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Abstract

Background: With the bulk of global sickle cell disease (SCD) research primarily
focusing on high-income/low-burden countries, countries such as Uganda continue to
report the highest rates of SCD as a result of this inequity. Three out of four of those
affected worldwide are born in sub-Saharan Africa (Macharia et al., 2018). The primary
goals of the study are to address the current research gap in the acceptability and
teasibility of SCD interventions among youth in Kalangala, Uganda by understanding
1) the efficacy of various education modalities to improve SCD knowledge among
adolescents, 2) changes in health behaviors, self-perception, and family planning among
adolescents after SCD education interventions, and 3) the impact of SCD-related stigma
on willingness to access SCD screening, treatment, and knowledge. Youth stakeholders
are the primary target population of this study. Youth stakeholders provide a unique
perspective apart from their adult counterparts, as this demographic starts to consider
the interconnectedness of individual health, family planning, and health access.
Methods: Sixty-five stakeholders contributed to a total of 18 interviews (8 focus group
discurssion; 10 in-depth interviews). The study incorporated an applied thematic
analysis for all interviews to assess knowledge and perceptions of SCD, facilitators and

barriers to SCD services, and outlooks on individual and family health.
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Results: Due to COVID-19 restrictions, this study was permitted to complete in-depth
interviews and focus group discussions among youth. Analysis revealed that
participants were not aware of the pathology of SCD, but were familiar with the social
and health implications of having SCD. The most frequent facilitators and barriers
included: access to SCD education; stigma; community engagement; and economic
barriers.

Conclusions: Findings from this study indicate potential areas for further engagment
with youth stakeholders through health interventions that offer education in SCD
pathology, and available services in order to mitigate the effects of SCD in a low-
resource and vulnerable area. In addition, there is a need to address stigma and
misconceptions in SCD, which requires a multi-sectoral and interdisciplinary approach
that engages all community stakeholders. This study can inform future SCD

interventions among youth members in Kalangala, Uganda.
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1. Introduction
1.1 Background

Sickle cell disease (SCD), a monogenic disorder, is a major global public
health concern (Tsuubira et al., 2018). Of an estimated 312,000 annual global
births, 75% occur in sub-Saharan Africa, where, as a neglected non-
communicable disease (NCD), it contributes to 50-80% of SCD disease patients
dying before adulthood (Makani et al., 2011). In 2020, two of the leading global
health research funders, the National Institutes of Health and the Bill & Melinda
Gates Foundation, invested over $200 million towards the development of
affordable, gene-based cures (NIH, 2019). With the bulk of global SCD research
primarily focusing on high-income/low-burden countries, countries such as
Uganda continue to report the highest rates of SCD as a result of this inequity,
with three out of four of those affected worldwide born in sub-Saharan Africa
(Macharia et al., 2018).

As new technologies for screening and testing become increasingly
available, there is an urgent need to study SCD in Africa in order to determine

the acceptability and feasibility of these new interventions.



From 2014-2019, the Uganda Sickle Surveillance Study (US3) documented
an increased national prevalence of sickle cell trait (13.3%) and disease (0.7%); the
tirst national-level study on sickle cell trait and disease in Africa of this scale
(Hernandez et al., 2020). US3 obtained punch samples from dried blood spots
collected from HIV-exposed infants, in part of the national Early Infant Diagnosis
programme. While no evidence suggests that there is a systemicatic bias between
HIV exposure and the inheritance of sickle cell trait or disease, the study
acknowledges these methods as a potential limitation. Of the 324,356 children
(aged 0-24 months) screened, the overall prevalence of SCD was 9.7%
(Hernandez et al., 2020).

People living with SCD in Uganda are often stigmatized and experience
discrimination, which can lead to isolation from family and community members
and can exacerbate societal challenges (Tusuubira et al., 2018). The lack of SCD
resources in Uganda has led to misconceptions and undiagnosed/untreated
illness, deepening the disparity among underserved population, and research

related to SCD education efficacy and perception among youth remains low.



1.2 Study Objectives

The overall purpose of this descriptive study aims to investigate the
effectiveness of SCD education outreach programs through arts-based and
community-engaged methods, and how increased awareness may affect health-
seeking behaviors, family planning, and self-perception among youth in
Kalangala, Uganda. The primary goals of the study are to address the current
research gap in the acceptability and feasibility of SCD interventions by
understanding 1) the efficacy of various education modalities to improve SCD
knowledge among adolescents, 2) changes in health behaviors, self-perception,
and family planning among adolescents after SCD education interventions, and
3) the impact of SCD-related stigma on willingness to access SCD screening,
treatment, and knowledge.

Figure 1 shows the initial timeline of the study, with a projected date for
SCD education programs. Due to ongoing COVID-19 restrictions, activities
concerning Phase 2 (Figure 2) will be pursued once safety of participants and
research personnel are ensured, with a strikethrough on the projected start date

(November 2021). Thereby, this report includes data from Phase 1 of the study



(Figure 2). Potential outcomes of this study are an increased community

engagement in SCD and decreased stigma; thus, positively impacting the lives of

people living with SCD and promoting community health.

Obtain approvals from
ethical review boards for
all research activities
(Phase 1 and Phase 2)

v

July 2021 August 2021

Recruitment for
research activities

Conduct SCD education
Data collection programs
(FGDs and IDIs) *contingent upon
COVID-19 protocols
September 2021 October 2021 ST AT
Projected: June 2022
Complete data
collection and
transcribing;
commence data
analysis

Figure 1. Initial and projected (in red) timeline of study
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Figure 2. Research design of Phase 1 and Phase 2 activities



2. Methods
2.1 Overview

This is a cross-sectional qualitative study with an exploratory design, and
incorporates community-based participatory research (CBPR) practices. CBPR is
recognized as an effective approach to address complex health inequities;
particularly emphasizing a strong engagement with community stakeholders
(Coombe et al., 2020). Studies report that communities where members were
more informed about SCD were also more positive towards screening (Green et
al., 2016). This study incorporated a formative design to gather stakeholder
perspectives that will later inform the curriculum and design for youth education
outreach programs (Gittelsohn, et al., 2006).

Phase 1 Description (Completed November 2021):

Interviews and Focus Group Discussions: Conduct in-depth, semi-
structured interviews and focus group discussions among youth participants to
explore their ideas about SCD (i.e. facilitators and barriers to SCD testing,
outlooks on future family planning, impact of SCD-related stigma).

Phase 2 Description (contingent upon COVID-19 restrictions and protocols)



Education-outreach program:

Students will participate in an after-school education program designed in
collaboration with local community health workers from Kalangala
Health Center IV (KHCIV). Prior to participating, students will take a
survey (Appendix ]J) to measure their current understanding and
perceptions of SCD. The curriculum will involve modules concerning SCD
knowledge, current perceptions, and stigma. Students will participate in
activities and discussions led by the research assistant and a community
engagement coordinator. Upon completion of activities, students will

complete a post-survey.

Community-outreach program:

Youth community members will take the same survey prior to starting
activities. Participants will receive a modified version of the curriculum,
as this program will be arts-based (Photovoice), and discuss topics
concerning SCD knowledge, current perception, and stigma. Participants
will use photos taken from a previously-produced Photovoice project

created from January 2021 to April 2021 by a university student from



Kalangala with SCD. Photovoice groups will engage in discussions led by
the research assistant (EN and/or SHB) and a community engagement
coordinator from KHCIV. Upon completion of activities, participants will
take a post-survey.

Phase 1 incorporates focus group discussions (FGDs) and in-depth
interviews (IDI) among youth participants enrolled in secondary school and/or a
member of a community youth group to explore indicators related to facilitators
and barriers to testing, and outlooks on their individual health their future
family’s health. Phase 2 incorporates Photovoice. Photovoice is a novel approach
within participatory research, particularly healthcare research and interventions,
and utilizes series of photos and descriptions that requires community
engagement and participation in order to gain perspectives on illness experiences
(Stegenga et al., 2013).

2.2 Setting

This study is set in the Kalangala District of Uganda, located in southern-

central Uganda, and is comprised of 84 islands on Lake Victoria with an

estimated total population of 57,000 residents (Uganda Bureau of Statistics, 2015).



Primary economic activities include fishing and farming. The District currently
has 15 health facilities (2 health centers, 6 health center IllIs, and 7 health center
IIs) (Kalangala District Local Government, 2021). The Sickle Cell Clinic at the
Kalangala Health Center IV (KHCIV) is a regional health center in the town of
Kalangala, with an estimated population of 5,000 (Kalangala District
Government, 2021). The Sickle Cell Clinic was established in 2015 by Joel

Kibonwabake.

2.3 Research Team

The collaborating research team is based in Kalangala Town, and are
directly affiliated with the Sickle Cell Clinic at KHCIV. Joel Kibonwabake is the
ophthalmic clinical officer and chief clinician of the clinic, and serves as the
senior Uganda-based collaborator on this project. Joel Kibonwabake and the
Principal Investigator of this study, Kearsley Stewart Ph.D., have collaborated in
research projects concerning HIV/AIDS and SCD in Kalangala District since 1996.
Ssemanda Brian Herbert (SBH) is the lead research associate of the project.
Ssemanda Brian Herbert is pursuing his Bachelor’s in Biomedical Laboratory

Technology at the University of Kisubi in Kampala, Uganda, and he is the initial



contact for the Kalangala Laboratory at KHCIV. Ellen Namagembe is a
Bachelor’s student at Makerere University in Kampala, Uganda, pursuing a
degree in Business. Ellen Namagembe is the research assistant for the study. All
personnel are from Kalangala, and provide invaluable contributions to the study
with their experiences in SCD research, SCD healthcare, and community
engagement. Primary research responsibilities of research personnel include
preparing and executing the study design, protocol, qualitative research
activities, and analysis.
2.4 Participants

The research team based in Kalangala, Uganda interacted directly with
emancipated children/minors at the two community research sites: secondary
schools and community interest-group (such as church choir or soccer team).
Section 2.5.2 defines the requirements to be considered an emancipated minor.
To be considered for the study, participants were expected to fulfill specific
inclusion criteria. Below are the criteria for the study populations.

Inclusion criteria for in-depth interviews/focus group discussions:

10



- Secondary school student enrolled in a participating school in Kalangala,
Uganda OR member of a youth community group based in Kalangala,
Uganda

- Participants must be above the ages of 14 and able to provide informed
consent

Exclusion criteria for in-depth interviews/focus group discussions:

- Not meeting one or more of the inclusion criteria listed above

2.5 Procedures
2.5.1 Sampling

Using a snowball sampling technique, the collaborating research team at
the Kalangala Health Center IV Clinic contacted youth and student leaders well-
known in the community. Next, they requested suggestions for additional youth
with whom to share the study’s informational flyer that outlined the study’s
purpose, requirements, and contact information for interested participants. The
collaborating research team at the Kalangala Health Center IV Clinic recruited
youth community members from pre-existing choirs and soccer clubs to
participate in the study. Upon notifying youth and student leaders about

interviews and focus group discussions, research personnel included information
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on an optional workshop that youth participants can choose to opt-in or opt-out
(Phase 2 of study). Phase 2 of the study will be conducted in June 2022.

As a qualitative research study, this study incorporates purposive
sampling and will not have a fixed sample size prior to data collection, as it is
dependent on available time, resources, and youth interest (Guest et al., 2012).
The study will aim to have equal enrollment of participants and the sample size
for each group will be capped at ~20 students, subject to change depending on
youth engagement and interest. Statistical sampling or randomization will not
used for data analysis for the community engagement outreach programs.
Participants will be identified using snowball sampling techniques based on
insight from health care providers from health clinics and SCD stakeholders
within the community, and while there will not be a fixed sample size, Phase 2
will aim to enroll ~40 participants.

2.5.2 Consent Process

Uganda’s National Guidelines for Research Involving Humans

(UNGHRP) defines mature and emancipated minors as individuals between the

ages of 14-17 years and are considered self-sufficient. Mature and emancipated

12



minors are permitted to provide informed consent upon research approval from
Uganda’s ethics committee (NIH, n.d.). In this study, participants aged 14+
provided their own consent. All participants had the ability to sign their name;
however, reading comprehension varied depending on the participant’s
education level.

