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ABSTRACT ARTICLE HISTORY
Patients with drug-resistant tuberculosis (DR-TB) have received Received 20 January 2020
community-based care in Eswatini since 2009. Trained and compensated Accepted 3 August 2020
community treatment supporters (CTSs) provide directly observed
therapy (DOT), injectables and psychological support. We examined the SEYWOBDS .
L - . . . rug-resistant tuberculosis
acceptability of this model of care among DR-TB patients, including the (DR-TB); Eswatini;
perspective of family members of DR-TB patients and their CTSs in PhotoVoice; differentiated
relation to the patient’s experience of care and quality of life. This models of care; community-

qualitative research was conducted in rural Eswatini in February 2018. based treatment; resource-
DR-TB patients, CTSs and family members participated in in-depth limited settings; qualitative
interviews, paired interviews, focus group discussions and PhotoVoice. research

Data were thematically analysed and coded, and themes were extracted.
Methodological triangulation enhanced the interpretation. All patients
and CTSs and most family members considered community-based DR-TB
care to be supportive. Positive aspects were emotional support, trust
and dedicated individual care, including enabling practical, financial and
social factors. Concerns were related to social and economic problems
within the family and fears about infection risks for the family and the
CTSs. Community-based DR-TB care was acceptable to patients, family
members and CTSs. To reduce family members’ fears of TB infection,
information and sensitisation within the family and constant follow-up
appear crucial.

Introduction

Drug-resistant tuberculosis (DR-TB) is a serious public health threat in resource-limited settings
(RLS) where access to care, diagnosis, and treatment initiation and continuation remain challenging
(WHO, 2018).In 2017 only an estimated 30% of all DR-TB cases in Africa were laboratory diagnosed
and treatment outcomes remained suboptimal (WHO, 2018). Failure to improve DR-TB care in RLS
reduces the chances of ending TB epidemic by 2030 (WHO, 2017).

The World Health Organization (WHO) recommends ambulatory DR-TB care comprising
clinic-based and community-based service delivery (WHO, 2014). In clinic-based care, patients tra-
vel daily to facilities for directly observed therapy (DOT) and injectables during the intensive phase
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for approximately eight months. In community-based care, daily treatment delivery occurs in the
community, provided by either nurses or trained lay cadres (Seung et al., 2009).

Community-based DR-TB care with involvement of trained lay people has the potential to over-
come barriers to access and to facilitate uninterrupted treatment for rural populations and patients
with socio-economic constraints (USAID, 2017; WHO, 2008). Few studies have looked at the quality
of care of DR-TB services from the patients’ perspective, and those that have shown poor experiences
for affected patients (Daftary et al., 2014; Guo et al., 2009; Isaakidis et al., 2013; Laxmeshwar et al.,
2019; Shringarpure et al., 2016; Singla et al., 2009; Udwadia & Furin, 2019). Community-based DR-
TB care may have the potential to provide patient-centred social and emotional support (USAID,
2017). This model of care has been shown to be feasible in rural Eswatini and in a similar setting
in Lesotho, achieving favourable treatment outcomes at acceptable costs (Kerschberger et al.,
2019; Satti et al., 2012; Seung et al., 2009). However, experiences and perceptions of DR-TB patients
regarding community-based DR-TB care remain unstudied.

This paper presents the experiences and perceptions of patients receiving community-based DR-
TB care in rural Eswatini, as well as the experiences and perceptions of CTSs and family members of
patients. The results are part of a larger study conducted for Médecins Sans Frontiéres (MSF) Swit-
zerland to document the acceptability of the implemented community-based DR-TB care model to
patients, CTSs, and family and community members. We aim to inform health policy and to con-
tribute to the discussion on expansion and implementation of quality DR-TB care in RLS.

Methods
Study design

This study applied an exploratory qualitative research design (Skovdal & Flora, 2015) and used 26 in-
depth individual interviews (IDIs), three paired interviews, two focus group discussions (FDGs) and
PhotoVoice in the Shiselweni region (Eswatini) in February 2018.

