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Abstract

Objective. Interventions that effectively address HIV-related stigma are urgently needed to improve outcomes for
adolescents living with HIV (ALHIV). We piloted a series of 4 short narrative films depicting Kenyan ALHIV’s
lived experiences of stigma and discrimination with 57 ALHIV and 50 adult caregivers of ALHIV in western Kenya.
Methods. Participants completed either pre- and post-viewing questionnaires, including an HIV/AIDS-related stigma
and discrimination scale, or participated in post-viewing focus group discussions. Three-month follow-up visits were
conducted. Results. Caregivers endorsed significantly greater disagreement with stigmatizing statements on the
scale at 3-month follow-up, whereas adolescents had no significant differences in scores. Participants reported they
believed the films would have a positive impact on their communities and had led to changes in their own attitudes,
beliefs and/or behavior. Conclusion. The HIV Stigma Films may show promise as an intervention to reduce stigmatizing
attitudes and beliefs about HIV-infection, especially among caregivers of ALHIV.
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Introduction result of “bad” or immoral behavior, resulting in the
placement of blame on youth for their HIV status.!!
Given the negative impact that HIV-related stigma has on
outcomes for this vulnerable population, interventions

HIV/AIDS remains the leading cause of death for adoles-
cents in sub-Saharan Africa,! and HIV-related stigma,
defined as “negative attitudes and beliefs about people
with HIV,? is widely recognized as having a significant
impact on the morbidity and mortality of people living
with HIV worldwide.?® In studies of children and adoles- 'lcahn School of Medicine at Mount Sinai, New York, NY, USA
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that address stigma and misinformation about HIV infec-
tion are urgently needed.

In sub-Saharan Africa, films, radio shows and other
forms of mass media have been used for many years to
deliver public health messages aimed at preventing the
spread of HIV.'>!3 Although less common, similar
media-based interventions, such as radio programs,
short films, and motion comics, addressing HIV-related
stigma and discrimination have also been explored with
some success.'*!® Few of these, however, have focused
on reducing HIV-related stigma among young people
specifically.'®

In this study, we piloted a series of 4 short, narrative
films depicting Kenyan ALHIV’s lived experiences of
stigma and discrimination with Kenyan ALHIV and
caregivers of ALHIV. Through the collection of both
quantitative and qualitative data, we sought to determine
whether the films had an immediate and/or lasting
impact on viewers’ attitudes and beliefs about HIV
infection, as well as explore participants’ reactions to the
films. We hypothesized that the films would decrease
stigmatizing attitudes and beliefs about HIV infection
and that this change would be sustained at a 3-month
follow-up visit.

Materials and Methods

Setting and Population

Participants were recruited face-to-face using conve-
nience sampling from 2 pediatric clinics run by the
Academic Model Providing Access to Healthcare
(AMPATH) in Eldoret, Kenya. AMPATH represents a
long-standing collaboration between Moi Teaching and
Referral Hospital (MTRH), Moi University School of
Medicine, and a consortium of North American academic
institutions.'*?° Eligible participants included ALHIV
(ages 10-19years) and caregivers of ALHIV (age = 18).
An adolescent’s ability to participate was not contingent
on their caregiver’s enrollment and vice versa. To prevent
accidental disclosure, participants were excluded if the
adolescent was unaware of their HIV status.?!

Study Design

Participants were randomly assigned to 1 of 2 study
groups: questionnaire or focus group discussion (FGD).
Adolescents and caregivers only completed study proce-
dures with other adolescents and caregivers, respec-
tively. Participants in the questionnaire group completed
a series of questionnaires before and after viewing the 4
films. Pre-viewing questionnaires included the Stigma
in AIDS Family Inventory (SAFI)*? and an HIV/AIDS-
related stigma and discrimination scale.”* Immediately

after viewing the films, participants were asked to com-
plete the stigma and discrimination scale a second time,
to assess immediate changes in viewers’ attitudes and
beliefs about HIV-infection.