Uganda’s National Population and Housing Census defines illiteracy as
“lack of the ability to read and write with understanding in any language.”
According to the census conducted in 2014, the literacy status rate in the
Kalangala District was 28 percent among person aged 10 years and above
(Uganda Bureau of Statistics, 2017). All secondary students had adequate reading
comprehension and provided informed consent. Some community youth
members had lower educational attainment with low levels of reading
comprehension. In these cases, verbal consent was necessary. Thus, participants
were offered written consent forms to sign; however, given the varied education
levels of the participants, oral consent was offered as the default for all

prospective participants. Research assistants verbally read consent forms and all

13



community members provided oral consent. Participants were offered the option
to provide written consent as well.

Prior to the formal consent process with participants, youth and student
leaders were provided copies of consent forms for all activities, so they could
review the forms and disseminate to prospective participants. The informed
consent process for all prospective participants was conducted in the local
language, Luganda, or English if the participant preferred, and all opted for
Luganda. Research assistants explained the details of the document and the
study, introduced the study, answer questions, and ensured that the participant
understands that their participation is completely voluntary, and refusal to
participate, or later withdrawal, would not affect their relationship with the
clinic, school, community group, or place-of-work. Upon introduction to the
study and completion of the recruitment process, a participant that was 14 years
or older, and expressed interest in participation completed a consent form
document, or provided verbal consent. Once completed, both the participant and
the research team maintained copies of the signed forms for their records, while

information sheets were provided to those who provide consent verbally.
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2.5.3 Study Instruments

The three primary sources of data collection for this study are as follows:
in-depth interviews (IDIs); focus group discussions (FGDs); pre- and post-
questionnaires. Triangulation research refers to the incorporations of a variety of
data sources and methods in order to gain a comprehensive understanding of
certain health phenomenon (Carter et al., 2014). This study incorporates method
triangulation and data source triangulation, which is frequently used in
qualitative studies, and can include various types of interviews, observations,
and field notes among different groups of people to gain multiple perspectives
(Carter et al., 2014).

This study reports data collected from IDIs and FGDs (Phase 1). IDIs
allow for flexibility and responses that are less influenced by surrounding
perspectives. FGDs were incorporated in the qualitative research design in order
to explore social and health phenomena, as it has the potential to elicit data on
cultural norms and concerns among a subgroup (Stalmeijer et al., 2014). FGDs
also have the potential to reduce the power dynamics among the participants

and educators by allowing moderators to adopt various roles in order to
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encourage the discussion, particularly pertinent among youth participants who
may be shy or insecure about discussing health-related topics. Responses and
engagement can both be limited and/or expanded, depending on the dynamics
and interactions among participants; however, FGDs have the potential to
produce multiple perspectives (Carter et al., 2014).

Pre- and post- surveys are the primary instrument for the education
outreach, with the survey design based on a previous study concerning SCD
perceptions, knowledge, stigma, and personal experience in Uganda (Tusuubira
et al., 2018). Further, as exemplified in Figures 1 and 2, Phase 1 will inform Phase
2 curriculum. Prior to the start of the program, participants will take a pre-test,
which will involve modules that target current SCD knowledge, stigmas, and
understanding. Indicators will include family planning, social and cultural
beliefs, and individual perception. SCD educators and health advocates from
Uganda will lead the outreach programs; most likely from the Kalangala Sickle
Cell Clinic. The post-survey will be administered upon completion of the
programs, and changes will be measured by the research team to determine the

level of effectiveness of the two education programs and how each has affected
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adolescent perceptions on SCD. For the pre- and post- survey design instrument,
analysis will be measured based on changes in questionnaire responses. This
instrument comprises multiple modules that have a mix of quantitative (on a 5-
point Likert scale) and qualitative components, and statistical analysis will be
used for the quantitative components of the questionnaire.

Research collaborators in Uganda conducted a total of 10 FGDs and 8 IDIs
in Luganda. Interview guides for both IDIs and FGDs followed the same
structure (Appendix J): Part 1 gauged participant experience with SCD, and SCD
is regarded in the community; Part 2 inquired about SCD testing (perceptions,
knowledge, and status); Part 3 discussed how participants understand “health”
and their future family’s health. Guides and demographic questions were
developed in reference to a previous study concerning SCD stigma and
discrimination in secondary schools in Uganda (Tusuubira et al., 2019). Sharifu
K. Tusuubira, the Primary Investigator of the study, was directly contacted by
the primary researcher of this thesis (Jeehae Nam) to obtain permission to adapt
their study’s questionnaire. For the purpose of this study, and with consideration

to participant knowledge and comfort levels, questions were broader in order to
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gain a baseline of current knowledge and perception of SCD among youth who
may not be familiar with SCD, with opportunities to expand on previous
statements with suggested, pre-determined probes.
2.5.4 COVID-19 Protocols

COVID-19 protocols prohibited the continuation to Phase 2, as secondary
school closures and indoor, large group gatherings directly interfered with
research activites; however, research activites for Phase 1 were permitted. All
research activities were required to abide by COVID-19 protocols to ensure
participant and research personnel safety. Upon arrival, participants were
screened for fever, and provided masks and hand sanitizer. Seating was
arranged in a socially distant manner. In the informed consent process,
researchers noted that some participants were uncertain about wearing a mask

throughout the study, as there were almost no COVID-19 cases in their
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communities at that time. However, after an explanation of COVID-19 health
concerns and the study’s mandatory requirements, all participants obliged.
2.5.5 Interview Field Notes

In respect to COVID-19 safety protocol, all interviews were conducted
outdoors. Interviews were conducted from August 2021 to October 2021, during
Uganda’s rainy season. Thus, some interviews were rescheduled to a later time
or date if the rain interfered. However, this was more difficult with focus group
discussions, as some participants had limited time due to work, or obligations
outside of the study. Interviews took place at various surrounding sites in the
Kalangala District, along with Kalangala Town. Research collaborators, who are
also affiliated with the Sickle Cell Clinic worked with a community health
worker from the Village Health Team (VHT) for recommendations. VHTSs consist
of community health workers mobilized by Uganda’s Ministry of Health to
encourage communities to participate in health-related decisions and health
programs, and to strengthen health service delivery at the household and rural
level (Kozuki et al., 2018). Some participants referenced a friend or classmate to

be considered as a participant upon completion of their interview.
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Field notes mentioned that some participants were nervous and concerned
about not knowing much about SCD; potentially saying an “incorrect” answer.
Participants in FGDs were sometimes more outspoken than others, and
participants often asked questions out of curiosity of a similar health topic, or to
learn more about SCD. When asked about relationships and family planning,
some participants were shy and/or slightly reluctant to share when among a
larger group, and research collaborators encouraged participants to only share
what they are comfortable with disclosing.

2.6 Analysis

2.6.1 Data Collection

A total of 18 interviews were conducted: 8 FGDs; 10 IDIs. Data collected
from interviews, such as digital voice recordings captured on recording devices,
were transferred on encrypted password protected laptop computers equipped
with antivirus software that is regularly updated, as well as antitheft protection,
and then transferred to Duke Box, a cloud-based storage and collaboration
service for all Duke University students (Duke University, n.d.). Upon

confirmation of transfers, audio tapes were deleted from the voice recorders.
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2.6.2 Translation and Transcription

All interviews were audio recorded by study personnel and with consent
from participants. Audio files were translated by research assistants (SHB and
EN) from Luganda to English. Field notes and summaries were provided with
each transcript. A second researcher reviewed transcripts to ensure accuracy of
audio recordings and interview field notes.

2.6.3 Codebook Development

A preliminary codebook was developed after an initial reading of the
interviews, andidentified potential themes that may appear based on the
prepared interview guides. Four primary thematic nodes were created based on
each part of the guide, with sub-nodes to represent further specifications under
structural nodes (Appendix M-N). All researchers (Table 1) involved with coding
reviewed codebook materials prior to coding and each received 3-5 interviews to
code. Secondary researchers were trained in the codebook and NVivo coding.
The primary coder (Jeehae Nam) coded all 18 interviews (8 FGDs; 10 IDIs).
Researchers were instructed by the primary coder in preliminary coding to learn

and determine ideal coding practices in order to ensure that only relevant
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content would be included in the inter-coder reliability. The codebook was
collectively updated by the primary coder, with suggestions from researchers
from their observations.

Table 1. Primary and secondary researchers responsible for codebook
development and coding

Jeehae Nam Currently studying Global Health at Primary Coder
Duke University
Afreen Ashraf Currently studying Biology, Global Secondary Coder

Health and Sociology at Duke University

Maya Wilson Currently studying Global Health at Secondary Coder
Duke University

Vivien Wambagu Currently studying Global Health at Secondary Coder
Duke University

Arthi Vaidyanathan = Currently studying Biology, Global Secondary Coder

Health and Chemistry at Duke University

2.6.4 Codebook Definitions

¢ Knowledge of SCD: The participant's baseline understanding of SCD, such
as effects, diagnosis, and treatment, how it is transmitted, impacts on the
person, etc.; includes: general facts about SCD but also services offered in
community
o Testing: The participant's knowledge/attitude to accessing and

receiving SCD testing
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o Available Services: The participant's knowledge of services

available and offered within their community

o Comparing SCD to other biological illnesses (i.e. HIV; Malaria):

Conflating the biology of the diseases; applying knowledge from
community interventions to SCD access/knowledge

e Challenges of Accessing SCD services: Challenges or barriers for young

people accessing SCD services

o Healthcare worker interaction/attitudes: Perceived or experienced

interactions with and attitudes of healthcare workers

o Power dynamic: Stated difference in between the client and the

service provider (i.e. age; status)

o Wait-time at clinic: How long the client must wait at the clinic

before receiving care
o Stigma: Perceived or experienced pressures/judgement or
discomfort; how people are treated with SCD

o Lack of Education: Mention of lack of awareness towards available

services or SCD learning
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o Economic Barriers: Any and all mentions of financial or logistical

limitations of accessing SCD treatment/testing

¢ Facilitators to access SCD services: Examples that participants cite as

facilitators to overcoming challenges to accessing SCD services

o Community-based interventions: Interventions specifically hosted

via the community, in non-clinical settings
o Attractions: Integrating music or dance into SCD service offering to
attract participants; OR any incentive to participate - t-shirts, caps,

food/snacks

o Peer to peer support: Having a more equal/balanced age difference
between client and provider

o Broad targeting: Ensuring that all age ranges are recruited for SCD

services
o Education: Any forms of education or awareness about SCD
services, knowledge about the disease, testing, etc. offered

¢ Individual + Family Health: Perceptions of "good health", and factors that

influence family-building
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o Relationships: To explore the possible connection to one’s
tamilyhood as an extension of personal health and the impact one's
health has on relationships (i.e. marriage, having children, etc.);
important factors that influence choosing a partner (i.e. if partner
has SCD)

o Access to Health-related Resources: Relevance of

treatment/resource availability, specifically in the context of future
children/family

o Personal health status: If interviewee has ever been tested for SCD;

if interviewee would want to know test results; feelings related to
SCD testing; includes if people should know their SCD status

2.6.5 Kappa Scores

This study calculated two sets of Kappa scores for each set of interview
types: FGDs and IDIs. Kappa scores of 0.91 (FGDs) and 0.87 (IDIs) were achieved
upon conducting a coding comparison query between primary and secondary

researchers.
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2.7 Ethical Considerations
2.7.1 Review Boards

This research first received institutional review board (IRB) approval from
Duke University. Upon receiving Duke IRB clearance, the approved protocol was
submitted to the Central Public Health Laboratory (CPHL) in Uganda, also
referred to as Uganda National Health Laboratory Services (UNHLS). Once
receiving CPHL approval, the study requested a review from the Uganda
National Council for Science and Technology (UNCST) for approval. UNCST is
responsible for primarily coordinating and overseeing all activities with the
laboratory sector in Uganda, including reviewing all research protocols for their
scientific merit, safety, and ethical appropriateness (NIH, n.d.). The Duke IRB
approval protocol number is: 2021-0456. The UNHLS approval protocol number
is: UNHL-2020-4. The UNCST approval protocol number is: SS520ES (Appendix

A-B).
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2.7.2 Potential Risks and Benefits

This study presents minimal risk of harm or discomfort while
participating in educational outreach activities or surveys. All research personnel

were required to adhere to local COVID-related policies.
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3. Results
3.1 Overview

Tables 2 and 3 show the breakdowns and percentages of coded thematic
nodes for FGDs and IDIs. A total of 358 codes were identified for FGDs and a
total of 259 codes were identified for IDIs. Key informant interviews explored
baseline SCD knowledge, and the potential facilitators and barriers to SCD
testing based on perception and experience, and gathered insights on youth
perceptions on self, family, and relationships. Participants had varied knowledge
about SCD, and the majority of responses referenced interactions or observations
with people they either know, or have interacted with, from their communities.
Participants were aware of health services, mostly related to HIV/AIDS testing
and treatment, which was discussed throughout interviews.

