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Background: The changing nature of HIV from an acute to chronic illness requires adults living
with HIV to self-manage. Self-management enables individuals with HIV to maintain physical
health, medication adherence and live with HIV-related conditions. This study aimed to explore
self-management experiences of adults living with HIV on antiretroviral therapy in Ethiopia.
Methods: A qualitative descriptive study framed by the Individual and Family Self-
Management Theory was carried out to explore the self-management experience of adults living
with HIV in Northwest Ethiopia. Eleven semi-structured, in-depth interviews were conducted.
The recruitment involved participants who volunteered to be contacted during a preceding
quantitative study. The interview data were coded inductively and subject to thematic analysis.
Results: The main themes identified, each with a number of sub-themes, related to perceptions
and experience of self-management, barriers and facilitators of self-management. Factors influ-
encing self-management behaviour were inter-connected and particularly influenced by spiritual
practices, low levels of income and experiences of stigma and discrimination.

Conclusion: The study highlights barriers to self-management among individuals living with
HIV on antiretroviral therapy in a resource-constrained country. Interventions to address
modifiable barriers and build on identified facilitators of self-management include working
with the broader community to minimise HIV-related stigma and discrimination and engaging
with religious leaders to tackle the observed conflict between spiritual practice and effective
self-management behaviour.

Keywords: self-management, barriers, facilitators, antiretroviral therapy, stigma ;

discrimination

Introduction
In Eastern and Southern Africa, over 20.6 million people were living with HIV in 2018,
including 690 000 people living with HIV in Ethiopia.' The government of Ethiopia has
a clear policy to improve access to medication, and the national Antiretroviral Therapy
(ART) coverage has increased. However, living with HIV remains a challenging condi-
tion due to stigma, discrimination, poverty, and a low educational literacy rate.”
Improvements in HIV treatment have changed the experience of living with
HIV from an acute to a chronic condition, which requires the individual with HIV
to learn to live with and manage their condition. This implies that adults living with
HIV (ALWHIV) should practice self-management (SM) to address the unique
symptoms, medical challenges, and psycho-social stressors that they face daily.?
Effective SM requires the individual to routinely take care of themselves and
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illness-specific concerns, supported by families, social net-
works, and HIV care providers.*® This can help to opti-
mise the physiological, psychological, and social
functioning of ALWHIV and enables them to take an
active role in their health care decision-making.

In order to support ALWHIV, interventions aimed at
enhancing SM are viewed as essential.” According to
Holtzman, Brady and Yehial,8 the most common interven-
tions to improve SM are counselling about the benefits of
medication adherence and how to live with HIV. Our
systematic review also identified common effective inter-
ventions to enhance SM which consisted of SM skills
training, counselling, provision of symptom management
manuals, and technology-assisted support through phone
calls, text messaging and online support.” As such, support
from HIV care providers is crucially important in improv-
ing the wellbeing of ALWHIV.>'® HIV disclosure is
another key aspect of HIV care and treatment, as it helps
to initiate and mobilise support, decrease fear of stigma
and discrimination and improve self-efficacy."’

Despite the literature recommending various strategies
to promote SM, there is relatively little empirical research
examining the SM experiences of ALWHIV on therapy.
Where studies have been undertaken, it appears that self-
management experiences and the factors that influence SM
are variable.” A survey conducted in the USA indicated
that ALWHIV wused sleeping and support groups to
enhance SM, as well as paying attention to diet manage-
ment and physical activities.'” In comparison, a study
conducted in Uganda identified that ALWHIV depended
on health system resources to improve their knowledge of
the disease and coping skills for better self-management.”
Evidence is lacking to better understand the SM experi-
ences of ALWHIV on therapy in Ethiopia. This is particu-
larly important given the additional challenges faced by
ALWHIV in resource-limited settings, where the health
system infrastructure is less developed, literacy levels are
low, and individuals are more likely to face financial
difficulties.”'*'* Skipping medication for religious rea-
sons is another challenge that has been identified in some
studies.'>"'® These are all factors that could impact on self-
718 and  the self-

manage.'""'*'?"2! This study set out to explore these issues

efficacy individual’s ability to
and other related factors, building upon a prior survey
undertaken in a region of Ethiopia to assess SM amongst
ALWHIV. The survey findings revealed low levels of SM
amongst the population studied. Predictors of SM included

gender, literacy, living area, awareness of own HIV

condition, self-efficacy, the use of reminder strategies,
and encouragement to disclose HIV status.?