Participants in the FGD group participated in a semi-
structured post-viewing FGD led in Kiswahili by a
female, Kenyan research assistant with a master’s degree
in public health who was trained and experienced in
FGD facilitation. The research assistant did not have a
prior relationship with study participants, and partici-
pants were told she was conducting these FGDs as part
of a research project to better understand their perspec-
tives on the HIV Stigma Films. FGDs were held in a pri-
vate research office on the MTRH campus. Separate
guides were created by the authors for adolescent and
caregiver FGDs. They contained the same questions,
covering participants’ opinions on the films, perceptions
of the potential impact of the films on viewers, and
where and to whom they thought the films should or
should not be shown, but had minor differences in phras-
ing for the adolescent versus caregiver perspective.

At a 3-month follow-up visit, those in the question-
naire group completed the stigma and discrimination
scale for a third time and, if their caregiver had also cho-
sen to participate, adolescents were asked whether they
had noted any changes in their caregiver’s behavior
since their initial study visit. Those in the FGD group
participated in a second semi-structured FGD facilitated
by the same research assistant. Separate guides were,
again, created for adolescents and caregivers, with top-
ics covering perceived long-term impact of the films and
changes in participant behavior.

HIV Stigma Films

The narrative films—~Michael, Afiya, Mosi, and Joshua—
were collaboratively developed by faculty and students
at Indiana University-Purdue University Indianapolis
and the Indiana University School of Medicine in the
United States and Moi University in Eldoret, Kenya.®
Each film is approximately 10 to 15minutes in length
and tells the story of a Kenyan adolescent’s lived experi-
ences of HIV-related stigma and discrimination.
Storylines were informed by prior FGDs with Kenyan
ALHIV and their caregivers, as well as key informant
interviews with community leaders. Audio for each film
is in Kiswahili with English subtitles. The films are pub-
licly available online at www.hiv-films.org.

Measures

The questionnaires used in this study were administered
in either English or Kiswabhili, depending on participant
preference.
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Stigma in AIDS family inventory (SAFI). The locally devel-
oped and validated SAFI questionnaires were adminis-
tered to participants in the questionnaire group of the
study prior to viewing the films (Supplemental Files 1
and 2).?2 These 13- and 11-item measures for caregivers
and adolescents, respectively, assess both perceived
stigma and prior experiences of HIV-related stigma and
discrimination.

HIV/AIDS-related  stigma and discrimination scale. A
22-item HIV/AIDS-related stigma and discrimination
scale was administered to participants in the question-
naire group prior to viewing the films, immediately
post-viewing, and at 3-month follow-up (Supplemental
File 3).% Its items are divided into 3 subscales—Shame,
Blame, and Isolation; Discrimination; Equity. The
10-item Shame, Blame, and Isolation (Shame) subscale
measures participants’ level of agreement with stigma-
tizing statements about HIV-infection. The 8-item Dis-
crimination subscale asks participants about the forms
of discrimination faced by people living with HIV in
their community. The 4-item Equity subscale assesses
participants’ attitudes regarding how people with HIV
should be treated compared to those not living with HIV.
Originally developed and validated for use with adults
in Thailand and Zimbabwe, items from this scale have
since been used successfully in other sub-Saharan Afri-
can settings.?* However, the tool has not been validated
in Kenya, specifically. The measure was translated from
English to Kiswahili by a trained, bilingual research
assistant and independently back translated to English
by a second research assistant to ensure the conceptual
equivalence of items prior to its use.

Ethical Approval and Informed Consent

This study was approved by the Indiana University
School of Medicine Institutional Review Board in
Indianapolis, Indiana, USA and the Institutional Research
Ethics Committee at the Moi University School of
Medicine and MTRH in Eldoret, Kenya (approval num-
ber 0001831). Written informed consent was obtained
from all participants over the age of 18years and from
legally authorized caregivers of minor participants under
the age of 18 years. Written assent was obtained from all
adolescent participants under the age of I18years.
Participants were reimbursed 500 Kenyan shillings
(approximately 5 USD) for each study visit.

Analyses

Descriptive statistics, including participant characteris-
tics, participants’ prior experiences of HIV-related stigma
and discrimination as evaluated on the SAFI, and mean

subscale scores on the HIV/AIDS-related stigma and dis-
crimination scale, were calculated using SPSS Statistics
Version 25 software. Likert scale responses to items on
the stigma and discrimination scale were coded from 1 to
5 such that higher scores were indicative of greater dis-
agreement with stigmatizing statements related to HIV-
infection and statements regarding the forms of
discrimination faced by people living with HIV.
Positively phrased items were reverse coded. Cronbach’s
alpha values were calculated to explore subscale internal
consistency in this population. Independent t-tests were
conducted comparing adolescent and caregiver scores at
each timepoint. Paired #-tests were conducted comparing
participants’ pre-viewing and post-viewing scores and
pre-viewing and follow-up scores.