Among FGDs, challenges to accessing SCD services were cited the most,
followed by knowledge of SCD, outlooks on individual and family health, and
potential facilitators to accessing SCD services. Among IDIs, challenges to
accessing SCD services were cited the most, followed by knowledge of SCD,

potential facilitators to accessing SCD services, and outlooks on individual and
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family health. Each thematic node is accompanied by a series of sub-node
themes, such as stigma, peer-to-peer support, personal health, education,
attractions, broad targeting, and power dynamics (Appendix L). Every interview
discussed individual and family health, and participants shared personal
experiences and perspectives on current health needs, access, and resources.
There is minimal variability among responses in both FGDs and IDIs, with the
exception of discussions concerning relationships, as participants in the FGDs
were able to engage with peer respones. Results and discussion for each
interview type are combined, and interview types are specified alongside each

quote.
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Table 2. Breakdown of coded thematic nodes and sub-nodes among FGDs

Thematic Node
Knowledge of SCD
Comparing SCD to
other related illnesses
Testing

Available services

Challenges to
Accessing SCD
services

Stigma

Lack of education
Economic barriers
Healthcare worker
interaction

Power dynamic
Wait-time at clinic

Facilitators of
accessing SCD
services
Community-based
interventions
Educational resources
Peer-to-peer support
Broad targeting
Attractions

Individual and Family
Health

Personal health status
Access to health-
related resources
Relationships

Code (n=358)

31
37

23
5
96
8

32
28
26

108

12

23

18

15

73

26

25

25
81

30

Percent of Node
32.29%
38.54%

23.62%
5.21%

7.41%
29.63%
25.93%
24.07%

7.41%

2.78%
2.78%

16.44%

31.51%

24.66%

20.55%

6.85%

6.17%

32.10%
30.86%

30.86%

Overall Percent
8.66%
10.34%

6.42%
1.40%
26.82
2.23%

8.94%

7.82%

7.26%
2.23

.84%
.84%
30.17%
3.35%

6.42%

5.03%
4.19%
1.40%
20.39%
1.40%

7.26%
6.98%

6.98%
22.62%



Table 3. Breakdown of coded thematic nodes and sub-nodes among IDIs

Thematic Node Code (n=259) Percent of Node Overall Percent
Knowledge of SCD 26 40.00% 10.04%
Comparing SCD to 17 26.15% 6.56%
other related illnesses
Testing 17 26.15% 6.56%
Available services - - -
65 - 25.10%
Challenges to 5 1.93% 6.76%
Accessing SCD
services
Stigma 28 37.85% 10.81%
Lack of education 21 28.38% 8.11%
Economic barriers 16 21.62% 6.18%
Healthcare worker 3 4.05% 1.16%
interaction
Wait-time at clinic 1 1.35% 0.39%
Power dynamic - - -
74 - 28.57%
Facilitators to 6 9.84% 2.32%
accessing SCD
services
Community-based 14 22.95% 5.41%
interventions
Peer-to-peer support 13 21.31% 5.02%
Educational resources 12 19.67% 4.63%
Broad targeting 7 11.48S 2.705
Attractions 5 8.20% 1.93%
61 23.55%
Individual and Family 4 6.35% 1.54%
Health
Access to health- 22 34.92% 8.49%
related resources
Personal health status 22 34.92% 8.49%
Relationships 15 23.81% 5.79%
63 - 24.32%
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3.2 Description of Sample

Participant demographics for each interview type (focus group discussion;
in-depth interview) are presented in Table 4.

Table 4. Age and gender demographics

Age
Participant Category (n) Range Male Female
Focus Group Discussion 54  15-27 28 26
In-Depth Interview 11 14-24 6 5

Participants represented a diverse group of religions, ethnic groups, and
levels of education. There was a smaller sample of informants among IDIs (n=10).
One interview was conducted with 2 participants, hence accounting for why
there are 10 interviews, but 11 total participants. The following table represents
participant demographics from FGDs (n=8) and IDIs (n=10):

Table 5. Demographics of all participants

Religious Ethnic Highest Level Marital Occupation
Affiliation Group of Education Status
FGD 1 unreported 1 unreported 8 Primary 47 Single 39 N/A
(n=8)
1 Anglican 41 Muganda = 40 Secondary 7 Married = 1 Farming
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7 Muslim 1 Muteso 1 Technical 1 - 1 Tailor

Institute
10 Protestant = 1 Lugbara 5 University - 2 Saloon
35 Catholic 2 Musoga - - 5
Restaurant
- 3 Mugishu - - 6 Fishing
IDI 1 unreported = 1 unreported 7 S1 11 Single 2
(n=10) Motorcycle
drivers
1 Advent 1 Mukiga 252 - -
4 Protestant 1 1S3 - -
Munyankole
6 Catholic 8 Muganda 155 - -

The secondary school system in Uganda lasts six years, starting at Senior 1
(51) through Senior 6 (56) (Hassan, 2020). The school level listed in the IDI arm is
the level of education that the participant is currently enrolled in, or achieved
prior to unenrolling. FGD participants classified under the “Secondary” category

range from those who are/have: 1) currently enrolled in secondary school; 2)

33



graduated from secondary school; 3) received secondary school education, but
did not complete and no longer enrolled. Majority of participants from both arms
identified as Catholic and single. Muganda is the most represented ethnic group,
which is representative of Kalangala District’s demographic. Considering the age
range of the participants and limited job opportunities in Kalangala, most
participants are not formally employed.
3.3 Knowledge and Perceptions of Sickle Cell Disease

Each interview began by gauging the participant’s baseline knowledge in
SCD. Observations, perceptions, and awareness surrounding SCD experience
were also considered under this thematic node. Many participants were aware of
SCD and its experience based on their interactions, observations, and
relationships with individuals with SCD living in their communities or attending
the same schools. While the pathology of the disease was not well known
throughout the interviews, many participants were aware that SCD required
some form of medical attention; whether that involved medication, drips, and
warm jackets and clothes. Participants often made direct connection between

SCD and those who are “stunted,” have smaller bodies than their peers, and are
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frequently ill. Participants cited knowledge different types of medication and
health seeking behaviors for SCD, such as:
Interviewer SBH: [On participant’s experience with a person
living with SCD] So how did they [the family] manage that child’s
illness?
Respondent [FGD: Female, Age 22]: Could be drips because they

would go [to the clinic] and spend some time there, like the whole day.
She always gives her tablets, but I don’t know about them.

Some participants were aware of the genetic nature of SCD, though the
majority did not mention, or know, the specifics. Many participants have
received sensitization to HIV/AIDS and have knowledge in HIV/AIDS testing,
treatment, and prevention. Interviews often discussed similarities and/or
differences to the HIV/AIDS illness experience; mentioning that when they get
tested for HIV/AIDS, they will also ask for SCD screening. Some participants
shared barriers to SCD, comparing it to HIV/AIDS:

Respondent [FGD: Female, Age 17]: “I have never seen anybody
staging [sensitization or counseling] around for sickle cell testing like

it is for some other diseases like HIV where health workers stage in the
community and test people for free of charge.”
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Despite lacking a form of formal sensitization (i.e. from school,
community health worker, community health intervention) about SCD, many
participants still had observational and experienced-based perceptions of SCD.
For example, participants often shared sentiments similar to:

Respondent [FGD: Male, Age 23]: “Cold weather would treat him
badly and you would see him shivering, and he would be taken to hospital
immediately. They would cover him and you would see him return. He
would go back to his normal ways.”

Some participants shared observations from community members caring for

their family member who has SCD, similar to:
Respondent [FGD: Female, Age 24]: “I always see them rushing that

child at Kalangala health facility on a weekly or monthly basis when he is
badly off ,and even today I saw them with their daddy rushing the baby to

the health center.”

When the sub-node testing was coded, it was often from responses that
exhibited an understanding that a form of testing and screening is necessary to
confirm a SCD diagnosis; however, many did not know where they could seek
testing. A cross-cutting theme to the challenges to accessing SCD services,

participants shared how:
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Respondent [FGD: Female, Age 24]: “The way its contracted or
transmitted is not known, we can’t even tell its signs and symptoms to
push us for testing.”

3.3.1 Conflating SCD with Other llinesses

Respondents frequently cited HIV/AIDS when discussing the importance
of knowing one’s personal health status, along with their future romantic
partners’. Some respondents emphasized the similarities and differences with
SCD and HIV/AIDS knowledge, health-promotion activities, and access.
Participants shared:

Respondent [FGD: Male, Age 20]: You see, sickle cell disease is not like
HIV, since HIV doctors come and put posters that show people you have
to test for HIV. This is not the case with sickle cells. The other thing, people
with HIV come and stage somewhere for sensitization. They say we are
going test people, and people get to know their status. You always leave
once you are told that you are positive or not, but still, this is not the case
with sickle cells. So, if a doctor doesn’t show me what I have to do, then
what is left for someone like who doesn’t know anything? How will 1
understand it?

Respondent [IDI: Female, Age 17]: I think since sickle cells isn’t a
common disease, and people don’t know about it, similar to HIV when it
had just been found and people didn’t know about it. People thought you
would contract it through a hand shake. If people are taught about SCD,
they will understand, and I think they will not isolate people with SCD
anymore. For example, the boy I told you about- He was first isolated,
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but when we got to know about SCD, we started loving him in his
condition.

3.4 Challenges to Accessing SCD Services: Cross-cutting
themes

3.4.1 Overview

Challenges to accessing SCD services included potential misconceptions
that could discourage a participant from seeking or knowing about SCD services.
For example, participants who did not think that it is possible to pass the sickle
cell trait to future children, particularly if they do not have SCD, were coded
under this thematic node. In addition, participants who did not have knowledge
in SCD, and therefore, unaware of potential services were coded under this
thematic node. Responses sub-coded as stigma and misconceptions involved
misinformed knowledge about SCD transmission (i.e. rumors throughout the
community that someone who had SCD was due to their involvement with
witchcraft), and isolating from a person with SCD. Many participants cited
isolation among people with SCD, whether it was a form self-isolation, and/or

intentional isolation from classmates and community members. Respondents
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shared how some students were treated badly due to their physical conditions,
and only later did respondents become aware of the student’s SCD status from a
teacher or adult-figure:
Respondent [IDI: Male, Age 19]: “It’s the teacher that told us because
students would accuse him and also talk about him, so we were
eventually told his problem and we got to know about it, and we stopped
isolating him.”

Responses involving concerns with confidentiality and healthcare worker
interaction were often based on previous experiences, whether that was having
low trust in healthcare workers (i.e. breaching patient confidentiality and sharing
HIV/AIDS status) and/or misinformation from healthcare workers. Participants
shared concerns about patient confidentiality, similar to:

Respondent [FGD: Female, Age 17]: “But still even health workers
themselves don’t keep client’s information confidential, immediately you

move out of their rooms they start discussing about you with the
friends.”