Methods
Design and Study Setting

As the second phase of a sequential explanatory mixed-
methods study, a qualitative descriptive approach was
applied to gain an in-depth understanding of the survey
findings.”> The study was conducted in Debre Markos
referral hospital, which is the only referral hospital in
East Gojjam of Amhara regional state, from September 1
to October 30 2019. The setting was selected as it is the
major referral hospital serving a population of over
3.6 million.

Participant Recruitment

The study included adults (>18years) living with HIV on
ART for at least 6 months. The study excluded those
unable to respond for any reasons such as illness or
inability to communicate, and those who did not volunteer
to participate. An invitation letter was posted during the
survey data collection to invite participants to take part in
an in-depth interview. Twenty participants showed interest
and contacted the first author [HA] to register their will-
ingness to be interviewed. From the potential pool of 20
interviewees, participants were purposively selected to
ensure balanced representation, for example, in terms of
gender and area of residence (urban-rural). A criterion of
data saturation was applied to determine the final sample
size.?? This was achieved after the first eleven interviews,
at which point no new data were identified, and it was
deemed that data saturation had been reached.

Data Collection

A semi-structured interview guide was developed, informed
by the survey findings and the theoretical framework that
guided the overall study, namely the Individual and Family
Theory (IFSMT). The IFSMT is
a descriptive middle-range theory, comprising interrelated

Self-Management

dimensions defined as contextual factors, the process of
SM, SM interventions and SM outcomes. The contextual
factors include condition-specific factors, physical and
social environment, and individual factors. The process of
self-management is influenced by the individual’s knowl-
edge and self-efficacy, self-regulation abilities, and social
facilitation, such as support and collaboration. SM interven-
tions are actions that enable the process of SM and SM
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outcomes and include counselling, education and training,
encouraging disclosure of HIV status and linking to support
groups. SM outcomes encompass physical health, engage-
ment in medication management, mobilisation of resources,
coping and living with HIV.?

The interview guide was constructed in line with the
theoretical domains of the IFSMT and then pre-tested
before the main data collection began. The interviewer
(HA) had prior experience of undertaking qualitative
research and conducted the pre-test on two purposively
selected ALWHIV to check the clarity of the interview
guide. Minor changes were made to the interview guide
following these interviews (Table 1). The pre-test data were
not included in the analysis. The purpose of the study, the
procedure of the in-depth interview and a request to audio-
tape the interview were explained to the participants before
beginning the interview process. The participants were then
asked to sign a written consent for their participation and
the use of the audio recording. The first author [HA] con-
ducted face-to-face interviews using the semi-structured
interview guide to ensure consistency. The interview was
carried out in private in the adherence counselling room,
where participants received their usual counselling service,
in the local language (Ambharic).

Eleven participants (six females and five males) were
interviewed and included in the final analysis. One partici-
pant stopped the interview and withdrew without justifying
a reason, and the data were not used in the analysis. The
interview time ranged from 25 to 45 minutes. Upon comple-
tion of the interview, the conversation was summarised for
the participant to confirm the content of the discussion. At
the end of the interview, participants were compensated for
their time with 60ETB. The audio-recorded interview was
transcribed verbatim and read while listening to the audio
recording to check the accuracy of the data.

Data Analysis

The interview data were translated from local Ambharic
language to English by a language expert before the final
analysis. Interview data were imported into the qualitative
analysis package QSR Software NVIVO 12. Respondents
were coded as participant/P1, 2, 3, through to 11 to maintain
anonymity. The process of analysis was conducted accord-
ing to Braun and Clark’s thematic analysis approach,®*
namely: 1) Familiarisation with the data; 2) Generating
initial codes; 3) Searching for themes; 4) Reviewing the
themes; 5) Defining and renaming the themes; 6)
Producing the final report. The first author read and

immersed himself in the data before preliminary analysis,
keeping memos for later checking and use. To enhance the
trustworthiness of the findings, three interview transcripts
were coded independently by all three authors and discussed
to identify and resolve any discrepancies in coding. After
reaching an agreement, the first author [HA] completed the
initial coding of the remaining transcripts. Emerging codes
and themes were critically discussed and confirmed through
regular meetings of the project team [HA, AM and GH].