PhotoVoice was used as a culturally sensitive participatory approach to involve mostly HIV co-
infected DR-TB patients actively in the research. This visual representation technique combined with
interactive discussions gave economically and socially disadvantaged DR-TB patients a voice to tell
their stories, revealing their everyday realities with DR-TB treatment. Visual participatory methods
play an important role in qualitative research as they provide contextual information (Blackman &
Fairey, 2007; Daniel & Logie, 2016; Mitchell et al., 2005; Mohammed et al., 2013; O’'Donovan et al.,
2020; Teti et al., 2015; Wang & Burris, 1997). IDIs and paired interviews were conducted while
patients and CTSs took photos to gain in-depth understanding of patients’ CTSs’ and family mem-
bers’ perception of and experience with community-based DR-TB treatment. FGDs gave insight into
communities’ views on this model of care.

The primary analysis focused on the acceptance of community-based care by patients enrolled
into this model of care, including their CTSs and family members.

Setting

The Shiselweni region (population 204,000 (Central Statistical Office of Eswatini. The 2017 Popu-
lation and Housing Census Preliminary Results, 2017)) has an HIV prevalence of 32% among adults
aged 18-47 years (Bicego et al., 2013) and an estimated TB incidence of 308 cases per 100,000 popu-
lation (WHO, 2018). Among TB cases, 8% of new and 34% of re-treatment cases were infected with
multidrug-resistant TB (Sanchez-Padilla et al., 2012), of which 79% had HIV co-infection (Ker-
schberger et al., 2019).

The National TB Control Programme (NTCP) and MSF have provided ambulatory DR-TB care
since 2008 (Kerschberger et al, 2019). A two-week hospitalisation was encouraged at treatment
initiation and HIV co-infected patients were initiated on antiretroviral therapy. Thereafter, clinic-
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based care was offered to patients without access constraints to health facilities where they received daily
DOT and injectables for DR-TB treatment. According to standard operating procedures, patients were
eligible for community-based care if they had difficulties in daily access to health facilities for whatsoever
reason, including living in remote locations, having socio-economic constraints and being stigmatised or
immobile (e.g. age, disability). Volunteer lay people living near patients’ homes were identified by the TB
nurse and the patients to become CTSs. The CTSs received a theoretical and practical training over two
weeks and monetary compensation for providing DR-TB care support, including daily DOT and intra-
muscular injections at the patient’s home during the intensive phase. The community TB nurse visited
the homestead at least twice a month for supportive visits and could be contacted by phone by the
patient and CTS in case of any medical needs. The patient and CTS attended secondary facilities
once a month for clinical and laboratory follow-up, support groups and drug refills. Patients received
a travel allowance and food package to support treatment adherence. All care provided was free.

Study population and sampling

Purposive sampling was applied to include patients facing constraints in access to treatment; the
sample size was based on the notion of saturation (O’Reilly & Parker, 2012). Firstly, criterion
sampling was used for patients of both sexes and different ages based on the criteria of receiving com-
munity-based DR-TB care during the intensive phase in remote locations. Secondly, patient’s CTS
and one family member were interviewed. This approach enabled triangulation of the results
from each participant group, comparing how they concurred and diverged in terms of findings.
Lastly, interviews with health workers involved in the delivery of community-based care were con-
ducted. The characteristics of study participants are presented in Table 1.

Data collection

Table 2 provides an overview of data collection methods used. Firstly, an introductory session to
PhotoVoice was run at the MSF office in the Shiselweni region as a culturally sensitive participatory
method (Cannuscio et al., 2009; Wang & Burris, 1997). Patients and their CTSs attended a half-day
workshop where PhotoVoice was explained to them, and they received disposable cameras for one
week including guiding questions to take pictures of issues related to the DR-TB treatment experi-
ence. Secondly, patients, CTSs, family members and one TB counsellor were individually interviewed
at the home of the patient or the CTS or at the facility, while patients and CTSs took photographs.

Table 1. Characteristics of main participants.

PATIENTS
Sex Age range Initiation months Smear status Total
Males 24-45 May, June, July, October 4 negative 6
2 no results
Females 32-67 September, November, December 1 negative 3
2 no results
FAMILY MEMBERS
Sex Age range Relationships to patients Total
Males 27-52 Father, son, brother 3
Females 26-69 Mother, sister, mother-in-law, sister-in-law, paternal aunt, 8
niece, grandmother
CTSs
Sex Age range Clients cared for by CTSs Total
Females 28-78 6 males 9

3 females

CTS, community treatment supporter; DR-TB, drug-resistant tuberculosis.
*All CTSs lived in the patient’s neighbourhood within a walking distance of a maximum of 15 min.
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Table 2. Overview of data collection methods and number of interviews conducted.