3.4.2 Economic Barriers

In addition to questions concerning SCD knowledge and awareness of

services, respondents also discussed aspects of navigating the healthcare system
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in relation to access and affordability. As noted, respondents recognized the need
for additional education and advocacy towards SCD testing; however, they
highlighted issues in addressing this gap. Respondents shared concerns on
economic barriers, such as perceived expenses and costs for treatment.
Transportation was also a notable barrier as some health centers were further in
distance from participants’ communities. Participants shared:

Respondent [FGD: Male, Age 20]: “The testing services are not
accessible for one to test because we need to travel to Masaka hospital,
which is very far and costly in terms of transport, since our near health
centers don’t provide the service.”

Lack of knowledge and opportunities to learn about SCD were frequently
cited as a barrier to accessing SCD resources.

Respondent [FGD: Female, Age 24]: Yes, our health facilities don’t
test for sickle cells. When you go there, unlike other illnesses, someone
may have headache and fever then gets tested for malaria, but sickle
cells is not tested and no one gives it a thought. So, I think because
sickle cells isn’t always painful, I think that could be the reason to why
people don’t test for it.

Respondent [IDI: Male, 17]: What I think is some people have not
tested because they take the disease as that that can’t be tested because
honestly there are many diseases that are tested or those that need
testing for example people mostly know HIV, but sickle cells many
people are ignorant they don’t know whether it is tested.
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3.5 Facilitators to Accessing SCD Services: Cross-cutting
Themes

Responses coded as facilitator to accessing SCD services involved
advocating for more community-based interventions in the form of health
sensitization and community mobilization, supporting those with SCD through
interpersonal relationships, and targeting a broad range of demographics (youth
to elderly population). Participants emphasized community-based interventions,
like counseling among groups and within communities:

Respondent [IDI: Female, 20]: “Yes, counseling them and forming
community groups through which people with SCD can be supported or
easily have assistance. And also having village health teams assist those
people.”

In relation to community-based interventions, broad targeting and
education resources in the form of radio and/or radio were mentioned, along
with recruiting prominent members of the community, such as the local
chairman, to ensure that SCD dissemination reaches all demographics.

Respondents also mentioned involving health-based organizations who can

assist VHTs, as they likely have more funding to support community-based
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interventions. Participants emphasized how the community should be sensitized
to SCD by VHTs first, and then offered SCD testing and screening. Some
participants also shared aspects of timeliness and obligations (i.e. work and/or
caring for family) that may inhibit SCD health-seeking behaviors.

Respondent [FGD: Male, Age 23]: “Teaching should happen on the
first day, then after you can test them, and also immunize them. But,
when you influence them to come for sensitization or teaching, and
then let them go, it may be hard for you to gather them back again so it
can be better to do all things at once.”

Throughout interviews, participants often cited a form of a peer-to-peer
support network among those who have SCD and those who do not. In
particular, themes of motivate, hope, and encourage, and providing resources were
present throughout coded texts:

Respondent [IDI: Male, Age 171: “Since you may find them [people
with SCD] isolated, we have to give hope by counseling others on
SCD, so that those with SCD don’t feel abandoned.”

Respondent [FGD: Female, Age 21]: “Especially in cold weather they
have to be given warmers like jackets. You have to keep encouraging and
giving hope to these people even if they are not going to get cured as this
motivates them to take their medicines...instead of demoralizing and

letting them down by reminding them of their sickness which deepens
their insecurities, and even makes them hate their lives and refuse the
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available medication, but if given that small extra care they feel
motivated and think they can live like others.”

In addition to peer-to-peer relationships, participants recommended

having healthcare workers with SCD to also provide care for SCD patients:

Respondent [FGD: Female, Age 22]: Some time back my sister with
HIV was getting treatment from Mildmay Uganda Kajjansi hospital
and I happened to accompany her to the hospital for a refill but I
realized the health workers their organized themselves in a way that the
HIV positive health workers are meant to take care of the HIV positive
patients and indeed provided the needed extra care whole heartedly
since they are sharing the same experience and the same can work well
for sickle cell

Respondent [FGD: Male, Age 20]: To add on to that, the health
workers with sickle cells will give extra care than the health workers
who have not gone through the suffering and don’t know how it real
feels to have sickle cells.

Funding was also cited among respondents as a potential facilitator to

increasing awareness and response to SCD.

Respondent [FGD: Male, Age 20]: The government should invest
money in sickle cells and people get tested for free as it is for HIV
because even it doesn’t not care about sickle cells. We should have non-
government organization to handle sickle cells the way it is for HIV
because we cannot fail to get funders they will come.

43



3.6 Individual and Family Health
3.6.1 Overview

All interviews asked participants questions concerning individual and
family health. As noted, questions concerning individual and family health were
asked in Part 3 of the interview, following Parts 1 and 2 which were more
specifically about SCD knowledge and awareness. This ordering may have
influenced participant responses. For example, most participants mentioned the
importance of testing for HIV/AIDS when seeking a partner, which is reflective
of Uganda’s nation-wide efforts on decreasing HIV/AIDS transmission. Some
participants cited the importance of testing for SCD before choosing a partner,
which may might have been influenced from the interview.

Due to the nature of IDIs and FGDs, participants from the FGDs shared
insights that were, at times, more in-detail than responses from IDIs, as
respondents had the opportunity to engage with other responses and ideas.
Participants from both types of interviews emphasized healthy nutrition,
protecting oneself from disease contraction and transmission by knowing one’s

health status, and access to health-related resources, like medication and a
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reliable health center. Many responses were coded in combination with 1 or
more sub-nodes, such as: personal health status and access to health-related
resources; personal health status and relationships; etc. In particular, participants
frequently mentioned HIV/AIDS when responding to questions under Part 3.
3.6.2 Individual Health and Relationships

Responses related to the respondent’s personal health emphasized the
importance of adequate nutrition and regular doctor check-ups. For example,
respondents cited the importance of knowing one’s HIV/AIDS status and
knowing their future partner’s HIV/AIDS status. Respondents emphasized the
importance of health throughout interviews, particularly the importance of
knowing one’s HIV/AIDS status. Many participants emphasized the importance
of their future partner’s character (i.e. disciplined, intelligent, respect, etc.). Some
respondents highlighted their future partner’s education level (i.e. being well-
educated), while a few mentioned the importance of being financially
independent so that they can provide for their future family. While respondents
mentioned HIV significantly more than SCD during this portion of the interview,

regular testing and check-ups at the doctor’s to maintain one’s health were
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frequently mentioned. Thus, there is opportunity to address SCD among this

demographic.
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4. Discussion
4.1 Overview

This study explored the current baseline of SCD knowledge and
perceptions among youth participants in Kalangala, Uganda. As stated, this
thesis reports on activities from Phase 1, as analysis from Phase 1 will inform
Phase 2 activities when permitted and in compliance with COVID-19 guidlines.

The study’s target population were community members above the age of
14 who were either enrolled in a secondary school, and/or a part of a youth
community club. A research article published in 2019 investigated the
effectiveness of Uganda’s Sickle Cell Rescue Foundation (USCRF) among youth
participants in Uganda; one of the first and only studies directly pertaining to
Ugandan youth and SCD (Tusuubira et al., 2019). The justification for selecting
this target population is to address a particular research gap, as current literature
related to SCD in this region is predominantly among adult stakeholders, such as
community health workers, policy-makers, and/or teachers. Youth stakeholders

provide a unique perspective apart from their adult counterparts, as this
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demographic starts to consider the interconnectedness of individual health,
tamily planning, and health access.

Discussion of FGD and IDI responses are combined, as there is minimal
variability between the two types of interviews among responses. Unlike IDIs,
FGD participants were able engage with peer responses, and continue parts of
the discussion, which could have influenced participation negatively or
positively, such as being more shy or comfortable. Additionally, while
participant education demographics ranged (i.e. currently enrolled; no longer
enrolled; graduated), responses still did not differ significantly. In consideration
to the study’s sample size (n= 65), and across both interview types, sub-nodes
under “Challenges to accessing SCD services” were most commonly coded,
followed by the remaining thematic nodes with minimal difference among each
subtotal. Distinctions between thematic nodes and responses are discussed in the
following sections.

4.2 Ministry of Health and Civil Society

Uganda’s Ministry of Health (MoH) issued the Health Sector Strategic and

Investment Plan 2010/11-2014/15 in 2010, and indicated the need to “improve the policy
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environment for management of SCD” by: formulating SCD-related policies and
guidelines; building capacity to improve quality of sickle cell care among healthcare
workers; strengthening in-service training on SCD; establishing partnerships and
collaboration with key stakeholders (Ministry of Health, 2010). Indicators include
developing policy and guidelines on SDC, and establishing sickle cell clinics in 30% of
Regional Referaral Hospitals by 2015. However, in the most recent Strategic and
Investment Plan issued in 2020, SCD is briefly mentioned, with no specific guidance on
SCD policy and management. Despite the lack of substantial follow-up by the MoH,
efforts are still made towards SCD advocacy and services. In 2021, the MoH launched
the Centre of Excellence in SCD Management in the Lango region of Uganda, which
launched the newborn sickle cell screening program under the Newborn Screening and
Early Intervention in Africa Initiative (CPHL, 2021).

Civil Society Organisations (CSOs) are integral contributors to the provision of
healthcare services in Uganda. Uganda’s civil society landscape consists of ~14,000
registered non governmental organizations (NGOs), and many community members are
a part of mutual and community help groups (EWM]I, 2021). With community
stakeholders, this sector incorporates advocacy activities, education outreach,

counseling and palliative care, and community mobilization in health promotion
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activities, and aims to destigmatize illness (Shelley et al., 2020). Currently, there are
organizations, like the Sickle Cell Association of Uganda (SAU) and Sickle Cell Care
Foundation (SCCF) that advocate for the rights of sickle cell patients, and priotizes the
strengthening of stakeholder and development partnerships (oneSCDvoice, n.d.).
However, this study was unable to identify a consolidated list of all NGOs, in addition
to a full list of active SCD NGOs, in Uganda, which could be a valuable source of data
for future SCD strategic planning and enegament. While civil society remains critical in
the provision of healthcare, there is a need to address SCD through a multidisciplinary
approach; alongside Uganda’s government, private sector, civil society, and research

that prioritizes community engagement (McGann et al., 2017).

4.3 Addressing Stigma and Misconceptions
4.3.1 Overview

Uganda has a long history with previous and ongoing epidemics, such as
the HIV/AIDS epidemic in the 1980s (Kitara et al., 2020), and has been hailed as a
“success story” in combatting and significantly decreasing HIV/AIDS rates.
Respondents discussed the importance of HIV/AIDS testing, particularly in
respect to individual health status, along with the importance of knowing

HIV/AIDS status in a romantic relationship context. With consideration to
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Uganda’s significant response to the HIV/AIDS epidemic, the conflation between
SCD and HIV/AIDS can be expected, particularly as HIV/AIDS promotion
activities in Uganda is high among this demographic.

Stigma was the most common sub-node coded among FGDs and IDIs.
Health-related stigma is defined as the “social disqualification of individuals and
populations who are identified with particular health problems,” and
characterized by “social disqualification targeting other features of a person’s
identity through which limited access to services and other social disadvantages
result in adverse effects on health” (Weiss et al., 2006). Stigma and
misconceptions can serve as barriers to accessing health care, as it can influence
an individual’s health-seeking behavior. While many respondents recognized
that SCD can exhibit physical symptoms (i.e. yellow eyes; frequently injured;
stunted growth), they were not aware of the genetic aspect, or the likelihood of
their future children inheriting SCD/SCT if their parents carry the trait. Due to
this misconception, majority of participants have never been tested for SCD/SCT;
however, many shared how, after the study, they will seek testing. This indicates

a potential area for additional follow-up among youth to engage further with
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their interests concerning SCD testing. Yet, barriers to accessing such testing still
persists, such as low trust among the healthcare system and proliferated
misconceptions. Thus, there is potential to address multi-layered stigma by
promoting SCD awareness through education among various stakeholders, as
misinformed health promotion activities can produce inconsistent benefits when
it does not appropriately engage stakeholders to express their own goals and
values (Cloninger et al., 2013).
4.3.2 Combatting Stigma with Peer-to-Peer Interactions

While stigma against people with SCD is present among participants,
many respondents recognized mistreatment among their peers, and advocated
for positive peer-to-peer relationships to uplift people living with SCD.
Respondents elicited connections between mistreatment, mental health, and
physical health, and emphasized how increased SCD awareness could serve as a
facilitator towards improved treatment among people with SCD. In turn,
respondents noted how improved social treatment could encourage people with
SCD, along with their families, to continue adhering to their treatment, rather

than feeling alone, and discouraged from positive health-seeking behaviors.
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However, awareness and knowledge about SCD are significant components in
successfully combatting stigma, and improving social relations among people
with SCD.