Results

Most of the participants were aged 35 to 60 years (see
Table 2), and around half had completed some level of
education. All of the participants were Orthodox
Christian by religion, which is a dominant religious
practice in Ethiopia. Their monthly income ranged
from 120-6360ETB (4.30-227USD). All participants
had been receiving ART for between 5 and 15 years.

Three main themes, with related sub-themes, were

Table | Semi-Structured Interview Guide: Short Form

# Interview Guide

Sociodemographic characteristics
What does the term self-management (SM) mean to you?

What factors are hindering/facilitating your SM?

H W N -

Is this health facility convenient for your HIV care and

treatment?

5 How do you rate your self-efficacy/confidence for the SM

program?!

6 What kind of social facilitation/support have you received for

your HIV-related SM?

7 How do you see your overall self-regulation abilities? How do

you manage your HIV illness-related symptoms? What is your

goal of HIV treatment?

8 Can you tell me about the interventions provided to you to

support/enhance your SM?

9 SM behaviour

a. Can you tell me how, on a daily basis, you self-manage your
physical health? Symptoms? Side effects? Diet? Stress? What
helps/prevents you from performing your HIV related phy-
sical health practice?

b. Have you mobilised existing support (families, HIV networks,
and health care providers) around you for your SM?

c. What do you feel about living with chronic HIV conditions?
What do you think could be the impact of ART on your life?
Are you taking medication for HIV as recommended?

10 | What do you think is the biggest challenge in your ART

program and/or SM overall? What has worked well? What do

you suggest as a solution to improve SM of ALWHIV on ART?

Il | Any additional points?
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Table 2 Demographic Characteristics

Demographic Number of Participants

Age group (in years) | 35-60
>60 2
Gender Male 5
Female 6

Never married
Married
Divorced
Widowed

Marital status

AN b~ —

Rural
Urban

Living area

o u»n

No education
Grade 1-12
Diploma

Educational level

- — a wn

Degree

identified from the inductive
Perceptions and experience of SM; Facilitators of SM;

and Barriers to SM (see Table 3 and Figure 1).

analysis, namely;

Perception and Experiences of

Self-Management
Participants typically described SM as a process of maintain-
ing their health, with a particular focus on staying healthy,

symptom management, reducing stress and medication

Table 3 Main Themes and Sub-Themes

# | Themes Sub-Themes

I | Perceptions and experience of self- | Staying healthy

management Symptom management
Reducing stress
Medication taking

behaviour

2 | Facilitators of self-management Support mechanisms
Reliance on HIV care
providers

Acceptance of HIV
Availability of free HIV

medication

3 | Barriers to self-management Financial difficulties

Fear of stigma and
discrimination

Spiritual practice

Lack of trust in HIV care

providers

taking behaviour. The SM perceptions and experiences of
respondents were summarised under four sub-themes.

Staying Healthy

Participants largely associated SM with a desire to stay
healthy. This involved keeping themselves protected from
disease and staying healthy, for example, by eating
a proper diet, undertaking physical activity, performing
personal hygiene and the use of a condom. Diet manage-
ment and physical activity were the most commonly
referred to practice by the respondents:

I eat my meal properly and on time. [P1]

I try to make my diet, fresh and complete. I am doing this
to prevent infections. [P4]

I am trying to eat cooked food from different sources. [P2]

However, although participants were trying to eat

a balanced diet, financial difficulties presented

a challenge for many of them.
Inadequate income is affecting my diet management. [P1]

Participants of the study also reported engaging in different
forms of physical activity to stay healthy, although this was
often undertaken as part of a daily routine such as getting to
and from work and involvement in manual labour:

I do physical exercise on a regular basis that makes me
active and healthier. [P4]

Every day, I always walk for more than 20 minutes to
work on foot. However, I do not have a planned schedule
to do physical exercise. [P1]

However, around half of the interviewees [P 1, 2, 3, 6 and 10]
noted that a lack of motivation and awareness was preventing
them from performing planned physical activities.

Symptom Management

Most participants reported seeking medical advice when
they experienced symptoms such as side effects of medi-
cation and tiredness. For less complicated issues, many of
the participants described managing their symptoms by
taking rest, sleeping or going to church to be baptised
with Holy water.

