belong...”

The participant’s own process

The last two questions of the interview were less specific than the others. These questions
asked about how the participants made sense of their diagnoses and what if any wisdom they
took away from their experience living with HIV and taking medications every day.

All 10 of the participants referred to their making a choice to live to live at some point
during the interview. All 10 participants referred back to that in this section. One man stated,
“And 1 just started thinkin, I still have time to do stuff with myself, like I really do. Like I’ve
always been able to work, I've always kept a job, I’ve always been really really outgoing. So, 1
just got to a point where I had to really get spiritual with myself and just know that this was not
the end for me.” Another answered, “Um, well, [ definitely know, if | want to live, I have to take
it (ART).”

Seventy percent, or 7 out of the 10 participants, made sense of their process by
integrating how they contracted HI'V and the stigma of that with choosing to live. These
responses incorporated making sense of the stigma the individuals had experienced not just
related to HIV, but to their mode of infection. For instance, a woman stated, *

For many years, I used drugs, | became spiritually dead. What I mean is that I

didn’t care, I was like, well, I'm HIV+ I'm just going to get high. [ had like this
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“fuck it” attitude. Um but you know I know I'm going to die, but I’'m hoping that
before T die, I can have a little more of this life and togetherness. 1 have this

beautiful person inside, and I’'m not just going to sit here and die.

One additional respondent linked the stigma without discussing his experience of contracting
HIV. He told the interviewer, “I never really felt sick, so I hesitated in taking the meds. Once
you start taking them you have to think about the fact that you are taking these medications for a
reason. And it’s not just like diabetes or something, it’s like, for this sickness that has a
stigma...”

Seventy percent of people interviewed reiterated that their family or loved ones helped
them to make sense of why they should continue to live. As part of a response to the last question
one person stated, “She [my doctor] had a rapport with my sister and basically got into my whole
person...to make me realize that when you leave your people behind, they miss you. They love
you. Like, why would you want to do that to them?”” A mother responded to how she made
sense of her experience by saying

I think it was a test, to see what I can do or how I can work through things. Ya

know, I’'m not religious or nothing, but I sit back and look, because I’'m a mother

of nine children. I took care of most of them myself, they father is a piece of

crap, so I figured with all this stuff I have to go through dealing with the virus and

all...I think it was I test...to show me that there was people that wanted me.

Of the 10 participants, 60% discussed faith or spirituality when making sense of choosing
to live. A respondent explained, 1 think God has a purpose for all of us and he gave me this

baby girl, so that I could live. I mean, I might still be out there in the street...” Another
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interviewee stated, “There’s nothing that you can feel or sense, in my case, you know, you have
no symptoms, nothing that could make you or anyone else know you, other than a blood
test...and by the way you have to take this handful of chemicals every day for the rest of your
life, to save your life. So there’s a little bit...there’s a bit of a leap of faith in that.”

Six participants expressed that incorporating the community by sharing their experience
with others, was an important part of continuing to choose to take medication. For example, the
oldest respondent clarified, “So, I didn’t think I had anything to give. But then talking to people,
I realize that we can all use each other’s experiences. You know, and I know that.” Also, one
person shared, “I talk to other people who are positive, and [ have been interviewed for a
magazine and like that. My life has been hard, but I feel like I've learned something.”

Forty percent (n=4) of the individuals in the study shared that they still sometimes
struggle with the decision to adhere to ARV treatment, but they just take the medication anyway.
One woman expressed this by saying, “The fact is that I am [HIV+] and there is a reason why.
Sometimes [ think I know what it is, and it is exactly what [ am doing with my life right now,
and sometimes I'm a little bit lost, thinking, why me? Of all people in the world, why was I one
of those who got infected? But it is what it is and at the end of the day, I can’t change that.”

Forty percent of respondents also mentioned valuing themselves as a pivotal part of
making sense of choosing to live with HIV. One woman exemplifies this stating, “I learned to
really love myself and really accept myself and , you know, I'm not really being punished by
God” another reflected, “When I came to the US, I became infected here, but ironically, this is
also where I learned how to value myself.”