Data collection method Participant # of Participants
Individual interviews Patients 9
CTSs 9
Family members 7
TB counsellor 1
Paired interviews 2 Family members 2
1 Community DR-TB nurse 2
Focus group discussions 1 Community leaders (administrative) 8
1 Community leaders (traditional) 8
Photo-release workshop 1 Patients and CTSs 5+5
1 Patients and CTSs 4+4

CTS, community treatment supporter; DR-TB, drug-resistant tuberculosis.

Nearly all individual interviews were conducted before the PhotoVoice release workshop; three IDIs
with patients and four IDIs with CTSs were done after this. Thirdly, patients and CTS attended a
one-day photo-release workshop to select and present three photographs to the group. The photos
provided the participant’s interpretation and meaning regarding community-based DR-TB care.
Fourthly, paired interviews were conducted with family members at the patient’s home and with
a TB nurse and TB counsellor at the facility. Different topic guides were used for the interviews
and FDGs, with a photo reflection sheet for the photo-release workshops.

Analysis

All interviews were conducted by the principal investigator (DB), either in English or in Siswati with
the help of a female or male translator, audio-recorded and transcribed verbatim directly from Sis-
wati into English. Recorded discussions and notes of the presentations from the photo-release work-
shops, each photograph and its accompanying description, whether written or spoken, transcriptions
of IDIs and FGDs, and notes taken during or after any encounters formed the basis for the analysis.
An iterative and inductive approach was applied (Green & Thorogood, 2018), reviewing notes and
interview transcripts as they were transcribed in the field to draw preliminary observations related to
the research questions. An initial set of conceptual codes was identified by the principal investigator
and the two research assistants in collaboration. The principal investigator analysed and coded the
notes and interview transcripts manually and the research assistants coded in NVivo 11, systemati-
cally applying codes to blocks of text (usually of three to five sentences in length). Data validation was
ensured through a methodological triangulation by combining in-depth individual interviews with
group discussions, PhotoVoice and document reviews (Green & Thorogood, 2018; Patton, 2002),
and emergent themes were tested by examining exceptions and counter examples.

Ethics

The study protocol was approved by the MSF Ethics Review Board and the National Health Research
Review Board of Eswatini. All participants provided written informed consent before study
enrolment.

Results

Patients, CTSs and most family members considered community-based DR-TB care to be a supportive
and appropriate care model and in most instances preferred this model to the facility-based care model.
From the analysis, three overall themes emerged in relation to life quality and quality of DR-TB treat-
ment and care: ‘Everyday life continuity’, ‘supportive and professional care’, and ‘infection risk and care
responsibility’.
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Everyday life continuity

For DR-TB patients, being able to continue everyday life to some degree, being with family and keeping
social networks intact while on treatment were of great importance and an essential aspect of what they
most appreciated about the community-based care. In that sense, patients were able to keep their social
roles of being a head of family, a father, a spouse or a friend and were not only seen as a patient.

Patients valued being at home to keep their social relations with other family members, being in
direct contact with them, something that could be difficult if hospitalised:

Being treated at home, it’s a good thing because, at home they are able to visit, to greet you, even if they don’t
have money. Even that alone can make you feel better, feel at home. In my home the economy is not good, so
going to the hospital takes time to give you those fruits or something small [meaning money]. Male patient, 32
years

Visits from family and friends were challenging as the Shiselweni region is predominantly rural.
Most family members and friends travelled at least two hours to the nearest health facility or TB hos-
pital. To reach the TB ward in Nhlangano meant a four-hour drive for some.

There would be an emotional challenge, if it would be there [hospital], because when I'm treated there then it
means I wouldn’t be able to see my children and really it would affect me. Female patient, 32 years

As family members could ‘accompany’ the patient during the course of DR-TB treatment, they could
also follow and witness a patient’s recovery. This was of crucial importance, as DR-TB was still seen
as a disease that is serious and difficult to treat and people feared suffering from it.