Audio recordings of the FGDs were transcribed and
translated to English. Transcripts were qualitatively
coded by 2 authors and thematically analyzed using
Dedoose.?® Initial codes were developed deductively
from FGD guides. Transcripts were then iteratively
coded with additional codes and sub-codes derived
inductively from transcript content. Consistency
between coders was checked at multiple stages of the
coding process. Data saturation was achieved by the end
of data collection, as new codes ceased to be identified.
Emergent themes were identified, and representative
quotes are provided in the results.

Results

Participant Characteristics

Fifty-seven ALHIV and 50 caregivers of ALHIV partici-
pated in the initial study visit (Table 1). The number of
individuals who were approached but declined to par-
ticipate was not tracked. The average age of adolescent
participants was 15years (range 11-19), with 70% iden-
tifying as female. The average age of caregiver partici-
pants was 43years (range 18-66years), with 82%
identifying as female. Forty-three adolescents (75%)
and 32 caregivers (67%) returned for a follow-up visit.
The timing of the follow-up visits coincided with the
2017 election disputes in Kenya, which contributed to
the observed attrition rates.?

Questionnaire Group

Few adolescents reported prior experiences of HIV-
related stigma and discrimination compared to caregiv-
ers (Table 2). Despite this, 89% reported it was important
to hide their HIV status from others and 80% reported
that their caregiver felt similarly. Both adolescents and
caregivers reported that HIV-related stigma had had a
negative impact on their mental health.
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Table |. Participant Characteristics.

Urban Rural  Avgage at Adolescent Attended
Avg age Male Female Single Married residence residence disclosure attends Employed follow-up
Study group (year) (%) (%) (%) (%) (%) (%) (year)  school (%) (%) (%)
Adolescents (N=57)
Questionnaire I5 11 @3l)24(69) 35(100) 0(0) 15(43) 19(54) 12 32 (91) 0(0) 22 (63)
(n=35)
FGD (n=22) 15 6 (27) 16 (73) 22 (100) 0 (0) 9 (41) 8(36) 12 21 (95) 0(0)  22(100)
Caregivers (N=50)
Questionnaire 43 I (4 22(96) 7(30) 14(61) 6(26) 10(43) 12 21 91) 8 (35 16 (74)
(n=23)
FGD (n=27) 42  8(30) 19(70) 6(22) 20(74) 5(19) 20(74) I 25(93) 10(37) 16 (59)
Table 2. SAFI Results for Questionnaire Group Participants.
SAFI questionnaire items Frequency of reported “Ever Happened” (%)
Adolescents (N =35)
Lost friends due to HIV status 2(5.7)
Called names/bullied/insulted due to HIV 1 (2.9)
Experienced discrimination at home due to HIV 1 (2.9)
Experienced discrimination in neighborhood due to HIV I (2.9)
Experienced discrimination at church due to HIV 0 (0)
Experienced discrimination at clinic due to HIV 0(0)
Experienced discrimination at school due to HIV I (2.9)
Experienced discrimination at another place due to HIV 0 (0)
Lost financial support/work due to HIV 0(0)
Lost social support due to HIV 0 (0)
HIV stigma has made me feel stressed/anxious 5(14)
HIV stigma has made me feel depressed/saddened 7 (20)
Choose not to play with others or go places due to HIV I (2.9)
Feel it is important to keep HIV status secret 31 (89)
Caregiver feels it is important to keep my HIV status secret 28 (80)
Future and hopes have changed in a negative way due to HIV 2(5.7)
Delayed taking meds so others do not see 8 (23)
People in community think HIV is dirty/immoral/shameful
No one thinks 22 (63)
A few people think 8 (23)
Most people think 5(14)
Caregivers (N=22)
Negatively judged due to child’s HIV 7 (32)
Isolated/avoided due to child’s HIV 6 (27)
Called names/insulted due to child’s HIV 8 (36)
Experienced discrimination at home due to child’s HIV 5(23)
Experienced discrimination in neighborhood due to child’s HIV 3 (14)
Experienced discrimination at church due to child’s HIV 2(9)
Experienced discrimination at clinic due to child’s HIV I (5)
Experienced discrimination at work due to child’s HIV 2(9)
Experienced discrimination at another place due to child’s HIV 0 (0)
Lost financial support/work due to child’s HIV 4 (18)
Lost social support due to child’s HIV 6 (27)
HIV stigma has made me feel stressed/anxious 7 (32)
HIV stigma has made me feel depressed/saddened 7 (32)
Not allowed child to play with others or go places due to child’s HIV 2(9)

