Akugizibwe et al. BMC Health Services Research
BMC Health Services Research (2023) 23:20

https://doi.org/10.1186/512913-022-08959-3

Y/} o /4 o ")
After all we are all sick”: multi-stakeholder ==

understanding of stigma associated

with integrated management of HIV, diabetes
and hypertension at selected government
clinics in Uganda

Mathias Akugizibwe', Flavia Zalwango', Chaka Moreen Namulundu ', lvan Namakoola', Josephine Birungi',
Joseph Okebe?, Max Bachmann?®, Murdoch Jamie*, Shabbar Jaffar’ and Marie Claire Van Hout?

Abstract

Background Integrated care is increasingly used to manage chronic conditions. In Uganda, the integration of HIV,
diabetes and hypertension care has been piloted, to leverage the advantages of well facilitated and established HIV
health care provision structures. This qualitative study aimed to explore HIV stigma dynamics whilst investigating
multi-stakeholder perceptions and experiences of providing and receiving integrated management of HIV, diabetes
and hypertension at selected government clinics in Central Uganda.

Methods We adopted a qualitative-observational design. Participants were purposively selected. In-depth interviews
were conducted with patients and with health care providers, clinical researchers, policy makers, and representatives
from international nongovernmental organizations (NGOs). Focus group discussions were conducted with commu-
nity members and leaders. Clinical procedures in the integrated care clinic were observed. Data were managed using
Nvivo 12 and analyzed thematically.

Results Triangulated findings revealed diverse multi-stakeholder perceptions around HIV related stigma. Integrated
care reduced the frequency with which patients with combinations of HIV, diabetes, hypertension visited health facili-
ties, reduced the associated treatment costs, increased interpersonal relationships among patients and healthcare
providers, and increased the capacity of health care providers to manage multiple chronic conditions. Integration
reduced stigma through creating opportunities for health education, which allayed patient fears and increased their
resolve to enroll for and adhere to treatment. Patients also had an opportunity to offer and receive psycho-social
support and coupled with the support they received from healthcare worker. This strengthened patient-patient and
provider-patient relationships, which are building blocks of service integration and of HIV stigma reduction. Although
the model significantly reduced stigma, it did not eradicate service level challenges and societal discrimination
among HIV patients.
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Conclusion The study reveals that, in a low resource setting like Uganda, integration of HIV, diabetes and hyperten-
sion care can improve patient experiences of care for multiple chronic conditions, and that integrated clinics may

reduce HIV related stigma.
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Background

Globally, HIV, diabetes and hypertension are common
among adults aged above 25 years [1]. HIV continues
to be the leading cause of death among adults in Sub
Saharan Africa (SSA) amidst, increasing prevalence of
non-communicable diseases (NCDs) [2]. This is largely
attributed to increased urbanization that has influenced
changes in people’s lifestyles [3]. In South Africa, for
example chronic diseases have proved a burden with
many patients presenting with multi-morbidities [3, 4].

Increasingly, in low resource settings such as SSA, the
costs associated with managing each chronic condition
separately are high [3, 5-7]. The integrated care model
has gathered momentum as a system of health care provi-
sion that manages multiple diseases in the same clinic [6,
8—11]. This model of care has potential for health, social
and economic benefits for both the patients and health
care providers [12, 13]. It is intended to leverage the well
facilitated and established HIV health care provision
structures to improve the management of NCDs (enrol-
ment into care, retention and adherence) and reduce
associated stigma [9, 14]. However this may sometimes
aggravate stigma within the context of chronic diseases
management [6, 15]. Integration of services and care can
help to de-stigmatize HIV, as well as improving clinical
management of comorbidities, and peer support and
health education catering for different conditions [16].
The increased uncertainty around future funding for HIV
care [17-19] also suggests that integrating NCD care
with existing HIV services could be a useful health sys-
tem strategy. However, where integration has been imple-
mented in Africa, integrated models have been associated
with increased numbers of patients, leading to shortage
of staff, long waiting times at clinics, poor adherence to
appointments and medication, poor confidentiality of
medical records, and stigma [6]. Although some stud-
ies show that integration reduces stigma associated with
HIV [20], others report that integration actually increases
community stigma where patients attending the service
are assumed to have HIV [10, 14].