Finally, 60% of participants spontaneously urged others to see the HIV medications as a

way of living instead of evidence that they are dying. For example one person told the
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researcher, “Either you want to live, or you want to die. If you don’t take the medication, then
you are just waiting to die. Honestly, you are, if you take it, you are striving to live.” A woman
shared her insight that,

I would like to see some of my peers go the straight and narrow. I don’t want to

see them die...1 wish they would just wise up, I don’t wanna see none of em fall

down and die, or go through this bad experience, when we could save our lives. It

ain’t the medicine that’s killing them, it’s not taking the medicine.
Summary

The findings showed that most people were negatively influenced by stigma and by pre-
existing issues such as substance use, shame, and low self-esteem. The participants all made
sense of their experiences by finding a way to integrate their identity of being HIV+ into their
identity as being a “normal” person, who is living, instead of dying. People interviewed in this
study found that their faith, connection with others who are HIV +, critical events, family
(especially children and partners) and encouraging providers helped them to integrate these

experiences and choose to take the ARV medications in spite of its side effects.
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CHAPTER V
Discussion

This study was a qualitative, explorative study. It was designed to explore the process of
choosing to take ARV medications from the perspective of people who are HIV+ and have been
prescribed HAART by their doctors. The findings confirmed the barriers and strengths
mentioned in the literature reviewed. As predicted, participants put a greater amount of weight
onto their own decision to live and coming to terms with being HIV+, than they did on their
experience of the quality of their provider. However, the findings showed people did benefit
from certain approaches from their providers. These approaches matched up with those
mentioned in a number of previous studies. The respondents in this interview all commented on
the decision to live being integral in the ability to take ARV medications as prescribed. This
particular experience was more strongly emphasized in this study than in previous literature.

This chapter 1s presented in three major sections. The first section is Barriers. This
section will discuss the implications of the findings from the likert scale survey and the narrative
responses related to barriers. The next section is People and Events that Helped or Hurt. This
section explores the findings from the narrative responses regarding who helped and why, in the
process of choosing to take and continuing to take ARV medications. The third section is 7he
Participants’ Own Process. This section will take a deeper look into the findings related to how
interviewees integrated their selves that are HIV+ and their selves that want to live and be

healthy.
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Barriers

Five major barriers surfaced in the narrative interview. These five barriers were the same
as five of the barriers listed on the likert scale survey. Those 5 barriers confirm the previous
research, but there were also 2 barrier statements that the respondents did not agree with,
contradicting previous research. The last of the likert scale survey statements was, “At any time
m my life living with HIV has seemed so terrible that I didn’t take my medications because |
wished it would just kill me already.” Forty percent of participants agreed with this on the
written survey. However, a larger percentage mentioned some experience similar to this in their
narrative responses. However, they addressed this issue when discussing their processes, not
their barriers, so statement 9 will be discussed in the process section of the discussion.

There is a large body of rescarch that shows that substance use is a barrier to ARV medication
adherence (Ostenberg et al, 2005). The findings of this study supports and aligns with Osterberg
etal’s findings. All but one participant who reported using drugs reported on the likert scale
survey that their use was a barrier. Additionally in the narrative interview, all interviewees who
mentioned drug use mentioned it as a barrier to being adherent.

The likert scale results showed that 40% of the participants reported feeling judged
because of their HIV status, as being a barrier. In the narrative interview, 60% agreed with this
statement. Both findings confirm the literature reviewed which has showed in many studies that
stigma can reduce self-efficacy, which decreases likelihood of ARV therapy success (Colorado
etal, 2010; Ford, 20011)

Related to the effect of stigma, the findings also corroborated the previous research,
showing that the act of taking the medication itself is a reminder of being HIV +, which makes

people not want to take the medication because they don’t want to associate themselves with



being HIV+. On the likert scale survey, 40% agreed, but in the narrative interview 80% reported
that this was a serious barrier in choosing to take ARV medications. This barrier continued to be
a theme through-out the narrative findings, with all of the participants bringing up their HIV
status or the way that they contracted HIV as being something that they had needed to integrate
into their identities. This confirms research that social stigma greatly effects peoples willingness
to adhere to medications. (Wolff et al, 2007).