When I felt a symptom of disease, I went to a health
institution, but if the symptom is simple, I took a rest/
sleep. When I felt tired, I also took a rest. I also go to the
monastery church for baptising through Holy water for
headache and feeling sick. [P9]
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Easier to self-manage in an

urban setting

I Prefer to be seen in urban areas

life saver

Symptom
managemen

PERCEPTION
OF SM

Stay
healthy
Financial |
difficulty

Living area: Urban

vs. Rural i P 2 .
[ v Medical
[ T treatment vs.
|~ spiritual
. Stlgrr}a & v
discrimination

Spiritual practices

HIV=Sin punishment
Fasting
Conflicts of priorities

' Changing priority levels

Use of hol
s¢ oL holy Appearing bored

water

\
' Medicationas 1

1 llhteracy
=i S Sis Syt Si= SiE s = FACILITATORS
< ’ OF SM
Support
Mechanisms
7 \f\t\ NS \\
/Reducing ™ A H Community grodps ]I
— RS 1 Acceptance
. {a of living with
N\

Lack of trust on
providers

Reduced emphasis on counselling and tracing

I Social barriers: mourning, nondisclosure

Adherence/s/pporters : \
NN

\ 1
\\[ Use gf reminders ]I

{ /f/amlly members l:

/

Reliance on HIV
care providers

! Availability of
free HIV h

HIV care providers as health ‘keepers’
Information provision/education (e.g. HIV status)
Enhance confidence /Self-efficacy for SM

| Intense supervision

BARRIERS TO
SM

Figure | Concept coding.

Since I acclimatise with the disease, I try to find a remedy

for mild disease symptoms ... I have sometimes got
a headache problem, and for its management, I took cof-
fee, but if not relieved, I contacted health care providers.
Nevertheless, if the symptom of the disease seems com-
plex, I go to health care organisations. I gave due attention

to disease symptoms primarily. [P1]

In relation to medication, only two participants reported
experiencing side effects [P4 & 5], and both said they
made use of adherence supporters and HIV care providers:

I had a side effect of drugs. For which, I consulted HIV care

providers .. . I frequently came here to get support from HIV

care providers and adherence supporters of the hospital. [P4]

Reducing Stress

Most of the participants described experiencing some form
of stress or worry related to their current situation. Various
stress-reducing strategies were reported. These included
seeking support from family and friends:

I am trying to relax sometimes with friends. [P6]

. because of stress, I am losing weight. I am worried
about my child. I tried to relax, but it works for a short

time. Sometimes, I share my stress with my friends and

my families. [P1]

Other participants used sleeping or taking a rest as a strategy
for reducing their experience of stress. However, the inade-
quacy of income posed a challenge for some participants in
terms of relaxation time as they were forced to keep working
and could not afford to take time off work.

Medication Taking Behavior

Participants agreed that taking their medication routinely
was essential for improved health status and leading
a productive life. As a result, most stated that they had
not missed their medication in the last month. However,
a number of the participants did not strictly follow the
schedule of taking medication at the set time. This was for
a number of reasons, particularly social and religious
issues, such as fear of other people seeing them taking
medication, fasting, forgetting and mourning.

Oh! I miss medication sometimes for different reasons—
fear of others and forgetting to take medication.
Sometimes, I leave the drug at home. Moreover, I do not
have any person to remind me of taking medication. [P1]

HIV/AIDS - Research and Palliative Care 2020:12
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I did not take the drug one day because of mourning. The
families did not allow me to return home, and I remained

without medication for that night. [P7]

While in most cases taking medication was considered as
“a deadly struggle for saving a life” [P2, 4,5,6,7 and 10], it
was considered that medication should be appropriately
taken to the end of life. Participants commented that taking
medication on the days of fasting was challenging [P1, 8
and 9].

Facilitators of Self-Management

Four main facilitators of SM were reported by the partici-
pants related to their support mechanisms, a reliance on
HIV care providers, acceptance of HIV, and the availabil-
ity of free HIV medication.