A study conducted in the Butambala District (central region of Uganda)
assessed SCD knowledge and perception among secondary students, and
collaborated with Uganda Sickle Cell Foundation (USCRF) to evaluate the
effectiveness of “sickle cell clubs” (Tusuubira et al., 2019). USCRF has
collaborated with secondary schools for the promotion of behavior change, in
relation to stigma and discrimination. Similar to this research project, the
aforementioned study showed that there is a significant gap in sickle cell
awareness among secondary school students; however, the study indicated that
sickle cell clubs have a positive effect towards behavior change. Thus, there is
potential to facilitate positive health-seeking behaviors in SCD among schools

and communities through increased educational efforts.
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4.4 Health Promotion and Community Engagement
4.4.1 Overview

Kalangala’s unique geographic setting limits access to adequate and
timely healthcare delivery, and the current healthcare infrastructure is
overburdened by communicable and non-communicable diseases that require a
significant amount of time, resources, and capacity (Kalangala District Local
Government, n.d.). Village Health Teams, a national community health worker
program, were implemented in Uganda starting in 2002, and follow a “natural
helper model” (NHM) that emphasizes social and community interventions for
positive changes in health behavior (Turinawe et al., 2015). At the national-level,
VHTs are responsible for primary healthcare delivery, which include tasks, such
as home visiting, mobilization within the community to utilize health services,
health promotion activities, etc. At the rural-level, members of VHTSs are often
volunteers who meet Uganda’s Ministry of Health guidelines: must be above the
age of 18; a community resident; possesses the ability to read and write in the

local language; interest in health and development for the community (Turinawe
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et al., 2015). Of the 84 islands of Kalangala, 56 do not have access to a health
center, and Kalangala district does not have hospital (Kwiringira, et al., 2021).

Among rural communities, VHTs serve as the initial point of contact for
primary health services; however, given the significant gap between healthcare
need and delivery, VHTs are often overburdened, and unpaid/underpaid. As a
result, there are significant barriers to service access (i.e. transportation, staff
availability, irregular medical supplies, etc.). Strategies in community
engagement and appropriate healthcare promotion are crucial in order to
mitigate health disparities in low-resource areas.
4.4.2 Trust in Healthcare System

Based on responses from participants, there are varying levels of trust
within the healthcare system. As stated, participants expressed interest in testing
upon learning more information about SCD; however, some reluctance in testing
was still present, regardless of misconception. In particular, participants
expressed concerns over the lack of trust among healthcare workers to maintain
confidentiality. While mistrust was not directly related to SCD status,

participants shared the lack of patient confidentiality, particularly with
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HIV/AIDS status. The MoH aims to improve healthcare across all service
delivery areas. Uganda’s efforts to strengthen and scale up certain programs and
health initiatives (i.e. HIV and AIDS response) are often undermined by low
utilization of health services and perceived low quality of healthcare (Jaskiewicz
et al., 2016. Thus, mitigating issues concerning patient confidentiality and trust
can improve the quality of healthcare delivery.
4.4.3 Diverse Forms of Education

Given the diversity of education among youth participants, it is
imperative to offer various forms of education in order to ensure that all
stakeholders are engaged. While secondary students have an increased
opportunity to learn about SCD in a more formal setting (i.e. USCRF’s Sickle Cell
Clubs, teachers, etc.), the need to engage with youth stakeholders who are no
longer enrolled remains. Therefore, advocates, healthcare workers, and policy
stakeholders should consider appropriate education delivery, so that community
members are engaged with consideration to their educational backgrounds.

Participants discussed the importance of engaging with a range of

stakeholders, including the elderly population and leaders within a community.
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Community-Based Participatory Research (CBPR) is a research approach that
prioritizes the inclusion of marginalized communities in healthcare interventions
(Israel et al., 2013). While a community engaged (CE) approach to global health
research is increasingly common, there is limited knowledge on the types of CE
models, along with their effectiveness (Yuan et al., 2021). Phase 2 of this study
implements various models of SCD educational delivery with significant
consideration to the educational attainment among youth participants, and will
measure the impact of an arts-based intervention in comparison to a curriculum
that follows a traditional-based teaching (i.e. Educator teaching SCD with

educational resources, such as pamphlets and figures).

4.5 SCD Testing and Early Detection
4.5.1 Overview

Neonatal disorders, HIV/AIDS, and malaria are among the top 10 causes
of death in Uganda (CDC, 2021). SCD, a noncommunicable disease (NCD), is a
unique illness experience in comparison to other illnesses, and lessening the
impact of SCD on individuals and communities requires a comprehensive

approach in multiple health sectors beyond a cure, including treatment, testing,
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and prevention (World Health Organization, 2021). In 2006, the World Health
Organization (WHO) issued a report on SCD in the sub-Saharan African region,
and emphasized the need to improve sickle cell awareness, prevention, and early
detection (Ndeezi, et al., 2016). As noted, youth stakeholders provide a unique
perspective, and require varying needs different from their adult counterparts,
particularly as this demographic starts to consider the interconnectedness of
individual health, family planning, and health access.
4.5.2 Family Planning

Uganda’s Family Planning 2030 Commitment announced their
prioritization to scale up the use of modern family planning methods, and to
reduce the unmet need for family planning to 10% and increase modern
contraceptive use to 50% by 2030 (Family Planning 2030, 2021). Uganda’s
Demographic and Health Survey (DHS) 2016 reports on the demands for family
planning and healthcare services. Facilitators to SCD knowledge and services
among participants in this study included broad targeting, where respondents
shared learning or hearing about SCD through the radio, and other media, such

as the TV. Similiarly, the DHS reports that the radio is the most common source
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for family planning messages, followed by the television, and newspaper or
magazine (DHS Report, 2018).

The survey does not report on SCD testing services specifically; however,
it reports on coverage of HIV Testing Services, where 97% of women and 96% of
men between the ages of 15-49 know where to obtain an HIV test. A higher
proportion of women (85%) were more likely to have been tested for HIV than
men (73%), and 55% of women were tested for HIV and received their results in
the last 12 months prior to the survey (DHS Report, 2018). While increasing SCD
awareness and knowledge still requires a separate approach from HIV/AIDS,
there are unique interactions between the 2 diseases, as they are considered
endemics in overlapping geographic areas (Owusu et al., 2015). Like HIV/AIDS,
SCD response requires a multi-level and multi-sectoral approach that engages
with stakeholders at various areas; particularly in areas with high impact, such
as family planning among youth. Thus, there is potential to utilize current trends
and healthcare capacity among relevant endemic responses in order to facilitate

SCD awareness and knowledge.
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5. Conclusion
5.1 Overview

The objectives of this study aim to identify and assess the barriers and
facilitators to accessing SCD knowledges, testing, and services among youth
participants in Kalangala, Uganda. In-depth interviews and focus group
discussions were the primary source of data collection, and findings were
consistent across interview types and participant demographics. Findings show
that there is a need to address stigma and misconceptions in SCD, which requires
a multi-sectoral and interdisciplinary approach that engages all community
stakeholders. This study can inform future SCD interventions among youth
members in Kalangala, Uganda.

5.2 Future Research

The findings of this study report a need to address SCD stigma and
misconception among community stakeholders, particularly among youth, as
there is high impact among this demographic. In addition, communities can
benefit in future research that assesses healthcare delivery and access within a

rural, low-resource setting. As there is a lack of empirical evidence that
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demonstrates the educational value of arts-based approaches, preliminary
findings suggest a positive impact on adolescent educational, social, and
emotional outcomes. Future research can address this research gap by engaging
with communities on their current needs, and to implement appropriate health
interventions by applying information from needs-assessments. This study
advises future research to consider participant comfortability in discussions
concerning relationships while in a FGD, as youth participants may respond
negatively or positively to comments among their peers, or experience shyness.
Phase 2 of this study will investigate the effectiveness of various education
models concerning SCD.
5.3 Study strengths and limitations

The rationale for this descriptive study is to address the need to increase
SCD awareness among Kalangala youth, as this demographic starts to
contemplate their futures as parents. Phase 1 activities for the study were
conducted from June 2021 to November 2021. Due to COVID-19 restrictions and
regulations, Phase 2 activities is scheduled to commence in June 2022. Thus, this

thesis is limited to findings from Phase 1.
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While the study has minimal direct risks and benefits among participants,
there are limitations within methodology. Due to the nature of the interview
guides and the trajectory of questions asked, it is possible that responses in Part 3
were influenced by discussions from Part 1 and Part 2. However, because
knowledge in SCD remains low, participants primarily provided responses
outside the context of SCD in Part 3 questions.

This study utilized convenience sampling to enroll participants, which
may serve as a limitation. A convenience sampling can result into a
disadvantaged generalizability; however, studies show that homogenous
convenience samples have clearer generalizability relative to conventional

convenience samples despite the absence of probability sampling (Jager et al.,

2017).

5.4 Recommendations

Attitudes, beliefs, and knowledge concerning SCD among community
members have contributed to health-seeking behaviors- both negatively and
positively (Okwi et al., 2016). Increased SCD understanding and awareness

among the community can influence improved outcomes for individuals living
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with SCD, as existing knowledge gaps can exacerbate barriers towards SCD
testing and challenges for those living with SCD. Reducing barriers towards
testing for the general population can, in turn, improve the lived experiences of
people with SCD. As mentioned, Uganda’s MoH have made commitments
towards addressing and improving SCD healthcare provision, and Uganda’s
civil society has a critical role in current grassroot efforts. This study emphasizes
the need of a multidisciplinary approach towards SCD; one that continues the
involvement of Uganda’s government towards SCD strategic planning and
execution throughout all regions.

Current literature in Uganda include qualitative-based studies that
measure the effects of education outreach programs among adolescents
particularly addressing the negative attitudes towards persons with HIV/AIDS
(Tsai et al., 2015). Cross-sectional studies show that education along with HIV-
related knowledge is inversely associated with HIV stigma, and this association
influences approaches to HIV stigma reduction that relies on psycho-educational
strategies, such as information provision, counseling, and testimonials (Tsai et

al., 2015). The effects of various health promotion education programs are yet to
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be determined in the SCD context targeting Ugandan youth. Thus, this study
recommends community-based interventions in low-resource areas that assess
and respond to the current needs of communities in order to effectively engage

with community stakeholders.
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6. Appendices

Appendix A. Approval Letters

Dl ] kegc“’"’us 2200 West Maln Street, Sulte 710
§|N5T|TUT|ONAL REVIEW BOARD Durham NC 27705

UNIVERSITY!

June 14, 2021

Re:  FWA #: 00000265
Protocol Title: Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and
Treatment and Comparing the Ef [ ectiveness of Arts-Based vs. School-Based Community-
Engaged SCD Education Outreach Programs f or Adolescents in Kalangala, Uganda
Protocol ID: 2021-0456
Researcher(s): Kearsley Stewart, Jeehae Nam, Jaon Ac-T.umor, Afreen Ashraf, Cydney
Livingston, Arthi Vaidyanathan

To Whom It May Concern:

The purpose of this correspondence is to inform you that the protocol, “Assessing Facilitators and
Barriers to Sickle Cell Disease (SCD) Testing and Treatment and Comparing the Ef fectiveness of Arts-
Based vs. School-Based Community-Engaged SCD Education Outreach Programs [or Adolescents in
Kalangala, Uganda” has been approved, via expedited review procedures, through June 3, 2022, by the
Duke University’s Campus Institutional Review Board for the Protection of Human Subjects in Research.