In Uganda, the integrated care model has been piloted
in selected facilities in Wakiso district in central Uganda
in the MOCCA study [8]. The subsequent; Integrating
and decentralising diabetes and hypertension services in
Africa (INTE-AFRICA) study aimed to support further
scale up of the integrated care model of care for NCDs

in Uganda. We conducted a qualitative process evalu-
ation [21] to assess the effectiveness and feasibility of
large-scale scale up of diabetes and hypertension integra-
tion services either on their own or with HIV-services.
The study aimed at generating research evidence needed
by African health services to scale-up and sustain the
screening and management of diabetes and hypertension
in different settings. We focus here on illustrating the
various dimensions of stigma and dynamics associated
with integrated care of HIV, diabetes and hypertension in
Ugandan clinics.

Methods

Description of the integrated care model

Before integration, HIV care and NCD care were pro-
vided separately, by different health workers working in
different clinics within each facility. After integration,
care was provided in single one-stop clinic in each facil-
ity, where patients with at least one of HIV, diabetes or
hypertension were managed together. Patients with dif-
ferent conditions were seen and managed by the same
clinicians, nurses, counsellors and other staff. There
was one pharmacy where medications were dispensed.
Patient records for any condition were the same and a
similar card was used for all patients. Requisition of labo-
ratory tests for any condition was operationalised in the
same place. Integrated clinics were located in primary
health care facilities and not in hospitals. Large hospitals
were used for referral from lower-level health facilities
for complex clinical management. The rationale for inte-
gration was that the prevalence of NCDs and of comor-
bidities with HIV is increasing, that HIV care is well
established and that, integration of NCD management
with HIV care would help to reduce HIV stigma, sup-
port the detection of new cases of NCDs and HIV, and
support increased screening diagnosis and adherence to
treatment. For this particular study site, we used the for-
mer ART clinic building to provide integrated hyperten-
sion, diabetes and HIV care.

Study design

This study had a qualitative-observational design. Par-
ticipants were recruited from one of the selected clinics
where the integrated care clinic was located in Wakiso
district in central Uganda. In-depth interviews (IDIs)
and focus group discussions (FGDs) were conducted
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with patients and community members/leaders respec-
tively. Interviews were also conducted with health care
providers, policy makers, clinical researchers and repre-
sentatives from international NGOs. This facilitated an
in-depth understanding of their perceptions and expe-
riences regarding how integration of HIV, diabetes and
hypertension care impacts on HIV stigma dynamics
when such chronic conditions are managed in an inte-
grated service in Uganda.

Study area and population

The study was conducted at a selected health Centre IV
located in a peri-urban area in Wakiso district in Central
Uganda. Participants included healthcare users who were
enrolled in the integrated care clinic, health care provid-
ers, policy makers, representatives from international
NGOs and clinical researchers.

Sampling procedures

Participants were purposively selected. A total of 30
healthcare users who had spent at least 6 months receiv-
ing care from the integrated care clinic were purposively
sampled in consultation with the study nurse. They were
selected according to the disease condition they had,
namely; diabetes (DM), hypertension (HTN) or HIV. We
purposively selected patients that represented each of
the conditions namely; DM, HTN, HIV, and patients that
had commodities. Participants in the in-depth interviews
were different from those who participated in the focus
group discussions. The recruitment of in-depth inter-
view participants was done in consultation with the study
nurse who helped to review the patients records and
identify patients with different chronic conditions includ-
ing those with multi-morbidities who had spent at least
six months receiving care under integration. In contrast,
focus group discussion participants were selected at
community level. A village health team member who was
also a community leader was consulted and requested to
help with the mobilization. These participants were not
patients but represented any member from the commu-
nity surrounding the health facility. Those who accepted
to participate in the study were consented and partici-
pated. We selected 10 health care providers who were
supporting the integrated care clinic. For the participants
in the focus group discussions, we recruited five com-
munity leaders (both male and female) for each FGD.
We also recruited five females and five male community
members for the two gender specific FGDs. This number
of participants in each FGD was considered appropriate
to include a variety of experiences and perspectives, while
also enabling each participant to make a substantial con-
tribution to the discussion. The two clinical researchers
who were interviewed were part of the INTE-AFRICA
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trial team. Policy makers and representatives from non-
governmental organisations were selected based on their
knowledge and experience in offering chronic diseases
care management.

Data collection

Data were collected by two trained social science
research assistants (MA and CMN), one male and one
female, qualified to Masters level. Data collection was
gender matched, with MA interviewing and consulting
with males and CMN with females.