The likert scale survey and the narrative interview showed that participants found the
medications themselves to be a barrier. It should be noted that participants who have been
diagnosed for a longer period of time and suffered through more difficult regimens in the 1990s,
were more likely to consider side effects/size/quantity of medications to be a serious deterrent
from taking ART. This finding also confirms research that medications are much more
accessible an easier to take then they have been in the past (Holdniy et al, 2009; Kolber et al,
2004). The findings of this study also confirmed that even as mediations have improved, taking
them still presents challenges.

However, participants primarily noted having to overcome psychosocial barriers, and
once they overcame those barriers, they were then able to deal with side effects and medication
schedules. In other words, although issues with the medications themselves are a highly
referenced issue with being fully adherent, the findings in this study show that it is not a primary
barrier.

The findings contradicted the previous research in two areas (Deschamps, Graeve, Van
Wijngaerden, De Saar, Vandamme, Van Vaerenbergh Ceunen, Bobbaers, Peetermans, de
Vieeschouwer & de Geest , 2004; Schlider et al, 2001). One likert scale statement described care

taking responsibilities getting in the way of adherence. None of the participants rated this as a



barrier, and none of them discussed it in their interview, rather they discussed the opposite. They
expressed that care taking responsibilities for a child or loved one kept them inspired.

Also, none of the participants agreed with the statement “At any time in my life I have
not trusted my doctor or been treated in a judgmental or discriminatory way and this has made it
so I do/did not want to take my HIV medications as directed by my doctor.” which contradict
previous studies showing that insensitive, judgmental or non-personalized health care decreases
the likelithood of adherence (Schlider et al, 2001). However, although none of the people
interviewed mentioned poor provider care as a reason for non-adherence, all of the people
interviewed did note that there had been a doctor or provider who did or said something that
helped participants continue to be adherent. This finding confirms Marcus et al’s (2003) study
showing that self-cefficacy is the strongest factor in seeking health care providers and changing
health related behavior. However, once self-efficacy is increased, caring providers who take
sufficient time with their patients, are a critical positive support in continuing the process of
staying committed to being adherent.

Two participants provided a detailed discussion of how providers did not meet their
needs. Both mentioned that they felt judged and written off. However, both individuals denied
that their negative experiences were direct barriers to seeking health care. Both of these
individuals attributed their non-adherence at this time to their own behaviors such as using
substances and feeling hopeless. The findings of this study confirm that non-caring, judgmental,
rushed providers do not help, and that caring, listening providers who take time and build
individual relationships with their patients do help. However, stigma, family support and self-
efficacy, substance use and depression are important mediating factors. This supports a number

of studies reviewed, that showed that these mediating factors may actually play a larger role in



encouraging or discouraging adherence to ARV treatment than provider quality does (Colorado
et al, 2010; Berkeley-Patton, 2009; Waite et al, 2007).
People and Events that Helped or Hurt

Providers were mentioned as people who helped, as were family and HIV+ community
members. A majority of participants mentioned that going to groups or seeing others who had
been successful with the medication, helped them to start taking it. They explained that seeing
other people like them succeed with the medications helped them see that they could do it too.
Again, this confirms the importance of self-efficacy, specifically in believing that the ARV
medications will work (Glass et al 2006; Li et al 2011; Wolfe et al 2007).