Please contact me if you need additional information. I can be reached at brownrr@duke.edu or at
919-684-4769.

Sincerely yours,

@;u,‘g, MEQcee 5

Renee McQuaig, TRB Specialist
Campus Institutional Review Board

Duke University Campus Human Subjects Protections Program
2200 West Main Street, Suite 710, Durham, NC 27705
ors.duke.edu/research-with-human-subjects
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Uganda National Council for Science and Technology

(Established by Act of Parliament of the Republic of Uganda)

Our Ref: SS520ES 3 September 2021
CATHERINA NAZZIWA

Makerere University, Faculty of Veterinary Medicine
Kampala

Re: Research Renewal: Perspectives on Genetic Research and Curative Therapies for Sickle Cell Disease

This is to inform you that on 03/09/2021, Uganda National Council for Science and Technology (UNCST) reviewed and
approved progress report for the above study.

UNCST granted continuing approval valid until 24/08/2024. If however, it is necessary to continue with the study beyond the
expiry date, a request for continuation should be made to the Executive Secretary, UNCST.

Yours sincerely,

Samuel Barasa
For: Executive Secretary
UGANDA NATIONAL COUNCIL FOR SCIENCE AND TECHNOLOGY

LOCATION/CORRESPONDENCE COMMUNICATION
Plot 6 Kimera Road, Ntinda TEL: (256) 414 705500
P.O. Box 6884 FAX: (256) 414-234579
KAMPALA, UGANDA EMAIL: info@uncst.go.ug

WEBSITE: http://www.uncst.go.ug
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Appendix B. Student Consent Form to Participate in Research
Workshops

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and
Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based
Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda
Introduction
This research is being conducted by Duke University graduate student Jeehae Nam, of the
United States, Joel Kibonwabake, the head of the sickle cell disease clinic at Kalangala
Health Center IV, and two local university students, Ssemanda Hubert and Ellen Name.

Key Information

Why is this study being done?

The purpose of this study is to increase local awareness about sickle cell disease (SCD)
and to learn the best way to educate young people about sickle cell disease.

What will I be asked to do?

If you choose to participate in this study, you will participate in a one-day event (about
four hours) at [TBD location] with other students to learn and discuss topics on sickle cell
disease. The event will include a survey at the start and end of the workshop that will ask
for information about yourself and your knowledge about SCD.

Voluntary nature of participation:

Participation in this study is completely voluntary, meaning you should only participate if
you want to. If you choose to participate, you are still free to withdraw at any time for
any reason, and you can skip any questions that you prefer not to answer. Refusal to
participate or withdraw from the workshop will in no way affect your relationship with
the researchers or your school.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this workshop. We hope our
research will help us learn how to increase awareness about the disease. You may find the
four-hour time commitment to be inconvenient, and you can leave the workshop at any
time. Please note that although we will do everything we can to protect your information,
a breach in confidentiality is a risk to participation. Throughout the day, research
assistants Ellen Namagembe and Ssemanda Brian Herbert may take photos of the
education activities; however, they will not capture anyone’s face in the photos. Even
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still, please know you can decline to be photographed at any time and the research
assistants will respect your wishes.

Compensation:
There is no compensation for participation in this study. However, we will offer you
lunch while you participate in the study.

Confidentiality:

We will keep this signed consent form in a secure location separate from your responses.
A unique code

number will be assigned to all data we collect from you. All data will be stored in Duke
University’s

secure computer system. While the data we collect from this study may be presented at
scientific meetings, published in a scientific journal, or used for future research purposes,
your identity will never be revealed. The data we collect will be retained for up to five
years after the study is completed. Please note that photographs taken during the
workshop may be used in the future, such as presented in a public manner at conference
or publication. Although photos will not include your face, it is possible that someone
who knows you would be able to recognize you.

If you are interested in participating in a follow up interview or group discussion about
your perceptions of SCD, please provide your contact information to the research
assistant. Choosing to participate in this study, or providing your contact information in
no way obligates you to take part in the interview or group discussion. You will have a
chance later to decline or give your permission for those activities.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 011-256-

701-921-610, or 011-256-772-921-610 or by email at kibonwabake2008@gmail.com.
You may also contact Jeehae Nam by WhatsApp at +1 919-608-9810 or by email at
Dorothy.nam@duke.edu, Ellen Namagembe (+256 759 610203), Brian Benon Kyakua
(+256 783 483633) or Professor Kearsley Stewart by email at k.stewart@duke.edu. For
questions about your rights as a participant in this research study, contact the Duke
University Campus IRB at campusirb@duke.edu with reference to Protocol #2021-0456.

Statement of Consent
If you agree to take part in the study, please sign and date below.
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Participant’s Printed Name Date

Participant’s Signature
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Appendix C. Student Consent Form to Participate in In-depth
Interviews

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and

Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based

Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda

Key Information

The purpose of this interview is to learn about sickle cell disease perceptions among the
community and helpful ways to increase testing and treatment for sickle cell disease. This
study is being conducted by graduate student Jeehae Nam of Duke University, Joel
Kibonwabake, the head of the sickle cell disease clinic at Kalangala Health Center IV,
and two local university students, Ellen Namagembe (Makerere University) and
Ssemanda Brian Herbert (University of Kisubi). You are being asked to participate in a
30-45-minute interview about topics, experiences, and perspectives related to SCD. We
will ask your permission to audio record the conversation. Audio data will be transcribed,
and any information that could be linked to your identity will be removed from the
written copy. If you are interested in participating in an interview, please continue to read
this consent form.

What will I be asked to do?

If you choose to participate in this research, you will be asked to take part in an
interview. We will collect demographic information, such as your age, religion, and
education level. With your permission, the interview will be audio recorded and we will
also take hand-written notes. All recordings will be deleted 5 years after the study.

Voluntary nature of participation:

Participation in this study is completely voluntary. Once the study has begun, you are free
to leave at any time, and you can skip any questions you prefer not to answer. Refusal to
participate or withdraw from the study will in no way affect your relationship with your
school.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this research study. You may
find the time commitment to be inconvenient, and you are free to leave the interview at
any time for any reason.
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Confidentiality:

We will keep this signed consent form in a secure location separate from your responses.
A unique code number will be assigned to all data we collect from you. All data will be
stored in Duke University’s secure computer system. Data we collect from this study that
is not linked to your identity may be presented at scientific meetings or used for future
research purposes. Any excerpts from transcripts used will not be attributed to
individuals. Audio recordings will be securely stored for up to 5 years after study
completion. Other study identifiable information will be destroyed one year after study
completion. Data collected that is not linked to your identify may be made public or used
for future research purposes. We will not share your responses with your school. We will
retain a key that links your identity to your study number up to 5 years after study
completion, and may use your contact in formation to reach out to you for a possible
follow up interview. Please note that just because you agree to be interviewed now does
not obligate you to participate in any future research activities.

Compensation:
There is no compensation for participating in this study.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 701-921-610, or 011-256-772-921-610 or by email at
kibonwabake2008@gmail.com. You may also contact Jeechae Nam by WhatsApp at +1
919-608-9810 or by email at dorothy.nam@duke.edu, Ellen Namagembe (+256 759
610203), Brian Benon Kyakua (+256 783 483633) or Professor Kearsley Stewart by
email at k.stewart@duke.edu. For questions about your rights as a participant in this
research study, contact the Duke University Campus IRB at 919-684-3030 or
campusirb@duke.edu protocol #2021-0456.

Statement of Consent
If you agree to take part in the study, please sign and date below.

Subject’s Printed Name and Signature Date

I allow this interview to be audio-recorded [ ] Yes [ ] No
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Appendix D. Student Consent Form to Participate in Focus
Group Discussions

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and

Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based

Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda

Key Information

The purpose of this focus group discussion is to assess facilitators and barriers to sickle
cell diseases testing and treatment with the aim of gaining an understanding of the
ethical, social, and cultural factors that relate to these perspectives. This study is being
conducted by graduate student Jeehae Nam of Duke University, Joel Kibonwabake, the
head of the sickle cell disease clinic at Kalangala Health Center IV, and two university
students, Ellen Namagembe (Makerere University) and Ssemanda Brian Herbert
(University of Kisubi). You are being asked to participate in 45 minute-1-hour group
discussion about topics, experiences, and perspectives related to SCD. We will ask your
permission to audio record the conversation. Audio data will be transcribed, and any
information that could be linked to your identity will be removed. If you are interested in
participating in a group discussion, please continue to read this consent form.

What will I be asked to do?

If you choose to participate in this study, you will be asked to take part in a group
discussion with your peers. We will collect demographic information, such as your age,
religion, and education level, and demographic questions will never be asked in front of
others. With your permission, the conversation will be audio recorded and we will also
take hand-written notes. All recordings will be deleted 5 years after the study.

Voluntary nature of participation:

Participation in this study is completely voluntary. Once the discussion has begun, you
are free to withdraw at any time, and you can skip any questions that you prefer not to
answer. Refusal to participate or withdraw from the study will in no way affect your
relationship with your school.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this research study. You may
find the time commitment to be inconvenient, and you are free to leave the group
discussion at any time for any reason. Please note that since we cannot guarantee
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confidentiality in a group discussion setting, we recommend that you do not disclose
anything with the group that you would not want shared outside of the group.
Participation in this research does include a risk in a breach in confidentiality.

Confidentiality:

We will keep this signed consent form in a secure location separate from your responses.
A unique code number will be assigned to all data we collect from you. All data will be
stored in Duke University’s secure computer system. Data we collect from this study that
is not linked to your identity may be presented at scientific meetings, made public here or
in the US, or used for future research purposes. Any excerpts from transcripts used will
not be attributed to individuals. Audio recordings will be securely stored for up to 5 years
after study completion. Other study data identifiable information will be destroyed one
year after study completion. Data collected that is not linked to your identify may be
made public or used for future research purposes.

Compensation:

There is no compensation for participating in this study.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 701-921-610, or 011-256-772-921-610 or by email at
kibonwabake2008@gmail.com. You may also contact Jeehae Nam by WhatsApp at +1
919-608-9810 or by email at dorothy.nam@duke.edu, Ellen Namagembe (+256 759
610203), Brian Benon Kyakua (+256 783 483633) or Professor Kearsley Stewart by
email at k.stewart@duke.edu. For questions about your rights as a participant in this
research study, contact the Duke University Campus IRB at 919-684-3030 or
campusirb@duke.edu protocol #2021-0456.

Statement of Consent
If you agree to take part in the study, please sign and date below.

Subject’s Printed Name and Signature Date

I allow this group discussion to be audio-recorded [ ] Yes [ ] No
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Appendix E. Youth Club Member Consent Form to Participate in
Workshops

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and

Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based

Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda

Introduction

This research is being conducted by Duke University graduate student Jeehae Nam, of the
United States, Joel Kibonwabake, the head of the sickle cell disease clinic at Kalangala
Health Center IV, and two local university students, Ellen Namagembe and Brian Benon
Kyakuwa.

Key Information

Why is this study being done?

The purpose of this research is to increase local awareness about sickle cell disease
(SCD) and to learn the best way to educate young people about sickle cell disease.

Voluntary nature of participation:

Participation in this workshop is completely voluntary, meaning you should only
participate if you want to. Once the workshop has begun, you are free to withdraw at any
time for any reason, and you can skip any questions that you prefer not to answer.
Refusal to participate or withdraw from the study will in no way affect your relationship
with the researchers or your youth club.

What will I be asked to do?

If you choose to participate in this study, you will participate in a one-day event (about
four hours) at [TBD location | with your peers to learn and discuss topics on sickle cell
disease. The workshop will include a survey at the start and end of the workshop that will
ask for information about yourself and your knowledge about SCD.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this workshop. We hope our
research will help us learn how to increase awareness about the disease. We don’t
anticipate any discomfort to you, but you might find the four-hour time commitment to
be inconvenient. Please note that we will do everything we can to protect your
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information; however, a breach in confidentiality is a risk to participation. Throughout
the day, research assistants Ellen Namagembe and Ssemanda Brian Herbert may take
photos of the activities, and, they will not capture anyone’s face in the photos. Even still,
please know you can decline to be photographed at any time and the research assistants
will respect your wishes.