Health workers were interviewed in their chang-
ing rooms in the clinic while some patients were inter-
viewed in a changing room offered by the health facility
in-charge. Some patients preferred to be interviewed
outdoors, under the mango tree at the facility. Interviews
with policy makers from the government agencies and
representatives from NGOs were interviewed using tel-
ephones and teleconferencing. The two clinical research-
ers were interviewed in their offices.

There were no relationships between the participants
and the research team before the study. All participants
were informed about the goals and reasons for partici-
pating in the study at the time of consenting. Written
informed consent was obtained for all research partici-
pants prior to the interview and all participants that con-
sented, were able to complete the study. Recruitment of
study participants was in cognizant of gender for gender
specific views, age and cognitive ability of potential par-
ticipants catered for comprehension of study purpose.
Only adults aged 18 years and above, both men and
women, and of sound mind were recruited. All ques-
tions in the data collection guides were first pilot tested
and the necessary amendments in terms of grammar and
context were made. All participants were interviewed
only once each.

The team observed clinical procedures at the health
facility, two weeks after the initial data collection, for
about eight hours on one of the days. They specifically
observed screening at the triage; sitting arrangements;
arrangements at different service points; handling of
patients’ medical records; dispensing of drugs; location
of the integrated clinic; patients and health care workers’
arrival and departure times (for some health care users
and health care providers); and availability of medicine
and other supplies. They also listened to informal and
formal conversations among patients and health workers.

Interviews with healthcare users and community mem-
bers/leaders were conducted in Luganda. The interviews
and observations were carried out with the help of a
topic guide/checklist and were based on a prior scop-
ing review conducted by INTE-AFRICA team members
and the process evaluation protocol. The main themes
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explored were: healthcare seeking experiences; views on
integrated models and services; experience of manage-
ment of HIV, DM and HTN; and lessons learnt and best
practices. These were discussed along with sub-themes
that emerged. COVID 19 standard operating procedures
were observed during all interactions. All interviews and
FGDs were audio recorded and the research assistants
also wrote separate field notes during the data collec-
tion. Individual interviews lasted between 30 min to one
hour, while FGDs lasted between one and two hours.
Debrief discussions were held every week during which
the research assistants presented the key emerging study
findings to the rest of the study team. These discussions
helped to determine the saturation point where no new
insights were realized with addition of more participants.

Data management and analysis

In this paper, data management, analysis and pres-
entation procedures adhered to Consolidated Crite-
ria for reporting qualitative research. All interviews
were transcribed verbatim and patients’ transcripts
were translated from Luganda to English by the two
research assistants (MA and CMN). No transcripts
were returned to participants for comments, data veri-
fication or corrections. The team (MA, CMN and FZ)
read and re-read the transcripts to identify emerging
and recurrent themes which were used to develop a
codebook to code the data. The codes were compared
for similarities and differences and then grouped into
categories. The categorisation was done according to
key concepts that emerged from the data, in relation to
the study aims. From the grouped categories, themes
were then generated by interpreting the categories for
their underlying meaning. The themes and sub-themes
were transferred into Nvivo 12 management software
and analysis was done using a thematic approach. Sim-
ilar and contrasting opinions from participants were
identified [22]. Participants did not give feedback on
the study findings. Consistency of data and findings
was achieved through backing up the findings with
identified corresponding quotations to illustrate par-
ticipants’ views.

Data safety was ensured by following the MRC/
UVRI and LSHTM data protection guidelines and
included ensuring transcriptions were encrypted
with a password protected code and uploading data
to an encrypted sharing point only accessible by the
research team. To keep participants’ personal informa-
tion anonymous, we also used identification numbers
to present quotations from the transcripts and deleted
the encrypted data afterward.
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Ethical considerations and observation of regulatory
guidelines and ethical principles

The study received ethical clearance and approvals
from the research ethics committees of the Liverpool
School of Tropical Medicine (UK), IS Global (Spain),
the National Institute of Medical Research (Tanza-
nia) and Uganda Virus Research Institute Research.
The following two Institutional Review Boards
including; Uganda National Council for Science
and Technology-UCST HS2740, and The Aids Sup-
port Organization(TASO)-TASO REC/090/19-UG-
REC-009, approved the study in Uganda. To ensure
Research ethical procedures and principles including;
respect of human as study subjects, autonomy, benef-
icence and do no harm were observed in accordance
with the declaration of Helsinki, Uganda National
Council for Science and Technology guidelines were
followed and adhered to in all the methods that were
conducted [23]. We did not conduct any experiments
on humans and neither did we use any of human tis-
sues. Participants were assured of privacy and con-
fidentiality and all and all participants gave written
informed consent to participate in the study.