I've seen that at first he [patient] had fear, that now that I have DR-TB, it may mean that I'll die, as you [MSF]
visited him, I've seen that he is getting relaxed emotionally, and he is gaining weight and hasn’t changed. I can
see that all this is due to that he accepted his condition and that you [MSF] are with [treat] him. Female and
male family member, 35 and 34 years

Furthermore, being at home and having the freedom to decide when and what to eat was valued by
patients. The freedom and self-determination that characterised the patients’ experience of treatment
at home and under the community-based treatment model stood in sharp contrast to how they
described their experience of being hospitalised. Often the patients spoke about such experiences
as ‘like being in a prison’, or like ‘being in jail’ with health workers watching over the patients.

At the same time, some patients evoked the risk of being emotionally stressed and disturbed in the
facility because of other sick patients admitted there, and additional distress was caused by
unfriendly and harsh medical staff who do not know the patient well while having many other
patients to care for. Patients did not feel ‘free’ and could not go out to meet friends and relatives
or buy basic things like soap or fruits. Patients also mentioned limited opportunities in relation to
sleeping and food, as in the facility they would not be able to decide when to sleep or when and
what to eat because they have fixed eating times; occasionally patients feel dizzy and unwell after
the injections and even do not want to eat at all.

It’s like you are in jail, arrested. I can say that it’s like you are arrested you see. Because you are not able to go to
the shops to buy ... you need to ask those relatives to carry for you. If you don’t have relatives, then nothing!
Male patient, 45 years

When he is treated in the hospital, he feels like, he is just in jail, he is unable, he is not free, he can’t even see his
relatives, he just can’t do what he wants to do, you see, just like at home! CTS, 40 years

The way you eat at the hospital, when they say ‘here is food” you are indeed supposed to eat that, you don’t have
a choice. Male patient, 25 years

Being able to continue their everyday life — for example, looking after their livestock or going to the
field — was seen to positively influence quality of life in terms of being a DR-TB patient. Patients
could be with their family, their children and their friends and could look over their livestock.
One patient explained with his photograph (Figure 1):
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Figure 1. Chicken and a dog.

With this picture I want to show that my livestock are under my supervision now since I am [treated] at home.
After taking medication, I am able to check on my animals and feed them. Male patient, 41 years

At home, patients are able to perform different activities such as playing football, doing small jobs,
supporting the family and caring for children.

Financial support to the patient (travel allowance and food) also helped families by reducing the
family’s direct expenses for food.

The patients are too far from the facilities; when we visited them they are saying, having the MSF staff coming to
the community is like having money in your bank account. Female counsellor, 37 years

Supportive and professional care

Patients, family members and CTSs highlighted positive aspects of facility-based DR-TB care and
community-based DR-TB care depending on the situation. For patients, the support they received
from their treatment supporter was linked to adherence to treatment and retention on treatment,
and they mentioned how ‘encouraging words’” and ‘positive stories’ of other DR-TB patients helped
them to continue treatment:

I'am helped most by my treatment supporter. She has words of encouraging me, even if I feel that my strength is
going down, it’s my treatment supporter who has the big support that I have the energy to continue to take my
treatment. Male patient, 33 years

What she [CTS] supports me with is that she encourages me that I will be well, taking the pills properly. She
[CTS] uses others as examples, those who survived, that ‘there is that one, they survived too.” Even with food,
she says that I should try to eat well and I should drink the pills after having eaten. Male patient, 31 years

The words of encouragement and ‘positive stories’ of other patients who recovered from DR-TB
stood in contrast to how patients who received facility-based care described being ‘reminded
about death’ when other patients would die in the hospital:

In the hospital, you get disturbed, there is someone dying nearby you, yet when you are here [at home] you
become stress-free you see. Male patient, 32 years

Patients expressed their gratitude for having been accepted by their family to be treated at home and
for ‘being loved’ by their family members; however, it was always mentioned that the family should
be well informed about what it would entail to have a DR-TB patient cared for at home. Patients also
voiced receiving ‘tender care’ from their CTS, who had ‘only’ one patient to care for and thus became
a person of trust for the patient.
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She [CTS] has greatly supported me ... even emotionally, because all homes can never be the same that every-
thing is always perfect, so I am able to confide everything [family problems] to her and then she is able to help
me. Male patient, 45 years