Not all, but a majority of participants mentioned a family member or child who kept them
gomng. These findings confirm Hayes et al (2012) and Ostenberg et al, (2005), whose results
showed that social support is positively linked with adherence. Berkeley-Patton et al (2009) also
stated that social supports can help individuals to re-narrate their lives in a more positive way,
directly improving their health outcomes. The respondents in this study corroborate Berkeley-
Patton et al findings by relating that people and times in their lives that helped them re-assess
thetr own self-worth and decide to fight for their lives were the most significant events and
interventions. It is of value to note that for 30% of the people in this study reported that it was
providers (therapists and doctors) who played a large role in assisting their patients to change
their views about self-worth and help enable them to seek out their own health care and engage
in healthy living behaviors. In other words, the findings of this study show that the most
important shift is the shift in an individual’s own way of thinking about her/his own value in the
world and the community, and their own ability to succeed. These findings align with those of

Lietal (2011) and Glass et al. (2006).



The Participant’s Own Perspective

This study’s findings showed that when respondents reflected on their own experiences,
they cited access to care, caring doctors, family support as being important, but they also
expressed that their own process of learning to live with HIV instead of allowing themselves to
die of AIDS was integral.

In keeping with Levitt et al (2004), 90% of the participants in this study identified a
specific event that inspired a change in how they perceived themselves and their value and the
possibility of their survival. The events mentioned were often painful, such as a child being ill, or
finding one’s-self sick and incarcerated and pregnant, or being labeled with a full blown AIDS
diagnosis. When reflecting upon their experiences, respondents viewed these events as forcefully
causing them to re-evaluate their preconceptions and jump-start them into the construction of
healing stories.

All of the interviewees in re-told the stories of their contracting HIV, or being HIV+ as
stories of success and survival rather than suffering and imminent demise. This finding
corroborates Carey et al (2009), Carr et al (2010) and White (2007), who noted that by locating
another more efficacious story within oneself, one is able to gain not only insight, but sustain
long term changes in health/mental health because agency itself has been discovered and proved
correct. Participants in this study commented on how they had a change in perception and
compared the post change self to the pre change self. Respondents not only named this as being
key for themselves, but also encouraged other that this was the most important intervention. One

woman explicitly stated,



I think the word needs to get out there, because a lot of people are in denial,

they’re scared, and they see these pills as death. They aren’t looking at these pills

as life, and they need to. They need to. Isaw life. Ilooked at them and I saw my

life. If I don’t take the pills, I'm dead, and then what’s my daughter going to do.

Right? So, they have to be aware. You know they (the pills) represent life.

They’re aggravating, but they do represent life. ..

The findings of this study shows that people who succeed do so because they have built
up a structure that supports their own self efficacy. They have found a way to retell their story.
This story is then re-enforced by social supports, providers and perceivable changes in health.
According to the people interviewed in this study, there are many factors that can assist with
medication adherence, but long term adherence must draw one’s own agency and ability to
change and improve one’s life. Notably, 40% of participants expressed that they still had doubts
about their stories of success or health, but that they privilege the story of self-efficacy enough to
“just take it anyway.”

Summary

In conclusion, there are a number of factors that weigh in when examining a shift from
non-adherence to adherence to ARV medications in individuals who are HIV+. Family and
social support, access to care, substance use, pre-existing depression and shame, and
internalization of HIV stigma all effect ART adherence. However, from a client centered
perspective, it is an individual’s own story of change and decision to live instead of die that is the
most important in long term positive changes in health care behaviors. Providers can most

support this by including community and family support, and taking sufficient time and



individual care with their patients, directly addressing dangers to health and reinforcing self-
worth.
Implications for Social Work Practice

The findings of this study indicate several implications for social work practice with
people who are HIV+. Some recommendations include the importance that providers ( 1)
continue to encourage healthy behaviors and self-care, even when a client is not following these
directives, (2) maintain a supportive and non-judgmental environment in clinics, (3) educate and
discuss self-efficacy and self-worth with clients, (4) provide accessible peer resources in clinics
(5) include family members when family social supports are present and to respect
confidentiality and if family is not supportive, (5) keep supporting and encouraging clients
without taking away their agency in their own recovery (6) remain active in local communities
and educate not only those who are HIV+, but also the general public about the current facts
about HIV. Providers can stand up against the stigmatization of people living with HI'V, and
continue to advocate for their rights and their safety. By helping to reduce the negative
associations with HIV infections, providers may improve their client’s chances of integrating
being HIV+ with living, and thus improve their chances for effective ARV treatment, especially
those clients at highest risk.
Recommendations for Future Research

This section will describe the limitations and biases in the study. Implications for future
areas of research will also be discussed.