(continued)
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Table 2. (continued)

SAFI questionnaire items

Frequency of reported “Ever Happened” (%)

People in community think HIV is dirty/immoral/shameful
No one thinks
A few people think
Most people think
Child is isolated/avoided due to HIV
Child has been called names/bullied/insulted
Child has experienced discrimination at home
Child has experienced discrimination in neighborhood
Child has experienced discrimination at church
Child has experienced discrimination at clinic
Child has experienced discrimination at school
Child has experienced discrimination at another place
HIV discrimination affected child socially
HIV discrimination affected child emotionally
HIV discrimination affected child’s education
Child’s future and hopes changed in a negative way

10 (45)
7 (32)
5(23)
2(9)
4(18)
()
3(14)
()
0(0)
0(0)
()
209
5(23)
209
2(9)

Table 3. Mean Total and Subscale Scores on the HIV/AIDS-Related Stigma and Discrimination Scale at Each Timepoint.

Shame, blame, and social

Study group isolation (SD) Discrimination (SD) Equity (SD)
All participants (n=29)
Pre-viewing 43.2 (2.6) 31.6 (8.1) 18.7 (2.1)
Post-viewing 429 (2.5) 28.8 (8.0) 18.7 (2.3)
Follow-up 44.4 (1.6) 36.5 (2.7) 19.8 (0.8)
Adolescents (n=17)
Pre-viewing 43.6 (2.2) 332 (7.6) 19.8 (1.0)
Post-viewing 433 (2.2) 29.9 (6.7) 18.5(2.7)
Follow-up 44.2 (1.9) 36.9 (3.3) 19.6 (1.1)
Caregivers (n=12)
Pre-viewing 42.6 3.2) 29.3 (8.6) 17.1 2.4)
Post-viewing 42.3 (3.0) 27.2 (9.6) 18.8 (1.6)
Follow-up 44.7 (1.0) 35.8(1.3) 20 (0)
Total possible 45 40 20

At baseline, participants endorsed high levels of dis-
agreement with stigmatizing statements related to HIV-
infection (Shame, a=.660, and Equity, a.=.388, subs-
cales) and statements regarding the forms of discrimina-
tion faced by people living with HIV (Discrimination
subscale, a.=.799) (Table 3). To achieve an acceptable
Cronbach’s alpha for the Shame subscale, one item was
removed for the purposes of our analyses (original
a.=.270). Removal of any individual item did not result in
improvement in internal consistency for the Equity sub-
scale. Compared to caregivers, adolescents endorsed sig-
nificantly greater disagreement with items on the Shame,
#27)=2.82, P=.013 and Equity, #27)=3.68, P=.003,
subscales at baseline. At the immediate post-viewing and
follow-up timepoints, there were no significant differ-
ences in scores between adolescents and caregivers.

Immediately post-viewing, adolescents endorsed sig-
nificantly greater agreement with items on the
Discrimination subscale, whereas caregivers had no sig-
nificant changes in scores but trended toward greater dis-
agreement on the Shame and Equity subscales (Table 4).
At follow-up, adolescents had no significant changes in
scores from pre-viewing and caregivers endorsed signifi-
cantly greater disagreement with items on all subscales.