In the Photo-release workshop, patients showed their thankfulness and appreciation to the CTSs,
with one patient saying: ‘She is like my mother’. The same patient showed this picture (Figure 2)
of his CTS, explaining while presenting it:

I chose this picture to show gratitude to my CTS for agreeing to help me because the care I get from her is better
than hospital care. Male patient, 31 years

In return, the CTS of this patient said while explaining one photograph (Figure 3) she took of him
and his brother:

I took the picture of them [patient and his brother] to show that X [patient] is open with me. We sometimes sit
down and talk about life and what stresses him. He treats me like his mother. CTS, 49 years

For CTSs, the training received and the fulfilling job providing care evoked a sense of professionalism
and self-esteem. One CTS said: ‘I am like a nurse’. CTSs in general emphasised that they do their job
well, like a trained nurse, that they are conscientious about what they do and how they do it, and that
they feel empowered by being a CTS. CTSs further showed dedication and compassion in caring for

Figure 2. CTS filling in the register.

Figure 3. Patient with his brother.
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patients and said that it awoke empathetic feelings in them. One CTS explained how she feels about
her job, how she ‘cares’ about her patients and how things have changed over time.

This work, it’s a difficult job which needs a calm heart or love. Have love for it because you have to think for the
patient that, it may happen that after finishing to get an injection they feel like their bones, the body is feeling
sleepy. CTS, 54 years

Infection risk and care responsibility

While DR-TB community care was positively valued by patients, family members and CTSs,
especially in relation to adherence to treatment and retention on treatment, DR-TB care within
health facilities was appreciated for the routine monitoring of the condition and gave a sense of
security in cases where the condition of the patient was more serious:

What is better in the hospital, I can say that every Monday morning the doctor comes and asks you, checks you
if you have any problem. Also that BP [blood pressure] and temperature is checked always, every day. Male
patient, 25 years

The good thing about being treated in the hospital is that if there is any change occurring in your condition, you
usually get quickly help because they [health professionals] have sufficient knowledge and sufficient education.
They know if a person is doing, what they are supposed to do in helping him. They are able to see the mysteries
of a condition, and are able to know when they should refer that patient to someone else. At the hospital they
are special trained. Male patient, 32 years

It [facility-based treatment] is good in a case or event when he [the patient] is very sick, it’s okay that he gets
treated in the hospital because we may not have the knowledge of what to do since he is very sick, I wouldn’t
know how I can help him. Female family member, 59 years

In cases where the condition of the patients was more serious, it could be difficult for the family to
know how to best deal with the situation, as the quote above alludes to, and facility-based treatment
relieved family members of that care responsibility. Family members showed particular concerns
about infection risk when taking care of DR-TB family members at home. Family members’ fear of
infection was often related to their own wishes for their future and could create tension within families:

One thing that I feel is wrong, you see, my mother [patient] and there’s that child [mother’s grandchild], once
she gets the injection, she gets drowsy and she’s lying down. I'm the one who is going to cook for her and taking
the plate from her room. I am not comfortable entering her room; not because I discriminate her but I am still
young and look for job opportunities; so when I enter her room and then find out that 'm now having this
disease it will not go down well with me because you aren’t going to work if they know you have TB. Male family
member, 27 years

It is very true when it is found that one is having TB legwamile [DR-TB], there is fear, and then the fear
decreases after we have been told at the hospital that ‘you don’t have it” after being tested and then also we
get told on how to live at home. In real sense, there is the fear. Female and male family member, 35 and 34 years

Another risk of community-based care was evoked in relation to families with difficult living con-
ditions. Economic, social and interpersonal problems within the family were highlighted as a
major challenge for families in precarious living conditions. Respondents indicated negative impact
on patients’” well-being and recovery because of interpersonal conflicts within families; patient’s tem-
per, disputes between husband and wife, and alcohol and drug abuse were expressed as the main
problems.