Results

Participant profile

Characteristics of participants are shown in Table 1.
We interviewed 30 patients of whom 12 (40%) were
men and 18 (60%) were women. Most patients had
completed senior four (S.4) schooling and none of them
had a university degree. At health facility level, of 10
health care workers interviewed, three had a university
degree, one had completed primary school (community
linkage officer) and the rest had high school certificates
(S.4 and S.6) or professional qualifications (midwife,
nurse or counsellor).

Of patients interviewed, eight had HIV alone, six had
hypertension alone, four had diabetes alone, three had
HIV and hypertension, six had diabetes and hyperten-
sion, two had HIV and diabetes and one had all three
conditions. Thirteen participants (21%) were aged above
50 years and only five participants were aged between
30-34. In terms of marital status, (61%, n=38) were
married, (31%, n=19) were single and five participants
(8%) were widowed. In terms of family status, more than
(92%, n="57) of participants had children.

Benefits of integration in chronic diseases management
There was consensus among all stakeholders that integra-
tion of HIV and NCDs was an optimal and feasible model
for the management of chronic conditions especially in
low resource settings.
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Table 1 Socio-demographic characteristics of study participants

Variable Participant category
Health care Healthcare  Community Community Policy Clinical International Total
users (patients) providers members leaders makers researchers NGOS
Age
25-29 0 4 5 0 1 0 0 10
30-34 2 1 2 0 0 0 0 5
35-39 4 4 1 2 1 0 0 12
40-44 5 1 1 0 2 1 0 10
45-49 8 0 1 1 1 1 0 12
50+ 11 0 0 2 0 0 1 14
Sex
Men 12 1 5 3 5 1 0 27
Women 18 9 5 2 0 1 36
Education
No education 0 0 0 0 0 0 0
<Primary (P7) 3 1 0 0 0 0 0
< Senior four (5.4) 21 3 4 2 0 0 0 30
<senior six (S.6) 4 1 3 2 0 0 0 10
Diploma 2 1 0 0 0 0 5
Degree 0 3 2 1 5 2 1 14
Marital status
Married 18 4 6 3 5 2 1 39
Single 8 6 3 2 0 0 0 19
Widow/widower 4 0 1 0 0 0 0 5
Family status
Has children 30 8 7 5 5 2 1 58
Has no children 0 2 3 0 0 0 0 5
Disease condition
Had HIV alone, 8 - - - - - - 8
Had HTN alone 6 - - - - - - 6
Had DM alone 4 - - - - - - 4
Had HIV and HTN 3 - - - - - - 3
Had DM and HTN 6 - - - - - - 6
Had HIV and DM 2 - - - - - - 2
Had all conditions 1 - - - - - - 1
All participants 30 10 10 5 5 2 1 63
Benefits to patients ber of patients who are receiving HIV treatment
The model was perceived to assist patients to reduce the (28-year-old, Female, Nurse)
frequency of travelling to the health facilities and associ- The reason why I say it is good is because before I
ated costs (time and transport), receive screening, diag- joined this clinic, I didn’t know that I had diabetes,
nosis and treatment of multiple diseases, and receive but when I came here they told me that I also have
adequate health education regarding the management of it so now I am receiving treatment for both hyperten-
chronic conditions. sion and diabetes and that is good for me otherwise I

The HIV patients used to feel very uncomfortable would have died (42-year-old Female, HTN & DM).

to come to receive their treatment. In fact, we used

to have fewer patients than we now have for HIV Benefits to health care providers

but ever since we brought here the patients with Integration also had benefits for health care providers
NCDs, we now have registered an increased num- because they learnt how to manage people with multiple
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conditions and also had an opportunity to attend to many
patients in one consultation, which helped them to have
enough time to do other clinical duties.

This model is working for me because I used to only
know how to manage HIV but now I [am able]to test
for diabetes and I can advise patients, which is also
good for me to broaden my experience (29-year-old
Female, Counsellor)

It helps me to properly plan for my weekly activities
because I know that in a week I will spare that one day
to see the patients for all the three diseases so the rest
of the days I'm doing other things. In fact, I'm planning
to go back to school because now I have some time to
concentrate (42-year-old Female, Nursing officer).