The major hmitation in this study was time constraint and as a result, sample size. The
sample size was very small (n=10). Thus, generalizibility of the study cannot be assumed. Also,
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Appendix A

Semi-Structured Interview Protocol

Did you find deciding to take your HIV medication to be a hard thing to do? Why or why not?
What were some barriers to taking your medications? Explain.

Thinking back to when you first started taking your HIV medications more regularly, Was there
something that happened that made you change your mind about taking medications?

Was there a person who helped you, kept you going or inspired you in deciding to take your HIV
medications more regularly and in continuing to take the medication?

Was there a provider or providers who did or said something that made you think differently
about taking HIV medications? What was it and why did it make you think differently?

Was there something anyone did or said that was directly not helpful in this process? What and
why?

Tell me a little about your own way of thinking and how you make sense of your experience
living with HIV/AIDS and choosing to take ART.

I think you are really the expert on what it 1s like to live with HIV, both feeling sick and feeling

healthy. Is there anything else you want to share with me, about what you think is truly
important/transformative about the experience of choosing to take HIV medicine?
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Appendix B
Demographic Questionnaire

How old are you?

What borough do you live in?

How do you identify your race?

How do you identify your ethnicity?

How do you identity your sexual orientation?
How do you identify your gender?

Do you consider yourself religious?

Do you belong to a particular congregation or church?
If so, which one?

Does anyone live with you at home?

[f yes, who lives with you?

When were you diagnosed with HIV?
Do you know how you contracted HIV?
If yes, how did you contract HIV?

THE FOLLOWING ARE QUESTIONS ABOUT POSSIBLE BARRIERS THAT MAY HAVE
EFFECTED YOUR ABILITY TO TAKE ALL YOUR HIV MEDICATIONS AS DIRECTED.
PLEASE CIRCLE A NUMBER THAT BEST DESCRIBES HOW TRUE EACH STATEMENT
IS FOR YOU. IF THEY DO NOT APPLY TO YOU AT ALL, CIRCLE “N/A”

IT IS POSSIBLE THAT ALL OR NONE OF THESE STATEMENTS MAY APPLY TO YOU.
THE INFORMATION GATHERED FROM YOUR ANSWERS WILL BE USED TO HELP
THE STUDY TO BE MORE ACCURATE.

IF FOR ANY REASON, YOU DO NOT WANT TO ANSWER THESE QUESTIONS SIMPLY
CIRCLE “NO ANSWER”

Now or at any time in my life using drugs or alcohol has made 1t difficult for me to take all doses
of my HIV medications as directed by my doctor.

1 2 3 4 5 N/A no answer

Strongly disagree disagree neutral agree strongly agree

Now or at one time in my life, taking care of my children or others in my home made it difficult
for me to take my all my HIV medications as directed by my doctor.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree

At any time in my life, including now, I have worried about people in my life finding out about
my HIV status. 1 worry that friends and loved ones will judge me for being HIV + and this made
or makes it hard for me to take my medication every day as directed by my doctor.

1 2 3 4 5 N/A no answer
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Strongly disagree disagree neutral agree strongly agree

Any any time in my life, including now, My HIV medications have been a daily reminder of my
HIV status and this has or does make me not want to take my HIV medications every day, as
directed by my doctor.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree

Atany time in my life, including now, I have disliked taking medications because I feel like they
are bad for, so this has made it hard for me to take my medications every day, as directed by my
doctor.