In addition, 70% of adolescents whose caregiver also
participated in an initial visit reported that their care-
giver’s behavior toward them had changed over the past
3months. The reported behavior changes were exclu-
sively positive and included increased encouragement
of medication adherence, decreased fear of sharing food
with the adolescent, and more frequent expressions of
respect and of greater hope for the adolescent’s future:
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Table 4. Mean Differences in Total and Subscale Scores on the HIV/AIDS-Related Stigma and Discrimination Scale From
Pre-viewing to Immediate Post-viewing and Pre-viewing to 3-Month Follow-up.

Shame, blame, and social

Study group Timepoint isolation (95% Cl) Discrimination (95% ClI) Equity (95% ClI)

All participants Pre to post 0.30 (-0.96, 1.57) -2.83 (-5.24, -0.42)" 0.00 (—1.26, 1.26)
(n=29) Pre to follow-up 2.03 (0.81, 3.25)" 4.86 (1.82, 7.90) 1.10 (0.18, 2.03)"
Adolescents Pre to post -0.52 (-1.65, 0.61) -3.29 (-5.40, —1.18)" -1.24 (-2.76, 0.29)
(n=17) Pre to follow-up 0.67 (-0.39, 1.72) 3.71 (-0.27, 7.68) -0.18 (-0.95, 0.60)
Caregivers Pre to post 1.75 (=1.24, 4.74) =2.17 (-7.74, 3.40) 1.75 (-0.21, 4.06)
(n=12) Pre to follow-up 4.42 (1.97, 6.86)" 6.50 (1.16, 11.84)" 2.92 (1.40, 4.44)"

Positive changes are indicative of a greater disagreement with subscale items at the second timepoint.

*P<<.05.

“After watching the films, my caregiver [now] takes to
me with helpful words, like I will live longer and. . .will
always make it wherever I go. He treats me with respect
at home.” One adolescent reported that their caregiver
had stopped using corporeal punishment.

FGD Group

Seven initial FGD visits (3 adolescent; 4 caregiver) and
5 follow-up FGD visits (3 adolescent; 2 caregiver) were
held. Group sizes ranged from 6 to 8 participants for
caregivers and 7 to 8 for adolescents. FGDs ranged from
30minutes to 1 hour in length.

Potential impact of the films. Throughout post-viewing and
follow-up FGDs, caregivers and adolescents reported
believing the films would have a positive impact on others
in their communities. Participants noted that they would
correct misinformation, increase “love” and decrease
“hate” directed toward those living with HI'V, and decrease
HIV-related stigma and discrimination (Table 5). Caregiv-
ers frequently mentioned improvement in HIV testing
rates as another potential positive outcome.

Participants also highlighted the ways in which the
films would directly impact people living with HIV, sug-
gesting they would give them hope, help them to feel
less alone in their experiences, and provide encourage-
ment for medication adherence (Table 5). While many
foresaw a positive impact, some suggested that stigma
reduction interventions were unnecessary.

Actual changes in attitudes, beliefs, and/or knowl-
edge. Immediately post-viewing, many caregivers and
adolescents expressed that the films changed some of
their own attitudes, beliefs, and/or knowledge about
HIV-infection in positive ways (Table 5). At follow-up,
adolescents and caregivers reiterated this belief and
shared positive lessons they had learned from the films,
such as that medication adherence is important, no one

should discriminate against another person, and every-
one is equal. However, a minority of the adolescents and
caregivers revealed that the films had reinforced the
importance of keeping one’s HIV status a secret and
expressed fears they would become the victim of HIV-
related stigma and discrimination themselves.

Actual changes in behavior. At follow-up, some adoles-
cents and caregivers reported that viewing the films had
led to a change in their own behavior, including
improved medication adherence for adolescents and, for
caregivers, changes in how they treat their child living
with HIV (Table 5). Some caregivers also noted behav-
ioral changes in their adolescent after watching the
films, such as decreased self-isolation. Likewise, some
adolescents noted behavioral changes in their caregiv-
ers, such as reminding them to take their medications
and providing them with more food.

Acceptability and recall. The portrayals of stigma and dis-
crimination in the films were reported to be accurate by
both caregivers and adolescents and true of the experi-
ences of people living with HIV in western Kenya. Par-
ticipants suggested that the films should be shown
widely, especially in their communities, schools, and
churches, and would be appropriate for a variety of audi-
ences. At follow-up, many continued to recommend
wide dissemination of the films. Many were also noted
to accurately recall several details of the films, though
some did struggle to recall the films’ content or made
inaccurate statements about their storylines.