Integration improves enrollment in care

Integration was seen as a big opportunity to address
stigma associated with enrolling into treatment in the
ART clinic. With patients presenting with multiple con-
ditions at the same time and place, individuals with HIV
no longer felt singled out and labelled when accessing
care from the ART clinic.

We are likely to increase the number of HIV peo-
ple receiving HIV care by integrating it with NCD
care to take away that labeling and looking at it in
that way for me I think it is a bigger opportunity to
address stigma than actually the challenge of access
to hypertensive [treatment] (Male policy maker-1).

Another participant also revealed that:

I think stigma among people living with HIV is still
there but one way to maximize efficiency is to first of
all integrate the services of NCDs within the exist-
ing services of HIV. In our main research that we
have implemented we found it [Integrating NCDs in
HIV care] not to have any aspects of stigma. I mean
it has not increased stigma even from the patient’s
perspectives we have not found any issues related to
stigma (Male Policy maker-2)

Relatedly, another participant argued that the reduc-
tion of stigma among patients with HIV may have led
to improved nutrition in these patients, which in turn
reduced the notion that HIV patients are visibly mal-
nourished. She argued that HIV patients in the integrated
care clinic have adhered to recommended feeding prac-
tices and are looking much healthier than patients with
NCDs who are prohibited from eating certain foods.

Mmm now it [stigma] has reduced, actually it is
not there at all. Because even when you are a dia-
betic or hypertensive patient, still a person who
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has HIV is better than you, the HIV patient will be
allowed to eat everything and drink everything but
you with diabetes, you are stopped from eating or
drinking a lot of things, so your immunity is poor
compared to a person with HIV. So you find a per-
son with HIV looking very healthy than you with
diabetes and hypertension, so how can you laugh at
her, in fact it’s you with diabetes and hypertension
that should be laughed at for looking unhealthy.
But here we don’t have stigmatization because we
even don’t know who has HIV and does not have
it. Because we all come to the same clinic. Me I see
it's a good method because it has helped a lot to
reduce those issues of stigma against people with
HIV (56-yr-old Female, DM).

Assured privacy and confidentiality

The perception that integration reduces the visibility of
HIV stigma within facilities, hiding the individual’s disease
identity, was reiterated across a range of participants. This
buffered patients from feeling isolated, an experience they
reported within the previous routine health care system.
In the integrated care model, patients instead talked about
now being able to sit together and interact freely.

We all come and sit together in one place whether
you have HIV, diabetes or hypertension, I have no
problem with it because, we are all sick. Me I'm
very comfortable. You can’t know about the disease
unless the person has told you what they are suffer-
ing from (70-yr-old Female, HTN).

I have no problem with it because as you know peo-
ple who have HIV [used] to stand out a lot, let me
put it like that, but if there are many people together,
they will not know whether you have come for HIV
drugs, hypertension drugs or diabetes drugs (46-yr-
old Male, HIV).

After all, we are all sick

With patients no longer visibly ‘standing out’” amongst
other patients, and with no requirement to disclose one’s
condition in waiting rooms, integrated care appeared to
provide a space for patients to find common ground in
their experiences, as seen here with individuals with HIV
and others with DM and HTN:

No, I do not care, we are all sick. It is just that the
conditions we are suffering from are different, but we
are all sick. And we all have the same aim of getting
drugs (47-yr-old Female, HIV).

1do not see a problem there unless she is the one who
has a problem with it. Because I am taking the drugs
for my illness (59-yr-old Female, DM &HTN).
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In contrast, shared experience was afforded to some
patients through formal counselling, viewed as providing
hope as they discovered they were not the only ones with
chronic conditions.

I feel nothing about it because I was counselled
and told that I am not the only with the condi-
tion. We are many having it (47-yr- old Female,
DM&HTN).

Mmm in our daily life there are some people who
call it “mpawo atalikaaba” which means that every
person has cried because of HIV; it has reached every
family. But me I'm okay with it. I don’t care what
they say because I know that I'm not a thief but a
patient looking for life support. I talk freely because
now I'm used to the people since they already know
that I have all the diseases (50-yr-old Female, HIV,
DM &HTN).