Support Mechanisms

Adherence supporters [expert patients] are people living
with HIV on ART who are trained and employed to sup-
port other people living with HIV. The presence of these
supporters in HIV care and treatment clinics helps to
enhance the sharing of experience and clarify potential
misconceptions of other individuals living with HIV on
ART. Adherence supporters were described as a lifesaver
by many of the participants.

Adherence supporters were life-saving people from the
starting time. They were helping me in providing informa-
tion on when to come, how to manage if symptoms happen
and clarifying my confusions. [P8]

Social networking and community groups were also seen
to be helpful through enhancing engagement in treatment,
sharing experiences, and providing psychological and eco-
nomic support. For example, three participants [P1, 3
and 6] reported that the support they received from the
“association of Bezawit people living with HIV” helped
them to disclose their HIV status after hearing shared
experiences from peers in the association. They also com-
mented that the support they got from the association
changed their lives, both financially and in terms of redu-
cing stigma and discrimination. However, other partici-
pants did not see a need for involvement in social
networking for self-management, for example, viewing it
as a waste of time because members lacked appropriate
knowledge.

Another critical source of support came from friends
and family members. Four of the eleven participants were

entirely dependent on support from family members to
carry out their medical recommendations.

Family members were helping in reducing my stress,
reminding medication time and general discussion about

my conditions. [P2]

Nine of the eleven participants used different strategies in
the process of SM to avoid forgetting their medications,
particularly reminder approaches. Some used families or
friends as reminders, while others used their phone alarm.
Two participants commented on the challenge of not being
able to use a watch due to illiteracy, which meant they had
to depend on other family members or friends to remind
them of the timing of their treatment [P3 & 8§].

I am using my families as a reminder for my drug. I could not

take on time my medications if they were not with me. [P10]

My friend with whom I am living helped me to cope with
the HIV condition and self-manage. She always reminds
me of what to do and not to do. [P3]

Reliance on HIV Care Providers

The majority of participants acknowledged the support
they got from HIV care providers, particularly around
health information and HIV medication, which were seen
to enhance SM. The support they got from HIV care
providers allowed most participants to lead a productive
and healthy life; one person referring to the HIV care
providers as ‘my health keepers’ [P4]. Notably, the infor-
mation that care providers gave on participants’ HIV status
helped them to focus attention on SM.

Knowing my current HIV condition motivated me more to
self-manage. [P3]

Knowing the condition of the disease helped me to plan
for better self-management. [P11]

They told me about my CD4, whether it improved or
needed improvement. It helped me to identify the problem
of my self-management. Overall, knowing self-HIV status
is essential for determining the focus area of weakness and
strength. [P5]

However, whilst most participants thought it is essential to
know their HIV status, many of them were, in fact, una-
ware of their specific HIV disease status, for example,
concerning their CD4 level.

I do not know the level of my condition now; I forgot it;

however, if I knew the level of the disease, it helps me to
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treat myself well. They [HIV care providers] better remind
us every time we come, it might motivate me. [P4]

I do not know the status of my disease. [P§]

Many participants reported increased confidence to carry
out SM through the process of HIV therapy. However,
they also acknowledged the need for intense supervision
from HIV care providers to enhance their SM. This helped
to improve health status, retention in care and adherence to
treatment. This was seen to be particularly important for

adults living in rural communities.

Intense supervision on self-management is essential
because many adults on ART do not correctly take their
medication for different reasons. [P1]

Acceptance of HIV

As treatment started and their health status improved,
many participants realised that accepting and living with
HIV was the only option open to them. Some described
living with HIV as their destiny or fate, whilst others
thought that living with HIV on therapy was not that
different from those who were not HIV positive.

Living with HIV does not have a new feeling. I am living
as any other person is living. Now, I am delighted and
leading a stable health condition. It is a sin punishment for
our bad behaviour . .. I must accept living with HIV as part
of life and be able to carry out my self-management. [P10]

The confidence developed once they started on HIV ther-
apy enhanced the ability of participants to self-manage.

It is a matter of convincing myself. I have the confidence
and power to treat myself. My self-efficacy is increasing
from time to time”. [P3]

Availability of Free HIV Medication

All participants described HIV medication as a lifesaver
that allowed them to cope. Without the therapy, it was
unimaginable to live the life they were living. Many parti-
cipants reported that it had significantly impacted on their
health status from a state of being bedridden to now
The free HIV medication

enhanced engagement in SM programs.

leading productive lives.