I try and encourage her and say my child in the way you’re going you’ll survive this but you just have to be
patient, when you follow what the doctors are saying you'll live longer, but then she wouldn’t understand
you because drinking and smoking is nice yet she knows that the treatment is affected by such, like when
going to the bar she’ll take the treatment with. CTS, 78 years

The husband [of the patient] would go and drink alcohol saying he’s drowning his sorrows and his stress and
when he comes back, he gets into his room and sleeps. ... that is what sparked the fights. CTS, 49 years
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For patients and family members, the support they received from the DR-TB nurses of the pro-
gramme was crucial; it created a sense of security and relieved family members of responsibility
that the DR-TB nurses could be called at any time if medical problems arose:

Yes it’s a good thing that I see and that they [MSF] do follow ups on the patients and visit; you would see by the
car coming such that if there is a problem, maybe you are not well maybe you are lying down because of the
pills, if you call MSF for help, they can always come at any time. Male family member, 34 years

It’s good to me, I see it good because I get to see and monitor his condition and if there is something I see that is
not okay, I was able to call the nurses who will promptly come and assist and try to assess the situation. Female
family member, 59 years

In general, CTSs felt that the training they had been given made them capable of doing their job and
capable of protecting themselves from infection risks. The CTSs mentioned how they used masks
and did not stay long in the patient’s room, as they had learnt from the training they had been
given as CTSs. Some CT'Ss, however, emphasised that one could never be a 100% safe from infection
and, in addition to their biomedical training on infection control, their religious beliefs and prayers
afforded them a sense of security from infection:

Maybe [I] am not protected 100% but I usually tell myself that there are verses I usually read. In the holy book
there is where it says God protects us even in diseases that are contagious. I then sacrificed myself wholly that
aaay let me help him because even to me one day, either my relative or my child will be like this and a person
will be needed to look after them. CTS, 49 years

For the CTSs, the emphatic call or obligation to ‘sacrifice oneself’ to care for the patient, outweighed
their fear of infection risk. Patients did not see any risk of infection for their family and friends visit-
ing them, because they considered themselves to be following the infection control measures they
were taught.

It is not dangerous, and I don’t see any risks because I sleep alone in my room like they told me, my children are
sleeping with their grandmother and my husband sleeps in his own [room]. Female patient, 32 years

While patients did not see a risk for their family members and friends when they were cared for at
home, family members acknowledged reduced risk of infection when the patient was treated at the
facility.

I want to say that, they [facility] have their own place where they [DR-TB patients] stay, so you or someone else

who is okay, who doesn’t have the TB, maybe the chances of getting the TB are low. Female family member, 33
years

In relation to a reduced risk of infection when treated in the hospital, respondents spoke about the
hospital as a clean place with toilets, soft beds, clean sheets and blankets, whereas there might not be
anyone to provide that for the patient at home.

Another good thing about being treated at the hospital is that you're going to sleep on a clean bed and maybe at
home there wouldn’t be anyone to make sure the bedding is clean and that might lead to other infections. Male
family member, 27 years

Discussion

Community-based DR-TB care has been used in different resource-poor contexts where it has been
shown to be feasible and has achieved favourable treatment outcomes for patients (Arshad et al.,
2014; Brust et al., 2012; Colvin et al., 2014; Demissie et al., 2003; Duwell et al., 2013; Escott & Walley,
2005; Farmer & Kim, 1998; Hadley & Maher, 2000; Heller et al., 2010; Hendrix-Jenkins, 2008; Horter
et al., 2014; Shin et al., 2004; WHO, 2008). This study, explored patients’, family members’ and CTSs’
perceptions and experiences of this model of care with regards to involvement of trained lay people
by using different qualitative approaches including the visual PhotoVoice method. Overall, the study
found that community-based care was an encouraging experience for patients and families and was
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the favoured model of care over facility-based DR-TB treatment, which should be envisaged only for
the very sick patients.

Findings in context

Study findings suggest that community-based care with involvement of CTSs for treatment and
patient support was preferred by all patients who were involved in the programme, their treatment
supporters and their family members. Other studies that examined community-based models of DR-
TB care complement these findings, showing that this model of care is feasible and acceptable
(Arshad et al., 2014; Colvin et al., 2014; Demissie et al., 2003; Heller et al., 2010; Horter et al.,
2014). It was seen as a supportive and professional model of care that was conducive to patients’
emotional and mental condition and physical well-being to continue everyday life. It allowed
patients to feel ‘free’ and be with their families in their own homes and, most importantly, it gave
patients a sense of self-esteem and respect of being recognised as an individual and not just a patient.
For family members witnessing and patients themselves observing their recovery was a positive
experience that influenced DR-TB perception in general and reduced fears of the disease.