Discussion

The results of this exploratory pilot suggest that the HIV
Stigma Films show promise as an intervention to reduce
HIV-related stigma, especially among caregivers of
ALHIV. Caregivers’ scores immediately post-viewing
trended toward greater disagreement with stigmatizing
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Table 5. Focus Group Discussion Themes and Representative Quotes.

Theme

Representative quotes

Potential impact of
the films

“It is also a lesson to everybody to stop discriminating other people. They will see that it is a disease
like any other and that people who have the disease need care. They need love and care. So at
least it will help people have a better attitude toward the affected.” (Caregiver)

“It will also remove stigmatization from those children who have been affected, because, when you
look at the film[s] that we have watched, they have realized that they are not alone. . .they have
their agemates who. . .have the same problem. . .” (Caregiver)

“It will encourage them, because, if someone discriminates you, just know that you have a friend that

you can encourage one another. Like Joshua, his grandmother encouraged him to continue taking
the drugs. Afiya was encouraged by Lydia to continue taking the drugs. Michael, when his uncle
arrived, he encouraged his brother who was Michael’s father. For Mosi, his friend helped him.”

(Adolescent)

“In our society, most people have learned about these issues. . .so there is no need to show the
films. The people have learned not to isolate.” (Adolescent)

Actual changes in
attitudes, beliefs,

and/or knowledge another person.” (Caregiver)

“They made me think a lot. Even when | will get another person’s child in that state, | will be
encouraging him or her because that is what has gotten into my heart. It will make me encourage

“We should not hate them. We should stay tighter and play together like a brother and sister. If he
or she brings you some work for help, you just help him or her nicely. You should not leave him or

her to struggle.” (Adolescent)

“Even if people have HIV, they are all the same.” (Adolescent)

“Even that one of mine was happy about it. When we got home, she said; ‘Grandma, so there are
bad people who can do such bad things to other children like that? May God help me so that | will
not be doing that to my brother?. . .We should be working together without discriminating each

)

other.”” (Caregiver)

“| see that it teaches that. . .if someone knows about [my HIV status], he or she will start
looking down on me. There are those who do not know and will think that | will infect them.”

(Adolescent)

“Joshua taught me that it is not a must that everybody should know about it. [My HIV status] should

be a secret.” (Adolescent)
Actual changes in
behavior

“When | serve food, | increase the one for that child [with HIV] compared to the rest.” (Caregiver)
“My mother never used to remind me to take drugs, but she is reminding me right now. She buys

me snacks, because, when | take those drugs, the drugs drain me of my energy.” (Adolescent)

statements on the stigma and discrimination scale. At
3-month follow-up, caregivers endorsed significantly
greater disagreement with items on all subscales.

These findings are consistent with studies of other
media-based and educational-entertainment interven-
tions that have demonstrated promise in reducing HI'V-
related stigma.'*!>!® However, much of this prior work
has not followed participants after the immediate post-
intervention period to gather data on potential long-term
impact. Qualitative data from adolescents at 3-month
follow-up suggest that many observed positive changes
in their caregiver’s behavior after their caregiver’s ini-
tial visit. These behavioral changes included increased
encouragement of medication adherence and decreased
engagement in discriminatory behaviors. Many caregiv-
ers likewise reported in FGDs that they felt their atti-
tudes and beliefs about HIV-infection and behavior
toward their child had changed for the better.

Greater agreement with items on the Discrimination
subscale was observed in both adolescents and caregivers

immediately post-viewing. The items on this subscale ask
viewers the extent to which they agree or disagree with
statements about the forms of discrimination people living
with HIV face in their community. Thus, this finding is
likely reflective of the films’ success in raising participants’
awareness of HIV-related stigma and discrimination.
Unlike caregivers, adolescents’ scores on the Shame
and Equity subscales trended toward greater agreement
immediately post-viewing. While the magnitude of this
change was relatively small and statistically insignifi-
cant, it is possible that the films served as a reminder of
youths’ painful experiences of HIV-related stigma and
could have increased their negative beliefs about them-
selves and other ALHIV in the immediate post-viewing
period. Despite many adolescents reporting positive
changes in their attitudes and beliefs about HIV-infection
in post-viewing FGDs, some reported they found the
films distressing, as they increased their concern that
they themselves would become the victims of HIV-
related stigma and discrimination. In addition, the lack of
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previous validation of the HIV/AIDS-related stigma and
discrimination scale for use with adolescents may also
have influenced these results. While further work is
needed to better understand these findings, they do
underscore the importance of ensuring that the HIV
Stigma Films are accompanied by appropriate supportive
services and educational materials for ALHIV viewers.