Compensation:
There is no compensation for participation in this workshop. However, we will offer you
lunch while you participate.

Confidentiality:

To protect your identity, we will assign a unique code number to everyone rather than
using people’s names. All the data we collect will be stored in Duke University’s secure
computer system. While the data we collect from this study may be presented at scientific
meetings, published in a scientific journal, or used for future research purposes, your
identity will never be revealed. The data we collect will be retained for up to five years
after the study is completed. Please note that photographs taken during the workshop may
be used in the future, such as presented in a public manner at conference or publication.
Although photos will not include your face, it is possible that someone who knows you
would be able to recognize you.

If you are interested in participating in a follow-up interview or group discussion about
your perceptions of SCD, please provide your contact information to the research
assistant. Choosing to participate in this study, or providing your contact information in
no way obligates you to take part in the interview or group discussion. You will have a
chance later to decline or give your permission for those activities.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 011-256-

701-921-610, or 011-256-772-921-610 or by email at kibonwabake2008@gmail.com.
You may also contact Jeechae Nam by WhatsApp at +1 919-608-9810 or by email at
Dorothy.nam@duke.edu, Ellen Namagembe (+256 759 610203), Brian Benon Kyakua
(+256 783 483633), or Professor Kearsley Stewart by email at k.stewart@duke.edu. For
questions about your rights as a participant in this research study, contact the Duke
University Campus IRB at campusirb@duke.edu with reference to Protocol #2021-0456.

Statement of Consent
Do you agree to take part in the study?
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Appendix F. Youth Club Member Consent Form to Participate in
In-depth Interviews

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and

Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based

Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda

Key Information

The purpose of this research is to learn how to spread awareness about sickle cell disease,
and to better understand barriers and helpful ways to increase testing and treatment in
communities. This study is being conducted by graduate student Jeehae Nam of Duke
University, Joel Kibonwabake, the head of the sickle cell disease clinic at Kalangala
Health Center IV, and two university students, Ellen Namagembe (Makerere University)
and Ssemanda Brian Herbert (University of Kisubi). You are being asked to participate in
a 30-45-minute interview about topics, experiences, perspectives related to SCD. We will
ask your permission to audio record the conversation. The audio recording will be
transcribed to a written version where any information directly related to your identity
will be removed. If you are interested in participating in an interview, please continue to
read this consent form.

What will I be asked to do?

If you choose to participate in this study, you will be asked to take part in an interview.
We will collect demographic information, such as your age, religion, and education level.
With your permission, the interview will be audio recorded and we will also take hand-
written notes. All recordings will be deleted 5 years after the study.

Voluntary nature of participation:

Participation in this study is completely voluntary. Once the study has begun, you are free
to decline from answering any question or withdraw at any time for any reason, and you
can skip any questions that you prefer not to answer. Refusal to participate or withdraw
from the interview will in no way affect your relationship with your youth club.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this research study. You may
find the time commitment to be inconvenient, and you are free to leave the interview at
any time for any reason.
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Confidentiality:

We will keep this signed consent form in a secure location separate from your responses.
A unique code number will be assigned to all data we collect from you. All data will be
stored in Duke University’s secure computer system. Data we collect from this study that
is not linked to your identity may be presented at scientific meetings, made public here or
in the US, or used for future research purposes. Any excerpts from transcripts used will
not be attributed to individuals. Audio recordings will be securely stored for up to 5 years
after study completion. Other study data identifiable information will be destroyed one
year after study completion. Data collected that is not linked to your identify may be
made public or used for future research purposes. Your responses will not be shared with
your youth club leader. We will retain a key that links your identity to your study number
up to 5 years after study completion, and may use your contact in formation to reach out
to you for a possible follow up interview. Please note that just because you agree to be
interviewed now does not obligate you to participate in any future research activities

Compensation:
There is no compensation for participating in this interview.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 701-921-610, or 011-256-772-921-610 or by email at
kibonwabake2008@gmail.com. You may also contact Jeechae Nam by WhatsApp at +1
919-608-9810 or by email at dorothy.nam@duke.edu, Ellen Namagembe (+256 759
610203), Brian Benon Kyakua (+256 783 483633), or Professor Kearsley Stewart by
email at k.stewart@duke.edu. For questions about your rights as a participant in this
research study, contact the Duke University Campus IRB at 919-684-3030 or
campusirb@duke.edu protocol #2021-0456.

Statement of Consent
Do you agree to take part in the study?
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Appendix G. Youth Club Member Consent Form to Participate in
Focus Group Discussions

Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and

Treatment and Comparing the Effectiveness of Arts-Based vs. School-Based

Community-Engaged SCD Education Outreach Programs for Adolescents in
Kalangala, Uganda

Key Information

The purpose of this research is to learn how to spread awareness about sickle cell disease,
and to better understand barriers and helpful ways to increase testing and treatment in
communities. This study is being conducted by graduate student Jeehae Nam of Duke
University, Joel Kibonwabake, the head of the sickle cell disease clinic at Kalangala
Health Center IV, and two local undergraduate students, Ellen Namagembe (Makerere
University) and Ssemanda Brian Herbert (University of Kisubi). You are being asked to
participate in an hour long group discussion about your experiences and perspectives
related to SCD. We will ask your permission to audio record the conversation. Audio data
will be transcribed, and any direct identifiers collected will be removed. If you are
interested in participating in a group discussion, please continue to read this consent
form.

Voluntary nature of participation:

Participation in this study is completely voluntary. If you choose to participate, you are
still free to withdraw at any time, and you can skip any questions that you prefer not to
answer. Refusal to participate or withdraw from the study will in no way affect your
relationship with your youth club.

What will I be asked to do?

If you choose to participate in this study, you will be asked to take part in a group
discussion with your peers. We will collect demographic information, such as your age,
religion, and education level, and demographic questions will never be asked in front of
others. With your permission, the conversation will be audio recorded and we will also
take hand-written notes. All recordings will be deleted up to 5 years after the study.

What are the risks and benefits of this study?

There are no expected benefits to you for participating in this research study. You may
find the time commitment to be inconvenient, and you are free to leave the group
discussion at any time for any reason. Please note that since we cannot guarantee
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confidentiality in a group discussion setting, we recommend that you do not share
anything with the group that you would not want shared outside of the group.
Participation in this research does include a risk that what you share, or what we record
during the discussion, will be shared beyond the group discussion.

Compensation:
There is no compensation for participating in this group discussion.

Confidentiality:

To protect your identity, we will assign a unique code number to everyone rather than
using people’s names. All the data we collect will be stored in Duke University’s secure
computer system.

The things you share with the group will be recorded and then transcribed to paper. We
will make sure your name is removed from the transcription, even if you forget and say
your name or someone else’s name, we will remove identifiers from the written record.
Audio recordings will be securely stored for up to 5 years after study completion. Other
study data identifiable information will be destroyed one year after study completion.
Data collected that is not linked to your identify may be made public, presented at
scientific meetings, or used for future research purposes.

Whom do I call if I have questions or problems?

If you have any questions about the study, you may contact Joel Kibonwabake by
telephone at 701-921-610, or 011-256-772-921-610 or by email at
kibonwabake2008@gmail.com. You may also contact Jeechae Nam by WhatsApp at +1
919-608-9810 or by email at dorothy.nam(@duke.edu, Ellen Namagembe (+256 759
610203), Brian Benon Kyakua (+256 783 483633), or Professor Kearsley Stewart by
email at k.stewart@duke.edu. For questions about your rights as a participant in this
research study, contact the Duke University Campus IRB at 919-684-3030 or
campusirb@duke.edu protocol #2021-0456.

Statement of Consent
Do you agree to take part in the study?
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Appendix H. Introduction Email Draft- Sserwanga Lwanga
Memorial Secondary School Principal; Bishop Dunstan Nsubuga
Memorial Secondary School Principal

Dear Sir/ Madam,

We are a collaborative research team comprised of students at Duke University,
students from Uganda, and researchers from Kalangala Health Center IV in
Uganda. We are contacting you because you are the principal of Sserwanga
Lwanga Memorial Secondary School. We would like to invite your students to
participate in our study, Assessing Facilitators and Barriers to Sickle Cell Disease
(SCD) Testing and Treatment and Comparing the Effectiveness of Arts-Based vs.
School-Based Community-Engaged SCD Education Qutreach Programs for
Adolescents in Kalangala, Uganda. Students will participate in a half-day
workshop at (location of workshop once identified by local collaborators) and will
learn about sickle cell disease. Youth members can also opt-in to be contacted for
a follow up 30-45-minute interview or a 45 minute-1-hour focus group discussion
among their peers to discuss their perceptions of sickle cell disease and their
experiences with the disease.

We would also like your permission to photographs the event with your students’
consent. Please note that any images that include individual faces will be deleted.
Other photos may be made public or used for future research purposes. Prior to
starting research activities, we will send copies of consent forms for your students
that will describe the project, expectations, and the research process. If this is
something you think could benefit your students or that your students would be
interested in doing, please contact us for more information.

With best regards,
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Appendix I. Introduction Email Draft- Introduction Email Draft-
Community Youth Club Leader

Dear Sir/ Madam,

We are a collaborative research team comprised of students at Duke University,
students from Uganda, and researchers from Kalangala Health Center IV in
Uganda. We are contacting you because you the community youth club leader of
Kalangala’s soccer club. We would like to invite your youth members to
participate in our study, Assessing Facilitators and Barriers to Sickle Cell Disease
(SCD) Testing and Treatment and Comparing the Effectiveness of Arts-Based vs.
School-Based Community-Engaged SCD Education Outreach Programs for
Adolescents in Kalangala, Uganda. Youth members will participate in a half-day
workshop at (location of workshop once identified by local collaborators) and will
learn about sickle cell disease. Youth members can also opt-in to be contacted for
a follow up 30-45 minute interview or a 45 minute-1thour focus group discussion
among their peers to discuss their perceptions of sickle cell disease and their
personal experiences with the disease. We would also like your permission to
photograph the event with your youth member’s consent. Please note that any
images that include individual faces will be deleted. Other photos may be made
public or used for future research purposes. Prior to starting research activities,
we will send copies of consent forms for your youth club members that will
describe the project, expectations, and the research process.

If this is something you think could benefit your youth club or that your youth
members would be interested in doing, please contact us for more information.
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Appendix J. Pre- and Post- Education Outreach Questionnaire

Background information:
Age:

Gender:

Place of Birth:

Level of Education:

Have sickle cell disease (optional):

Module 1. Current Sickle Cell Disease Knowledge:

Have you heard about sickle cell disease?
1. Yes
2. No

Source of Information
1. Health professional

2. TV/Radio
3. Internet
4. Family/Friends/Community
5. Other
You can have SCD even if your parents do not
1. Yes
2. No
3. Unsure

Can you get SCD from physical touch?

1. Yes
2. No
3. Unsure

SCD is genetic (carried in the blood and passed from parent to child)

1. Yes
2. No
3. Unsure

Module 2. Perceptions of SCD

People with SCD should be treated equally
1. Yes
2. No
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3. Not sure

Would you marry someone with sickle cell disease?

1. Yes
2. No
3. Not sure

People with SCD should receive an education

1. Yes
2. No
3. Not sure

SCD is a shameful disease

1. Yes
2. No
3. Not sure

Module 3. Family planning/Personal health

Have you ever tested for SCD?

1. Yes
2. No
3. Not sure

Do you know anyone with SCD?

1. Yes
2. No
3. Not sure

Would you get tested for Sickle Cell Disease?

1. Yes
2. No
3. Not sure

Would knowing your status influence your decision on whom to marry?

1. Yes
2. No
3. Not sure
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Appendix K. In-depth Interview Guide Draft for Youth
Participants

Introduction
Hello, my name is

Today, I want to talk to you about your perspectives on sickle cell disease. I will be asking
questions about your thoughts about the disease, in relation to yourself and to the
community. This is not a test and there is no wrong answer. All of your responses are
valuable, so please share what you think is important and what you are comfortable
sharing. As a reminder, your participation is voluntary and you are able to leave this
interview at any time, and you can skip any questions that you prefer not to answer.
Withdrawing from the study will not affect your relationship with your youth club
leader/school. Do you have any questions before we begin?