Community-based DR-TB was characterised not only by a close and trustful relationship between
the patient and the CTS but also by dedicated individual quality care for the patient (Escott & Walley,
2005; Horter et al., 2014). CTSs’ empathy to care for patients and the time and devotion they
addressed to them was highly valued by patients, as nicely addressed in a similar study (Snyman
et al., 2018). CTSs on the other hand went through a process of empowerment by acquiring a
role of responsibility, learning new skills, and gaining a feeling of self-worth and a sense of profes-
sionalism, which stands in strong contrast to findings from another study on community health
workers’ experiences (O’Donovan et al., 2020). While some health care providers still had doubts
about trained CTSs giving injections, they also recognised the benefit in terms of workload reduction
(WHO, 2008). Notably, these concerns should be eliminated with the expansion of fully oral DR-TB
treatment regimens, thus possibly facilitating the use of CTSs. WHO allows for community-based
treatment by trained lay people but acknowledges that operationalisation might be challenging
due to legal requirements and social traditions (WHO, 2014). However, study results show that
patients and family members follow the rules and respect the conditions put on them in relation
to community-based treatment. The authors believe that both the local context and the patient’s
needs should be considered for the delivery of community-based care in an acceptable way.

Community-based care is a favourable model of care for stable patients, particularly in terms of
adherence to and retention on treatment, with the CTSs closely supported by the DR-TB nurses of
the programme. Study findings clearly suggest that facility-based care is valued for patients who have
serious health conditions and need close monitoring by DR-TB professionals. Challenges with com-
munity-based DR-TB care were mainly related to worries about infection risks in the homes and
social and economic problems within the families (Escott & Walley, 2005). In a similar study,
patients who were treated at home did not see higher risks of infection but expressed concerns
about nosocomial infections (Horter et al., 2014). Knowledge of such concerns before the implemen-
tation of this model of care enabled anxieties to be mitigated through information and sensitisation
within the family and constant follow-up of patients and families (e.g. through TB screening). How-
ever, CTSs are exposed to infection risks and at times experience feelings of insecurity while doing
their job, but qualified training complemented by support from health professionals helped them to
overcome these fears. However, the major characteristic that helped them in their role was their self-
sacrificing attitude in fulfilling their activities. In addition, community-based care requires sufficient
organisation and planning in order not to result in frustration of CTSs. For instance, the low level of
stipend demotivated treatment supporters in another setting where they also felt the emotional strain
of caring for sick people (Escott & Walley, 2005). In our setting, CTSs were compensated for their
work (Kerschberger et al., 2019) and no complaints were reported. However, it was beyond the scope
of this study to assess their satisfaction with the level of compensation.
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Lastly, it is supposed that community-based DR-TB treatment possibly also increases aware-
ness and knowledge about DR-TB within the communities. This model of care simultaneously
suggests a reduction in stigma because not only were patients cured but community members
witnessed it.

Future perspectives

As TB infections and most of the treatment occur at the community level, the mobilisation of com-
munity assets in RLS is likely key to ending the TB epidemic by 2030. Underfunded TB programmes
struggle to deliver injectable-based DR-TB treatment regimens in RLS lacking qualified human
resources for health. Although this study did not investigate the role of CTSs in the delivery of
the newly recommended fully oral DR-TB regimen, the authors believe that community support
will continue to play an important role in the expansion of culturally acceptable and affordable qual-
ity DR-TB care.

Limitations

The main limitation was that the selected sample of patients included in the study might not be
representative of all DR-TB patients from this and other settings. In addition, DR-TB care provided
by MSF or other non-governmental organisations may not be fully generalisable to settings with care
predominantly provided through government structures.

Conclusion

Community-based DR-TB care appeared to be an appropriate care model and supportive for
patients, CTSs and most family members. This study showed that it is fostering DR-TB patients’
quality of life in receiving professional, dedicated and individual care from their CTSs. On the
other side, CTSs experienced empowerment and self-esteem and fulfilled their care responsibility
with empathy. It is essential not to overlook concerns related to social and economic problems
within the families and to seriously take into consideration family members’ fears and worries
about potential infection risks. To mitigate these anxieties, information and sensitisation within
the family and constant follow-up of patients are crucial. Further research is needed to understand
the perception of participants in the use of CTS for expansion of fully oral DR-TB treatment
regimens.
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