Thanks to the free HIV treatment I got from health care
providers. This support is very decisive in engaging in the

treatment program. [P3]

The treatment program is for free for all, which is great
support for self-managing. [P6, 7and9]

However, whilst most of the participants were motivated
by the beneficial effects of the treatment program,
a minority had contradictory feelings:

On one side, I thank God for keeping me healthy; on the
other side life with HIV is difficult because of taking HIV
medication always. [P2]

Barriers to Self-Management

From the interview data, several barriers to SM were also
identified. These included financial difficulties, fear of
stigma and discrimination, spiritual practice, and lack of
trust in HIV care providers.

Financial Difficulties

As described in relation to attempts to remain healthy as
part of SM, many participants faced financial challenges,
with 8 of the 11 participants stating that their income was
not sufficient to cover the cost of living. Six of the parti-
cipants reported a monthly average income within the
range of 120-2500ETB (equivalent to 4.30-89 USD),
which is also reported insufficient to fulfil basic SM
needs. Such financial hardship presents challenges in rela-
tion to supporting families, refilling medications for the
treatment of opportunistic infection, costs of transportation
for hospital visits and diet. As one participant commented:

It is difficult to say that I am performing my self-
management due to inadequate income ... my focus is on
my work to generate income. Inadequate income is affecting
my diet. Sometimes, I feel hungry due to a lack of food. [P1]

Another participant commented that her child was living with
other family members because her income was inade-
quate. [P3]

Fear of Stigma and Discrimination

Many of the participants reported that they incurred addi-
tional transportation costs to receive HIV treatment from
health facilities further away from where they lived even
though an HIV care facility was available in their local
community. This was because they did not want to be
treated in their local health facilities due to fear of stigma
and discrimination. This created an additional financial
burden and a potential risk factor for poor SM.

This hospital is convenient for me. I do not want to be
treated in my area even though I have a difficulty of
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covering my cost of transportation. I do not want to go and
get treated in my area due to the presence of stigma and
discrimination. [P11]

I was told to go to a health facility in my area, but
I insisted on remaining here for my HIV follow up and
treatment despite the challenge of the increased cost of
transportation and living cost. In my community, there is
a perception problem regarding the disease [HIV]. [P2]

Stigma and discrimination, especially in the rural commu-
nity, were the main obstacles in the process of HIV therapy
that made ALWHIV travel to distant health facilities to get
treatment. Participants from rural locations claimed that the
perception of the rural community was significantly influen-
cing their SM, for example, in preferring not to disclose
their HIV status or receiving treatment in their local area.
Some even chose to move to live in an urban setting,
although this could create further financial difficulty as
they needed to rent a house to live in. The perceived fear
of stigma and discrimination meant that disclosure was

difficult even though participants were advised to do so.

HIV care providers told me many times to disclose my
status and get treatment in nearby health facilities.
I rejected this many times due to fear of stigma in my
community. In the same way, working on community

perception may be necessary. [P5]

Living in a rural area is challenging because of society’s
perception of HIV ... stigma and stigmatisation. I am thinking
of living in town, and this may help me to follow my treatment.
I'will rent a house in a town. I am not comfortable in my living
area, and I want to change to the urban area. I am getting sick
from time to time. In rural areas, society thinks that the disease
will be transferred through contact. [P9]

Consequently, the presence of HIV care centres in the
local community has not fully solved the burden of trans-
portation costs and access issues for all ALWHIV.

Spiritual Practice

Another self-management challenge was related to spiri-
tual practices such as the use of holy water and fasting. For
example, even if participants themselves were not fasting,
their SM could be affected by the family’s fasting time and

practice, causing them to skip medication and diet.

The reason for not performing my self-management is my
mother’s fasting time; I am waiting for my mother till the end
of her fasting time to eat food with her . . . If my medication is
in the morning, it could be difficult for me. [P1]

Another participant added:

For the interest of family, I am also fasting and using holy
water, and the fasting time has influenced my self-
management. [P7]

The study findings demonstrate a potential conflict of
priorities, with participants worried about practising spiri-
tual life and SM together.