1 2 3 4 5 N/A no answer
Swongly disagree disagree neutral agree strongly agree

At any time in my life I have not trusted my doctor or been treated in a judgmental or
discriminatory way and this has made it so I do/did not want to take my HIV medications as
directed by my doctor.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree

At any time in my life, including now, I have been on a complicated medication cocktail and this
has made it difficult for me to remember when and how to take my medications consistently.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree

At any time in my life, including now, side effects from HIV medications have seemed
unbearable and have made it difficult for me to take my medications every day as directed by
my doctor.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree

At any time in my life living with HIV has seemed so terrible that I didn’t take my medications
because I wished it would just kill me already.

1 2 3 4 5 N/A no answer
Strongly disagree disagree neutral agree strongly agree
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Appendix C

Resource List

Bay Ridge Counseling Center
9435 Ridge Blvd.
Brooklyn, NY 11209

Director: Pamela Lotenberg, Ph.D.,
LCSW

Phone: (718) 238-6444

Fax: (718) 238-5165

Boro Park Counseling Center

1273 53rd Street
Brooklyn, NY 11219

Director: Faye Wilbur
Phone: (718) 435-5700
Fax: (718) 854-5495

Bronx REAL Counseling Center

55 Westchester Square
Bronx, NY 10461

Director: Rebecca Wulf, LCSW
Phone: (718) 931-4045
Fax: (718) 828-1329

Dr . Eugene D. Glynn/YCL
Counseling Center

549 West 180th Street
New York, NY 10033

Director: Alicia Montero, LCSW-R
Phone: (212) 795-9888
Fax: (212) 795-9899

Gay, Lesbian, Bi-Sexual,
Transgendered and Questioning
Counseling Unit

135 West 50th Street
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New York, NY 10020

Director: David Ferguson, LCSW
(Administrative Supervisor)
Phone: (212) 632-4482

Fax: (212) 632-4495

J.W. Beatman Community
Counseling Center - Riverdale
Office

521 West 239th Street

Bronx, NY 10463

Director: Karen I.. Cwalinski, LCSW
Phone: (718) 601-2280
Fax: (718) 601-2281

Kaplan Center for Community
Services, Rita J. and Stanley H.,
Mid-Brooklyn Office

2020 Coney Island Avenue
Brooklyn, NY 11223

Director: Inna V. Litrovnik, Ph.D.,
LCSW

Phone: (718) 676-4210

Fax: (718) 676-4216

On-Site Counseling at JCC in
Manhattan

334 Amsterdam Avenue
New York, NY 10019

Director: Glona Zicht, LCSW
Phone: (646) 505-4488

On-Site Counseling at Washington
Heights-Inwood YM

54 Nagle Avenue
New York, NY 10040

Director: Alicia Montero, LCSW-R

Phone: (212) 795-9888
Fax: (212) 795-9899
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Pride of Judea Counseling Center

243-02 Northern Boulevard
Douglaston, NY 11362

Director: Heath Bloch, LCSW
Phone: (718) 423-6200
Fax: (718) 423-9762

The Doris L. Rosenberg Counseling
Center/Southern Brooklyn Office
333 Avenue X

Brooklyn, NY 11223

Director: Jeffrey Coyle, LCSW-R
Phone: (718) 339-5300
Fax: (718) 339-9082

The Harry Blumenfeld Counseling
Center - Pelham Office

750 Astor Avenue
Bronx, NY 10467

Director: Julie List, LCSW
Phone: (718) 882-5000
Fax: (718) 798-7633

The Morris Black Community
Counseling Center

2795 Richmond Avenue

Staten Island, NY 10314

Director: Valerie Mitchell-Fadil,
LCSW-R

Phone: (718) 761-9800

Fax: (718) 370-1142

Post-Graduate Center Center for Adult Psychotherapy
71 West 23rd St., 7th Floor

New York, NY 10010

212-576-4195

http://www.pgcmh.org/

Westside Clinic
344 West 36th St.
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New York, NY 10018
212-560-6767