There were no statistically significant differences in
scores for adolescents between pre- viewing and follow-
up. However, adolescents started with high levels of dis-
agreement with items on the scale, leaving little room
for improvement. Caregivers had endorsed lower levels
of disagreement at baseline, which improved at follow-
up and became like that of adolescent participants.
Similarly, adolescents reported prior experiences of
HIV-related stigma and discrimination at a lower fre-
quency than caregivers on the SAFI. This finding is con-
sistent with the results of another study of Kenyan youth
living with HIV and their caregivers using the same
questionnaire.””> One possible explanation is that youth
may be reluctant to report their prior experiences of
HIV-related stigma and discrimination and any negative
attitudes and beliefs about HIV-infection, as keeping
these private may serve as a self-protective strategy.?>?’
Youth may also have experienced less discrimination
over their lifetime than adults.

Prior to viewing the HIV Stigma Films, most adoles-
cents within the questionnaire group endorsed that it was
important that they kept their HIV status a secret and that
their caregivers felt similarly. Some caregivers and adoles-
cents shared in post-viewing FGDs that the films had rein-
forced this belief, as well as fears that they would become
the victims of HIV-related stigma and discrimination.
Consistent with observed changes in Discrimination sub-
scale scores post-viewing, this finding probably results
from increases in participants’ awareness of the forms of
stigma and discrimination faced by Kenyan ALHIV. HIV-
related perceived stigma, the belief that others hold stig-
matizing beliefs and may or will discriminate against you
for your HIV status, can be one of many factors influenc-
ing a person’s adherence to antiretroviral medications and
their decision to disclose their HIV status to others.?83
These findings highlight the importance of the need for
additional work to better understand the impact of the HIV
Stigma Films on perceived stigma and viewers’ beliefs
related to HIV status disclosure.

Analyses of our qualitative data reveal that the films
were generally viewed as acceptable and memorable.
Participants reported that the films had positively changed
their own attitudes and beliefs about HIV-infection, that
they anticipated the films would have a positive impact
on their communities and on people living with HIV, and
that they would recommend the films be shown widely.

They also noted that the films had led to important posi-
tive behavioral changes, such as improved medication
adherence and decreased self-isolation for adolescents
and, for caregivers, increased encouragement of their
child’s medication adherence, increased sharing of food
with their child, and more frequent expressions to their
child of respect and of greater hope for their child’s future.

Limitations

This pilot work was exploratory in nature and did not
include a control group or adolescents not living with
HIV. Further work to establish the HIV Stigma Films as
an effective intervention to reduce HIV-related stigma
and discrimination, such as through a large, randomized
control trial, is needed to demonstrate that our quantita-
tive findings would not have been observed by simple
repeated administration of measures over time. Second,
our study was vulnerable to social desirability bias,
which may have led participants to respond in more
desirable ways and exaggerate the positive impact of the
films. The participants we recruited receive care at the
same clinics and, therefore, may have known each other
prior to the study, possibly influencing their responses.
Third, while the HIV/AIDS-related stigma and discrimi-
nation scale has been validated with adults in other con-
texts, it has not been validated in Kenya or for
adolescents, which may have impacted our results.
Finally, our participants were recruited by convenience
sampling, and most identified as female, which may
limit the generalizability of these results.

Conclusions

The HIV Stigma Films may show promise as an inter-
vention to reduce HIV-related stigma and discrimination
in western Kenya, especially among caregivers of
ALHIV. Our results highlight the potential positive
impact of the films on viewers’ behaviors and attitudes
and beliefs about people living with HIV, as well as their
potential negative impact on HIV-related perceived
stigma. Further work through larger trials is needed to
better understand the short and long-term positive and
negative impacts of the films on viewers.
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