Today is fasting day, so how can I take medication?
I commented many times for missing drugs on fasting
days. Spirituality is part of my life; I must think of my
future spiritual life. In my age, not fasting is a sin. That is
why I am not taking medications in the morning during
fasting days. [PS8]

Lack of Trust in HIV Care Providers

Whilst HIV care providers were identified as a key enabler
of good SM, challenges were also identified, such as a sense
of decreasing attention from the health care system.

Preventing the progression and stopping HIV spread has
got less attention compared to the past and made me
hopeless. Many of my friends are leaving their medication.
Strong counselling and tracing should be in place. [P5]

Other participants commented that their HIV care providers
looked bored, which affected their level of trust in the treatment
program [P5 & 7]. It was also reported that the emphasis on
counselling and tracing had reduced, which impacted on SM.

I got counselling services from HIV care providers regarding
my HIV treatment and on the importance of joining peers.
However, I do not believe that the counselling service is
enough. [P1]

Summary of Findings

Participants mostly associated SM with taking medication
and staying healthy through the practice of physical activ-
ities and diet management. SM was enhanced by systems
such as adherence supporters, social networking, and
family supports, supervision from HIV care providers
and availability of free medication. Major barriers to effec-
tive SM included financial difficulties, fear of stigma and
discrimination, spiritual beliefs and practice and, in some
instances, a lack of trust in HIV care providers. These
issues are explored further in the discussion.
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Discussion

This study examined the SM experience and influencing fac-
tors among ALWHIV on ART in Northwest Ethiopia. In line
with the IFSMT, the findings reveal a number of intercon-
nected and often reinforcing factors that pose challenges to
maintaining effective self-management amongst ALWHIV on
therapy. These relate to the potential conflict between the
requirements of SM and spiritual beliefs and practice, the
difficulties of maintaining a healthy lifestyle on low levels of
income and the impacts of experiencing stigma and
discrimination.

Orthodox Christianity is the dominant religion in Ethiopia
and one that involves regular fasting to fulfil religious obliga-
tions. This involves fasting until lunchtime on Wednesday and
Friday every week and a full 15 to 56-day block of fasting
during the fasting seasons. Similarly, going to monasteries to
fast and use holy water is a major reason for skipping medica-
tion and diet or even stopping medical treatment. As a result,
skipping medication and diet during fasting time and the use of
holy water was common, supporting the findings from
a previous study conducted in Ethiopia.'” From the perspective
of the IFSMT, the conflict between spiritual practice and taking
treatment offers a specific example of goal incongruence and
highlights an important area for action, namely working with
religious leaders to educate ALWHIV on ways of reconciling
medical recommendations and religious practice.

Financial difficulties, related to low levels of income, cre-
ated a number of challenges, including the ability to maintain
a healthy diet and a pressure to work, which limited the ability
to get adequate rest and relaxation. In turn, these factors could
add to feelings of stress. Financial difficulty is globally recog-
nised as a major challenge affecting SM.'%!*1%1925 However,
in our study, issues related to stigma and discrimination added
another layer of stress and financial burden. For example, in
rural areas, stigma and discrimination forced some people to
travel outside their community for treatment, creating addi-
tional transportation costs and exacerbating financial difficul-
ties. The fear of stigma and discrimination also affected the
willingness to disclose HIV status, thus limiting the potential to
share experiences with others and mobilise existing resources
from the community. This affected the involvement of
ALWHIV in community networking in our study area, which
is recognised as an important support strategy in existing
literature."'**! Working to minimise the perception of stigma
and discrimination, particularly in rural areas, is an essential
aspect of HIV care and an important pre-requisite to encoura-
ging disclosure of HIV status.

Despite the challenges and barriers, the study identified
that could help self-
management. Consulting with HIV care providers, sharing

various strategies to enhance
experiences within social networks and being familiar with
symptom management enhanced the experience of SM,

a finding that is consistent with other studies,**°

including
research conducted in Uganda and the USA.*? Participation
in social networking can help ALWHIV to get access to health
information, resources and share lived experience with indivi-
duals with the same condition. As such, establishing networks
of ALWHIV and promoting their engagement in networking
could be helpful. Along similar lines, the findings also identi-
fied that the presence of adherence supporters facilitated SM
behaviours, which is consistent with a study conducted in
Uganda.'® The use of adherence supporters in resource-
limited settings can serve a dual purpose. Firstly, it helps to
support the sharing of lived experiences, for example, how to
cope with medication side effects, symptom management and
the need to follow a strict medication regime, since adherence
supporters are also ALWHIV on therapy. Secondly, it repre-
sents a job opportunity for ALWHIV on therapy and can
motivate others to engage in SM behaviours more actively.
However, the feasibility and effectiveness of these type of
enabling strategies is dependent upon prior attention to the
previously identified barriers to disclosure. This poses an
important question about where to start in terms of strategies
to facilitate and support more effective SM, for example, by
considering which of the identified barriers are potentially the
most modifiable and how best to address them.