Brooklyn Resource Center - Counseling Center
938 Kings Highway

New York, NY 11223

718.998.3235 Ext. 314

FAX: 718.336.3040

www.fegs.org

F-E-G-S Clinic at Riverdale Manor
6355 Broadway

New York, NY 10471

718.796.4424 Ext. 219

FAX: 718.796.4138

The Harry and Jeanette Weinberg Health Related and Human Services Center
80 Vandam Street, 2nd Floor

New York, NY 10013

212.366.0066

TTY: 212.366.0066

FAX:212.366.0050

The Harry and Jeanette Weinberg Mental Health Center
3600 Jerome Avenue

New York, NY 10467

718.881.7600 Ext. 405

FAX: 718.515.8057

The Honorable Caroline K. Simon Counseling Center + Brooklyn
Sandra P. and Frederick P. Rose Center

199 Jay Street

New York, NY 11201

The Honorable Caroline K. Simon Counseling Center - Rego Park
The Honorable Caroline K. Simon Counseling Center - Rego Park
97-45 Queens Boulevard

New York, NY 11374

Callen Lord Community Health Center
http://www .callen-lorde.org/

356 West 18" Street

New York, NY 10011

212-271-7206
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Columbia University Center for Psychoanalytic Training
http://www.psychoanalysis.columbia.edu/patients

1051 Riverside Dr.

New York, NY

Holly Schneier, MD

212-927-5000

Brooklyn Center For Psychotherapy
http://'www.newdirectionsbrooklyn.comy/mental-health/
300 Flatbush Avenue

Brooklyn, NY 11217

Phone: (718) 622-2000

Fax: (718) 398-3328

Interfaith Medical Center, Inc.
Interfaith Adult Clinic

1475 Fulton Street

Brooklyn, NY 11216

Tel: (718) 613-7288

Interfaith Medical Center Mental Health Clinic
1545 Atlantic Avenue 3rd Floor

Brooklyn, NY 11213

Tel: (718) 613-4495

NYC-HHC Coney Island Hospital

Coney Island Hospital Child and Adult Outpatient Clinic Program
2601 Ocean Parkway

Brooklyn, NY 11235

Tel: (718) 616-5310

The Institute for Family Health
River Avenue Center

50-98 East 168th Street

Bronx, NY 10452

Tel: (718) 293-3900

Montetiore North Division Mental Health Clinic
4401 Bronx Boulevard

Bronx, NY 10466

Tel: (718) 304-7023

Bronx Psychiatric Center

Ginsburg Clinic

1500 Waters Place Ginsberg Building
Bronx, NY 10461 Tel: (718) 862-4574



Appendix D
Pre-screening Questions

Are you HIV+?

Are you currently prescribed anti-retroviral (ARV) medication for your HIV?

If so, are you taking your HIV medications as prescribed, every day?

Have you been taking these medications as prescribed, every day, for at least 6 months?
What 1s vour HIV viral load?

Are you over 187

Do you speak English fluently?
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Appendix E

Informed Consent

September 20, 2011

Dear Possible Participant,

My name is Mariah Twigg. [ am a clinical case manager at Housing Works. I am also a post
residency graduate student at Smith College School for Social Work. I am doing a study on
people who have been diagnosed with HIV. The study will look at people who have at one time
not taken medications for their HIV as directed by their doctor at least 9 days out of every 10
days, but who are now taking their medications at least every 9/10 days, or 90% of the time.
People in the study will also have maintained an undetectable viral load for at least 6 months.

In the study [ will explore the following areas:
e How people identify their barriers to taking medications most of the time.

e Important ideas, people and events that have helped people decide to start and continue to
take HIV medications consistently

e Beliefs about the ability to succeed at taking HIV medications regularly

» How those beliefs may (or may not) have changed over the course of life, while living
with HIV/AIDS

Data obtained in this study will be used for Masters level thesis and possible future presentations
and publications.
You are being asked to be in this study because you: are HIV+ and:

e Are taking your HIV medications at least 90% of the time meaning that you are taking all
doses as directed by your doctor, at least 9 days out of every 10 days. This means you
are only missing a day of taking medication 3 days out of the every month or less.

e You have had an undetectable (<78) HIV viral load for at least 6 months.

e You are over the age of 18 and speak English fluently.

e It is also important that you are doing well right now and are not in the midst of housing,
mental health or family related crisis. I want you to be feeling pretty stable in your life
right now because I do not want to put more stress on anyone already who is already in
crisis.