Demographic Information
I would like to start by gathering background information:

Year of Birth
Gender
Place of Birth
Race/ Ethnicity
Highest Education Level
Primary (Grades 1-6)
Secondary (7-11)
Does anyone in your biological family have sickle cell disease?
Biological Mother
Biological Father

Brother
Sister
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In-depth Interview Guide for Youth Participants

Question

Focus of Questions
Related to Study Aims

Probes

Part 1. First, I want to learn about your experience with sickle cell disease and
how SCD is regarded in the community. Just answer these questions as fully as
you can and if you're not sure about a question, please don't hesitate to ask for

clarification.

Tell me about the first
time you learned about
sickle cell disease

To build rapport; ease
participant into talking about
sickle cell disease

Was it from a
family member?
A classmate?
What are some
things that you
remember from
this first
experience?

How do people treat
those with sickle cell
disease?

To build rapport and ease the
participant into talking about
sickle cell disease in regards to
the community before asking
about their own perceptions

Do people with
sickle cell disease
get treated
differently? If so,
how?

What are some reasons

To explore the participant’s

Are people scared

people with sickle cell | perception of SCD in relation of SCD? What
disease may get treated | to societal/cultural context about SCD makes
differently? people respond
in this way?
What are some ways To explore available resources If people wanted

the community can
engage in sickle cell
disease?

for the community to learn
more about SCD.

to learn about
SCD, what are
current resources
available?

Part 2. For the next questions, I want to learn about your thoughts on sickle cell

disease testing.
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Have you ever gotten To learn about access and 1. Where did you

tested for sickle cell barriers to sickle cell disease go?

disease? testing 2. Who told you
about it?

If you had SCD, would | To explore how participants 1. Why do you want

you want to know?

think about personal health;
To learn about access and
barriers to sickle cell disease
testing

to know/do not
want to know?

How did you feel about | To learn about access and 1. Were you
getting tested? barriers to sickle cell disease concerned about
testing in relation to stigma the results?
OR and perception
What are some reasons
why you have not
gotten tested yet?
Do you think people To understand the 1. Why do you think
should know their SCD | perceptions of SCD testing some people may
status? and potential barriers? not get tested?
2. If someone

wanted to get a
test, would they
know where to
go?

Part 3. For this third set of questions, I would like us to discuss how you consider
your health and your future family’s health.

What does “good
health” mean to you?

To explore how participants
think about health

1.

What are some
ways you try to
have good
health?

What are things that
you consider when
choosing a partner?

To explore the possible
connection to one’s

familyhood as an extension of

personal health

86




If someone you know To explore the possible
(maybe ask about their | connection to one’s

potential child?) has familyhood as an extension of
SCD, what kind of personal health

resources would you
want them to have?

Do you have any questions or anything that you'd like to add to your responses?
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Appendix L. Focus Group Discussion Guide- Youth participants

Welcome script:

Hello, my name is and [ am a research assistant for Duke University’s study:
Assessing Facilitators and Barriers to Sickle Cell Disease (SCD) Testing and Treatment
and Comparing the Effectiveness of Arts-Based vs. School-Based Community-Engaged
SCD Education Outreach Programs for Adolescents in Kalangala, Uganda. You were
invited because your school/organization allowed us to ask you to take part in our
education outreach programs. Today, we, among your peers, will discuss perspectives on
access to SCD testing and treatment, and SCD topics related to resources and stigma. |
will be asking questions about your personal experiences with the disease and your
perceptions about it. There are no wrong answers; however, it is possible that participants
may have differing points of view. All of your responses are valuable, so please feel free
to share whatever you think is important and be respectful of others and their responses.
This discussion will last between 45-minutes to 1-hour.

As a reminder, we will record this discussion. During the discussion, your name may be
stated by the facilitator or other participants; however, a unique code number will be
assigned to all data we collect from you and your name and your identity will not be
included in our notes. All data will be stored in Duke University’s secure computer
system, Duke Box. Data we collect from this study that is not linked to your identity may
be presented at scientific meetings, made public here or in the US, or used for future
research purposes. Any excerpts from transcripts used will not be attributed to
individuals. Audio recordings will be securely stored for up to 5 years after study
completion. Other study data with identifiable information will be destroyed after the
study is completed. Data collected that is not linked to your identity may be public or
used for future research purposes. We will not share your responses with your
school/youth club. We hope that all participants will respect one another’s participation
and not share personal information with others. Even so, please do not share information
that you wouldn’t want shared outside of this group. You are able to leave the discussion
at any time, and you can skip any questions that you prefer not to answer. Withdrawal
from the discussion will not affect your relationship with your principal/youth club
leader.

Before we start the discussion, are there any questions?
Background information:

Age:
Gender:
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Place of Birth:
Level of Education:

Have sickle cell disease (optional):

Youth Participants Group Discussion Guide

Question

Focus of Question
Related to Methods or
study Aims

Probes

Part 1. First, I want to learn about your experience with sickle cell disease and
how SCD is regarded in the community.

1 Tell me about the first ~ To build rapport; ease 3. Wasitfroma
time you learned about  participant into talking family member?
sickle cell disease. If about sickle cell disease A classmate?
your first time was at 4. What are some
the outreach program, things that you
what are your thoughts remember from
on the program? this first

experience?

2 How do people treat To build rapport and 2. Do people with
those with sickle cell ease the participant into sickle cell
disease? talking about sickle cell disease get

disease in regards to the treated
community before differently? If
asking about their own s0, how?
perceptions

3 What are some reasons  To explore the 2. Are people
people with sickle cell ~ participant’s perception scared of SCD?
disease may get treated  of SCD in relation to What about
differently? societal/cultural context SCD makes

people respond
in this way?

4 What are some ways To explore available 2. If people wanted

the community can
engage in sickle cell
disease?

resources for the
community to learn
more about SCD.

to learn about
SCD, what are
current
resources
available?

Part 2. For the next questions, I want to learn about your thoughts on sickle cell

disease testing.
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5 If you had SCD, would
you want to know?

To explore how
participants think about

. Why do you

want to know/do

personal health; To not want to
learn about access and know?
barriers to sickle cell
disease testing

6 What are some reasons  To learn about access . Were you

why you have not
gotten tested yet?

and barriers to sickle
cell disease testing in
relation to stigma and

concerned about
the results?

perception
7 Do you think people To understand the . Why do you
should know their SCD  perceptions of SCD think some
status? testing and potential people may not
barriers? get tested?
. If someone

wanted to get a
test, would they
know where to
go?

Part 3. For this third set of questions, I would like us to discuss how you
consider your health and your future family’s health.

9 What does “good
health” mean to you?

To explore how
participants think about
health

2. What are some

ways you try to
have good
health?

10  What are things that
you consider when
choosing a partner?

To explore the possible
connection to one’s
familyhood as an
extension of personal
health

11 If someone you know
(maybe ask about their
potential child?) has
SCD, what kind of
resources would you
want them to have?

To explore the possible
connection to one’s
familyhood as an
extension of personal
health

Finally, do you have any questions or anything else you’d like to add?
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Appendix M. Focus Group Discussions Codebook

Name

Challenges of Accessing
SCD services

Economic Barriers

Healthcare worker
interaction
Lack of Education

Power dynamic

Stigma

Wait-time at clinic

Facilitators to access SCD
services

Attractions

Description

Challenges or barriers for young people
accessing SCD services

Any and all mentions of financial or
logistical limitations of accessing SCD
treatment and testing

Perceived or experienced interactions with
and attitudes of HCW

Mention of lack of awareness towards
available services

Stated difference in age/power dynamic
between the client and the service provider

Perceived or experienced
pressures/judgement or discomfort; how
people are treated with SCD

How long the client must wait at the clinic
before receiving care

Examples that participants cite as
facilitators to overcoming challenges to
accessing SCD services

Integrating music or dance into SCD service
offering to attract participants; OR any
incentive to participate - t-shirts, caps,
food/snacks

91

Files References
5 8
7 26
3 8
7 28
2 3
7 32
3 3
5 12
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Name Description

Broad targeting Ensuring that various demographics (i.e.
young people; elderly) are recruited for SCD
services

Community-based Interventions specifically hosted via the

interventions community, in non-clinical settings

Educational Resources Any forms of education or awareness about

SCD, services offered, etc.

Peer to peer support Having a more equal/balanced age
difference between client and provider

Individual and Family Perceptions of "good health" and factors
Health that influence family-building

Access to Health-related Relevance of treatment/resource
Resources availability, specifically in the context of
future children/family

Personal health status If interviewee has ever been tested for SCD;
if interviewee would want to know test
results; feelings related to SCD testing;
includes if people should know their SCD
status

Relationships To explore the possible connection to one’s
familyhood as an extension of personal
health and the impact one's health has on
relationships (i.e. marriage, having children,
etc.); important factors that influence
choosing a partner (i.e. if partner has SCD)
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23

18

15

25

26

25



Name Description Files References

Knowledge of SCD The participants baseline knowledge of SCD; 8 31
includes: general facts about SCD but also
services offered in community

Available Services The participant's knowledge of services 4 5
available and offered within their
community

Comparing SCD to HIV, Conflating the biology of the diseases; 8 37

or other related illnesses  talking about learning from HIV to apply to
SCD access/knowledge

Testing The participant's knowledge/attitude to 7 23
accessing and receiving SCD testing
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Appendix N. In-depth Interviews Codebook

Name Description Files References
Challenges or barriers Challenges or barriers for young people 4 5
for young people accessing SCD services

accessing SCD services

Economic Barriers Any and all mentions of financial or logistical 7 16
limitations of accessing SCD
treatment/testing

Healthcare worker Perceived or experienced interactions with 3 3
interaction and attitudes and attitudes of HCW

Lack of Education Mention of lack of awareness towards 10 21
available services or SCD learning

Power dynamic Stated difference in age/power dynamic 0 0
between the client and the service provider

Stigma Perceived or experienced 10 28
pressures/judgement or discomfort; how
people are treated with SCD

Wait-time at clinic How long the client must wait at the clinic 1 1
before receiving care

Facilitators to access SCD Examples that participants cite as 4 6
services facilitators to overcoming challenges to
accessing SCD services

Attractions Integrating music or dance into SCD service 5 5
offering to attract participants; OR any
incentive to participate - t-shirts, caps,
food/snacks
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Name Description

Broad targeting Ensuring that young people are recruited
for SCD services

Community-based Interventions specifically hosted via the
interventions community, in non-clinical settings
Education Any forms of education or awareness about

SCD, services offered, etc.

Peer to peer support Having a more equal/balanced age
difference between client and provider

Individual and Family Perceptions of "good health" and factors

Health that influence family-building Person added.

Perceptions of "good health" and factors
that influence family-building

Access to Health-related  Relevance of treatment/resource
Resources availability, specifically in the context of
future children/family

Personal health status If interviewee has ever been tested for SCD;
if interviewee would want to know test
results; feelings related to SCD testing;
includes if people should know their SCD
status

Relationships To explore the possible connection to one’s
familyhood as an extension of personal
health and the impact one's health has on
relationships (i.e. marriage, having children,
etc.); important factors that influence
choosing a partner (i.e. if partner has SCD)
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10

References

14

12

13

22

22

15



Name

Knowledge of SCD

Available Services

Comparing SCD to HIV,

or other related illnesses

SCD Knowledge

Testing

Description

The participants baseline knowledge of SCD;
includes: general facts about SCD but also
services offered in community

The participant's knowledge of services
available and offered within their
community

Conflating the biology of the diseases;
talking about learning from HIV to apply to
SCD access/knowledge

The participant's baseline understanding of
SCD, such as effects, diagnosis, and
treatment, how it is transmitted, impacts on
the person, etc

The participant's knowledge/attitude to
accessing and receiving SCD testing
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8
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