Of the previously discussed barriers, namely the conflict
between spiritual practice and SM activities, financial con-
straints and stigma and discrimination, tackling issues relating
to stigma and discrimination could help to alleviate some of the
other problems experienced and would seem to be an appro-
priate starting point. For example, if ALWHIV felt comfortable
to receive care closer to home, they would not incur the
additional transportation costs associated with visiting an
HIV clinic further away. They might also feel able to more
openly discuss the tensions they experience between maintain-
ing established spiritual practice, such as fasting, and the need
to follow a strict medication regimen.

HIV providers are an important group to consider in terms
of addressing the barriers presented by stigma and discrimina-
tion. Consistent with a study conducted in Uganda,” HIV care
providers were considered as important health keepers, acting
as a resource for health information, providing practical advice
on SM, encouraging disclosure and linking with other support
groups. On the contrary, however, some participants expressed
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negative views, perceiving some care providers to be less
engaged or attentive, suggesting a possible need to invest in
staff education and resources. Specific activities that health
care providers could undertake include increasing the indivi-
dual’s own awareness of their HIV status, such as their CD4
count, as this type of feedback could reinforce the motivation
to self-manage. However, more intensive information provi-
sion and support on an individualised basis during follow-up
visits could have implications for the number of HIV care
providers required to staff the HIV clinics.

Our study identified the significance of supervision to
enhance engagement in the SM program, especially for
those with low educational literacy and those living in
rural communities. The finding is supported by previous
research.®’ Low literacy and living in rural communities
could be linked to poor SM behaviour due to various
reasons, including the inadequacy of health information,
poor communication infrastructure, and fear of stigma and
discrimination. As a result, ALWHIV require persistent
supervision from HIV care providers could help them to
keep doing what is recommended.

In summary, the study highlights the complexities involved
in attempting to improve the SM behaviour of ALWHIV in
Ethiopia, influenced by specific economic, social and cultural
factors. A number of key findings emerge that require the
critical attention of HIV care providers and policymakers.
Firstly, the interconnectedness of the various contextual factors
adds to the complexity of improving SM experience. For
example, those living in a rural community are more likely to
experience stigma and discrimination and so choose to travel
further away for treatment. However, the costs associated with
this exacerbate their financial difficulties and could have
a knock-on effect in terms of the ability to maintain a healthy
diet and managing stress, consequently making SM even more
difficult to achieve. Fear of stigma and discrimination is also an
issue influencing attitudes to disclosure, in turn affecting
resource mobilisation and poorer SM. Therefore, decreasing
fear of stigma and discrimination should be a primary area for
interventions to enhance SM of ALWHIV. However, encoura-
ging individual disclosure alone is not a solution; rather, work-
ing on the community’s broader perception about HIV is
essential. This includes taking account of the prevailing reli-
gious culture and the potential conflict between spiritual beliefs
and effective SM behaviour, an area where local religious
leaders may have an important role to play in community
education and support. Finally, the role played by HIV care
providers and adherence supporters in the provision of health

information, supervision, and coping is vital and one that
should be intensified and developed moving forward.

In terms of limitations, it is important to note that the
study was conducted on participants from one regional
area in Ethiopia and all shared the same cultural and
religious background. This might affect the transferability
of the findings beyond the immediate study setting.

Conclusions

This study highlights the particular challenges faced by indi-
viduals living with HIV on antiretroviral therapy in a resource-
constrained country. Whilst some barriers to effective SM
require long-term solutions, for example, poverty and low
levels of literacy, the study also identifies a number of modifi-
able barriers where actions in the short to medium term could
enhance SM practice. This will require a collaborative effort
from a range of stakeholders, including HIV care providers,
policymakers, and health system and religious leaders.
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