All interviews will be about 1 hour long. Interviews will be recorded with a digital audio
recorder.

Participation in this study may cause you to remember some difficult times and experiences.
Some of the questions may remind you of things that are not pleasant to think about. In case you
need to talk more about some feelings that may have come up during the study, I will provide
you with a list of local counselors and community center resources. You may also gain good
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things by being in this study. First of all, you will know that your story of healing may help
others. Your story may help people who have HIV and their doctors, case managers and social
workers to understand what helps to take and keep taking HIV medications. You may also feel a
sense of success, because you have improved your own health, in spite of challenging barriers.
You will also be given $20 cash. This compensation is meant to thank you for your time and
effort towards this interview. You will receive these items even if you feel that you cannot
complete the interview, or if you decide later that you do not want your information in the study.
Your participation in this study is confidential and voluntary. This means that I will not use your
real name (first or last) in my writing of the final report. I will also disguise any other
identifying information. No one except for me, possibly a transcriptionist and my research
advisor will see any of the interview data before your identifying information is disguised. I will
follow federal guidelines to keep your information safe. This means [ will lock all written
material and audio tapes in a secure place for three years. At the end of three years, all interview
recordings and transcripts will be destroyed.

You may refuse to answer any of the interview questions. Also, even after you do the interview,
you may still decide that you do not want your information to be in the study. There will be no
penalty for removing your information from the study. You must simply state in writing that you
no longer want to participate before April 1, 2012 — the date when the final results will be
written.

If you have any questions, you may contact me at ? or “
[f you have any concerns about your rights related 10 this study, you may also contact the Smith
College School for Social Work Human Subjects Review Committee chair at (413) 585-7974.
Please keep a copy of this form for your own records.

YOUR SIGNATURE INDICATES THAT YOU HAVE READ AND UNDERSTAND THE
ABOVE INFORMATION AND THAT YOU HAVE HAD THE OPPORTUNITY TO ASK
QUESTIONS ABOUT THE STUDY, YOUR PARTICIPATION, AND YOUR RIGHTS AND
THAT YOU AGREE TO PARTICIPATE IN THE STUDY.

Participant’s Signature: Date:
Researcher’s Signature: Date:




Appendix F

o

«p SMITH COLLEGE

bl
School for Social Work
Smith College
Northampton, Massachusetts 01063
T(413) 585-7950 F (413) 585-7994

December 7, 2011

Mariah Twigg

Dear Mariah,

[ have reviewed your revisions and proposal and they are now approved.
Please note the following requirements:

Consent Forms: All subjects should be given a copy of the consent form.

Maintaining Data: You must retain all data and other documents for at least three (3) years past
completion of the research activity.

In addition, these requirements may also be applicable:

Amendments: If you wish to change any aspect of the study (such as design, procedures, consent forms
or subject population), please submit these changes to the Committee.

Renewal: You are required to apply for renewal of approval every year for as long as the study is active.

Completion: You are required to notify the Chair of the Human Subjects Review Committee when your
study is completed (data collection finished).

Sincerely,

David L. Burton, M.S.W., Ph.D.
Chair, Human Subjects Review Committee

CC: Jean LaTerz, Research Advisor
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Appendix G

ATTENTION! (

Are you HIV+?
Do you take HIV medications every day?
Is your viral load undetectable (<78)?

You may be eligible to participate in a study

about why people choose to take HIV
medications. The interview will be conducted in
person and will be about 45 minutes long.

If you are interested in participating in this
study, please contact me for more information:

or

$20 CASH FOR PARTICIPATION!