Opportunity for psycho-social support and comfort

Whilst integration enabled patients not to disclose their
condition, others reported how integration enabled them
to share details about their conditions, providing a plat-
form for mutual support and advice about illness man-
agement. In the waiting area, patients exchanged their
knowledge and experiences about nutrition, medicines,
social support, providing a means of informal counsel-
ling. In turn this provided patient —patient relationship
and provider-patient relationship.

Me I feel very free because with these diseases if you
don’t open up you will not get medicine to help you.
So I talk freely because I have been able to get a lot
of support especially in terms of the herbal medi-
cine and the foods that my friends have been able
to tell me to use to treat diabetes and hyperten-
sion. Because sometimes when we come we don’t get
medicine but at least we go back with some advice
on how to use herbal medicine to treat the disease
(42-yr- old Female, DM&HTN).

But if we sit together as patients of HIV, diabetes or
hypertension, we may counsel each other, talk about
the causes of the conditions that we have and you
might know what to do to avoid getting the other
condition (42-yr-old Female, HIV).

Similarly, during our observation of the clinical pro-
cedures, we listened to several patients who shared
amongst themselves about drinking and eating bitter
herbs and green vegetables, respectively, in order to man-
age diabetes and hypertension. During such informal
conversations, patients gave each other advice and were
seen smiling and laughing together. This implied that
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the integrated care clinic created a sense of unity among
the patients. Our observation was related to what one of
the participants revealed, that integration enabled them
to freely talk about their illness and to get advice from
friends;

I'm very free. Now what do I have to hide, this is a bad
disease, if you don't tell your friends and they give you
advise, you can die very quickly. But if you tell them
how you are managing and the challenges that you get,
they will give you advice (56-yr-old Female, DM).

HIV education as part of the integrated care model

Some patients said that the health education provided
by the integrated clinic raised their awareness of HIV as
a chronic condition. Those who used to think that liv-
ing with HIV was a death sentence, came to realize that
having an NCD could be even more challenging, espe-
cially for diabetes where one had to keep taking medicine
and sometimes self-inject. This was observed to make
patients living with HIV think that they are better off
than people living with diabetes. Integration appeared to
offer opportunities to learn more about HIV and other
chronic conditions.

In my view, to get HIV you have to have sexual inter-
course, so even if we sit together, I will not infect
another person, hypertension comes from having
too many thoughts, though I am not very sure about
that. So it is good if we sit together and talk about
our conditions and get us tested because we are not
going to infect each other. I do not know what causes
diabetes. It is not infectious like COVID-19. You
know here people say that you would rather get HIV
than diabetes because for diabetes, you always have
to inject yourself so you would rather have the one
that I have (42-yr-old Female, HIV)

Treatment for diabetes? What I want is to save my
life. I do not think that HIV is a punishment. Back
then, they used to tell us that if he/she is talking and
his/her saliva falls on you [you get HIV], but HIV of
these days is different from the one of those days. I
do not think that HIV patients of these days live a
sorrowful life like the ones of those days. I know that
when we are here, you stop pitying yourself because
a person suffering from diabetes like me will die and
you who is not will also die (48-yr-old Male, DM).

Challenges of integration for stigma reduction and chronic
illness management

Although the integrated model significantly reduced
stigma in general, it did not eradicate service level
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challenges and societal discrimination among HIV
patients. Some policy makers argued that; “in Uganda,
between 2016 and 2019 a lot of work has been done at
national, community and individual levels to address
stigma and 1 think stigma generally in Uganda, when
you look at the stigma index, is reducing” (Male Pol-
icy maker, 3). Despite attributing this reduction to
integrated care, they argued that the existing level of
stigma still poses a threat, however low it is, and inte-
gration was believed to exacerbate stigma, particularly
among HIV infected individuals. Accordingly, some
patients with diabetes and/or hypertension experi-
enced stigma in the form of “fear to access services from
the integrated care clinic, which is also a former ART
clinic’} concerned that they would be perceived to be
living with HIV. This fear was expressed by the majority
of participants at the integrated clinic, although those
seeking hypertension and diabetes services appeared
more at ease than those with HIV alone. Some HIV
patients eventually chose to go to other hospitals far
from their community in order to feel ‘safe’

For some HIV patients, anti-retroviral therapy (ART)
seemed to be ‘the thread between life and death’ In con-
trast to the reduced visibility observed earlier, some
patients reported that they were looked at with pity and
were often asked to jump the queue. Such experiences
provided a stern reminder that they were surviving on
medicine and these favors made them feel stigmatized.

You go to the clinic and everyone wants you to go
and get your medicine because they think that any
minute you spend without getting medicine you will
die. So people look at you as if you are dying anytime
(50-yr old Male, HIV).

Similarly, participants also revealed that labels are still
used to describe people living with HIV. Names like; “sil-
imu” literally meaning the person is very slim, “muke-
nenya” literally meaning growing thin are used. Others
say ‘eyo ward ya basiliimu” [that ward is for people who
are thin/slim] (50-year-old Male, HIV). Such labels
carry stigmatizing messages that deter patients from
disclosing their HIV status to those that would support
them socially or otherwise.

Health care providers also revealed that initially it
was difficult to recruit patients with diabetes and HTN
into the current integrated clinic. Diabetic and hyper-
tensive patients did not want to receive treatment with
HIV patients saying that; “at first those[patients] with
only HTN and DM had resisted to be managed from that
ART clinic, that’s why I'm saying they feared to be recog-
nized with HIV patients..” (37-year-old Female, Clini-
cian). Similarly; “some of them declined [joining] the study
because of stigma, yeah, that is anticipated also but with
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time, you know with patients, it is us who keep talking
to them and they will understand, yeah” (28-year-old
Female, Nurse).

What can be done to reduce stigma further?

We draw from the health care providers’ and policy mak-
ers’ views that the implementation process of integrated
care for NCDs and HIV needs to critically consider the
impact of stigma on other aspects of people’s social lives.
Some policy makers, on the other hand, perceived the
mitigation of HIV stigma to be at the center of chronic
diseases management. It is possible to achieve zero
stigma if integration is made compulsory for chronic
conditions so that no one can single out a patient with a
particular disease. Some believed that, “unless we make
it compulsory so that all the patients living with HIV and
NCDs begin to receive their treatment in one clinic, we
will not achieve the target because HIV is still a highly
stigmatized disease in our communities” (42-yr-old
Male, Policy maker, 2). The implication is that patients
living with HIV begin to feel comfortable to receive their
treatment from the same clinic with other patients who
have chronic conditions.

Observation of how the clinical procedures were con-
ducted during the integrated clinic day. revealed that
whereas some patients were seen freely talking about
their illnesses, others were very quiet. We listened to
the kinds of conversations that patients were involved
in and discovered that patients talked about how to use
herbal medicine to manage NCDs, the recommended
food, where to buy prescribed medicine cheaply, among
other issues. However patients were careful not to openly
discuss HIV related issues. This finding indicated that
patients with NCDs were more comfortable to receive
treatment in the integrated clinic than patients with HIV
were, suggesting that some HIV related stigma persisted.

Narration of the stigma levels

Further analysis of our data revealed that stigma pre-
sented itself at three levels (Fig. 1). These were: micro
(self), meso (interpersonal -family and others) and macro
(institutional) levels. At a micro level, some patients were
afraid to express themselves and associate with oth-
ers. Such fears were shaped at a meso level by how dif-
ferent conditions were understood by members of the
family or community, mediated through local language
discourses, where patients with NCDs were labelled as
too old and chronic diseases as death sentences. At the
macro level, stigma was in the form of patients with
NCDs being afraid to attend facilities in case they were
associated with HIV. In this way a cultural discourse of
stigma could be seen to circulate across different contex-
tual levels and social spaces, with stigma experienced at
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Fear to be seen at local ART clinic
leading to patients seeking HIV
services from remote clinics. Feelings
of isolation at ART clinic, discourse
of HIV medicine as life and death.
HTN & DM patients fear of joining
integrated clinic.

Fear of association with HIV - “people
will think I'm HIV+” OR
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Stigmatized
representations of HIV
and chronic conditions,
mediated by language,
circulating communities

Stigma potentially reduced within integrated care clinics through
independence from disease specific clinics, continuous health
education sessions, and informal support and shared common

experiences between patients

Fig. 1 Layers of stigma

the institutional and/or family level informing whether
and how the individual disclosed or managed their con-
dition around others. However, because of health edu-
cation and peer support provided through integration,
some patients appeared to have developed a psychologi-
cal resilience and the sense that they were in control of
their conditions.

Discussion

The study reveals insights into the dynamics and com-
plexities of multi-stakeholder’ perceptions and experi-
ences of providing and receiving integrated care, and
insights into how HIV stigma dynamics, and processes
of stigma reduction, occur over time.. Our findings re-
affirm that integration of NCDs into HIV care is an opti-
mal model in reducing HIV related stigma [8, 19, 24]. In
developed countries, integration has been adopted and
scaled up to ensure that HIV related stigma is dealt with
[25]. This is one reason why integration of NCD with
HIV care is being promoted in low resource countries in
East Africa [26].

Based on our findings, it is clear that integrating NCDs
into HIV care will be a strong pillar in eliminating stigma
in the health care system especially for people with
chronic conditions. Our findings show that patients seek-
ing HIV treatment felt more comfortable and less stigma-
tized because of receiving services together with patients
with NCDs. This comfort stems from the thought that no

one will know which patient has HIV or NCDs since the
numbers are many and they are all receiving care from
the same service points at the same time. Similarly, it is
possible make HIV management more effective, reduce
further infections, and reduce stigma if HIV is man-
aged together with other chronic conditions [27]. While
at the integrated clinic, patients can hold informal con-
versations amongst themselves, freely open up about
their conditions and seek advice and psycho-social sup-
port. Such a benefit shows how integration has improved
health education to patients and in return patients no
longer see stigma as a problem [8]. However, integrat-
ing NCDs into HIV care was to some extent associated
with some form of stigma as some patients with NCDs
still feared being seen receiving treatment from what
had been the HIV clinic building, a phenomenon widely
known for offering HIV related services [28]. With inte-
gration proving a long awaited move towards elimination
of stigma during health care use, the practical imple-
mentation and adoption of the model lies in the hands
of every stakeholder. Patients and health care providers
have already expressed their support for integrated care
[29]. A drive for wide-scale implementation of integrated
care now requires the backing of policymakers alongside
community acceptance.

According to Sullivan and colleagues [30], the Ugan-
dan health care system remains substantially affected by
stigma associated with HIV. This dictates the direction
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that integrated care and management of chronic condi-
tions such as HIV, DM and HTN should take if effective
polices and implementation strategies are to be achieved.
In our study, stigma was perceived and experienced at all
levels (micro, meso and macro) across a range of social
settings and spaces. However, stigma was largely attached
to HIV than to NCDs. Similar to stigma in leprosy, [31],
HIV stigma can be inhibited through sector wide adop-
tion of integration. Whilst integration can take many
forms, it is integration of NCDs with HIV care that has
shown to be most appropriate in Uganda [32]. Cognizant
of these benefits [33], it is time to take advantage of the
many opportunities that integration offers, in order to
reduce dimensions of social, inter-personal and struc-
tural stigma in the health care system.

Strengths and limitations of the study

Despite our insights into stakeholder experiences of
integrated care, we observed that our study was lim-
ited to lower level health facilities and used a relatively
small sample size which limits generalizability. In addi-
tion, given that the former ART clinic building was
converted into an integrated care clinic, such an arrange-
ment could have been the reason why facility level stigma
was reported. This challenges us that, if the intervention
was to be implemented in such a way that an independ-
ent clinic is selected other than the ART clinic build-
ing, the reported cases of stigma would most likely be
reduced further. This would make integrated care opti-
mal in addressing stigma in the management of HIV
and NCDs in low resource settings. In order to address
some of these limitations, we obtained perspectives from
a range of stakeholders and importantly we have identi-
fied a breadth and depth of evidence of how stigma was
experienced, not only in primary care facilities but within
families, communities and the individuals themselves.

Conclusions

The study builds on a growing evidence base from Sub-
Saharan Africa, including Uganda, which supports argu-
ments that integrated care is a plausible and optimal care
model for the management of chronic conditions, espe-
cially when efforts are channeled to leverage the exist-
ing HIV infrastructure and well-funded systems. The
study narratives reveal that, in low resource settings like
Uganda, integration of HIV, diabetes and hypertension
care has the potential to support patient experiences of
co-morbid care, and that integrated clinics may function
as a central HIV stigma mitigation strategy, operating
independently of existing clinics and treating a range of
conditions including HIV and other sexually transmit-
ted infections. Integration also enabled patients to have
a platform to interact and share amongst themselves
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about their conditions and experiences of getting treat-
ment, and through such interactions, they offered and
received psycho-social support to each other. The model
remains vulnerable to HIV related stigma where some
patients with NCDs still fear being associated with the
clinic where HIV patients attend care, but this is likely to
decrease as integrated care becomes standard practice.
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