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Abstract

Background Little is known about experiences of rural people with diabetes care at a tertiary health facility in low-
income settings. Understanding their experiences is essential for developing effective diabetes care interventions.

Methods The study employed a qualitative narrative inquiry. Participants were identified at a diabetes clinic at a
tertiary-level healthcare facility. Ten participants from the rural areas attending the diabetes clinic were purposively
selected. Data were collected through in-depth interviews in the privacy of the homes of the study participants and
analysis was done using the Riessman approach to thematic narrative analysis.

Results In this study, the following four themes emerged: (1) the long pathway to a diagnosis of diabetes; (2)
Poverty-related hardships and diabetic clinic attendance; (3) The impact of health worker attitudes and behavior on
diabetes care; and (4) Low resources and their impact on self-management.

Conclusions Rural-based patients living with diabetes encounter enormous challenges as they access diabetes care.
One of the challenges is delayed diagnosis of diabetes. There is a need to introduce point-of-care (POC) testing to
improve diabetes diagnosis. In addition, there is a need to strengthen awareness campaigns among the population
so that people are well informed about the signs and symptoms of diabetes to promote early diagnosis. Diabetes care
must be decentralized from tertiary hospitals to primary health centers. This will improve access to diabetes care and
reduce the burden associated with traveling a long distance to access diabetes care in Malawi.
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Background

In sub-Saharan African countries, non-communicable
diseases (NCDs) such as diabetes and hypertension
have become an increasing public health concern and
are expected to surpass HIV/AIDS as the leading cause
of death in 2030 [1]. There is evidence of a growing bur-
den of diabetes in Malawi. Studies conducted in the 1960
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and 1970 s demonstrated that diabetes was an important
health problem with an estimated prevalence of 1% or
less [2]. The prevalence in sub-Saharan Africa (SSA) in
2015 was 6% [3]. However, in 2017 it was estimated to be
5.6% [4] and was slightly higher in rural than urban areas
among adults aged between 25 and 64 years; 5.4% versus
4.4%, respectively [4].

Malawi is classified as one of the least-developed coun-
tries in the world, with 85% of its population living in
rural areas [5]. It is indicated that 71% of Malawi’s 17 mil-
lion people live in extreme poverty and most of them
are concentrated in rural areas where there are limited
economic activities ( [5] and where they reside far from
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secondary and tertiary healthcare facilities which provide
specialist care. Consequently, rural-based patients living
with diabetes have insufficient access to care and there is
evidence to that effect [6]. Additionally, there is delayed
diagnosis and the rural-based patients receive substan-
dard diabetes care compared to their urban counter-
parts [7]. Evidence suggests that narratives about clinical
encounters give opportunities for health professionals to
listen to patients’ experiences of care and make necessary
improvements [8]. However, there is a lack of in-depth
knowledge about the experiences of diabetes care among
rural-based diabetic patients at a tertiary facility in
Malawi. The available literature on diabetes care focused
on the assessment of quality of diabetes care at a second-
ary level health facility in Malawi [9]. This study, there-
fore reports on the experiences of rural-based patients
living with diabetes on diabetes care at a tertiary health
facility in Lilongwe, Malawi.

Methods

Research approach and design

This study adopted a qualitative narrative inquiry
approach. In this approach, researchers describe the lives
of individuals, collect and tell stories about people’s lives,
and write narratives of individual experiences [10, 11].
This research approach was chosen because it is partici-
pant-centered. As argued by Haydon [12], there is a need
to find what is important from the patients ‘point of view’
to optimize care. Polit and Beck [13] add that the broad
underlying premise of narrative research is that people
most effectively make sense of their world and commu-
nicate these meanings by constructing, reconstructing,
and narrating stories. Furthermore, humans naturally
communicate and express the depths of their identities,
relationships, emotions, and beliefs through the telling of
stories [13]. Thus, narrative inquiry provided the oppor-
tunity for participants to share what was important to
their situation.

Study setting

Participants were recruited at a diabetes clinic at a ter-
tiary-level healthcare facility in Malawi. Tertiary facili-
ties provide specialist health services at the regional level
and also offer referral services to district hospitals within
the region [14]. Participants from various rural areas
in Lilongwe attend the diabetic clinic at Kamuzu Cen-
tral Hospital (KCH). KCH diabetic clinics are scheduled
two times a week (Tuesdays and Fridays), with an aver-
age of 40 to 60 patients living with diabetes per clinic
session. Nurses and clinicians review these patients.
We followed the participants to their respective homes
for data collection. As observed by Polit and Beck [15],
interviewing participants in their homes helps to avoid
manipulation of the participants as they will be free to
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express themselves within their home setting. Interview-
ing participants at their residences was also consistent
with the narrative inquiry research design.

Sampling

The study population comprised adult patients living
with diabetes from rural areas in Lilongwe. The inclu-
sion criteria were (1) patients living with diabetes man-
aged on insulin therapy (2) aged 18 years and older; (3)
living with diabetes managed on insulin for more than
6 months; and (4) living in rural areas. We used purpo-
sive sampling. The sample consisted of 10 participants.
Moule and Goodman [16] support a smaller sample size
of 6-10 in a qualitative study for rich experiences and
Creswell [17] recommends 1 to 2 individuals for narra-
tive inquiry. Data saturation was achieved with a sample
of eight because the participants were good informants
who were able to share their lived experiences and com-
municated effectively. Two more participants were inter-
viewed just to further verify data saturation. As noted
by LoBiondo-Wood and Huber [18], it was known that
saturation had been reached when the ideas surfacing in
the dialogue were similar to those previously heard from
other participants.

Data collection instrument

Data were collected using a semi-structured interview
guide. The semi-structured interview guide allowed the
researcher to prepare a written topic guide, which is a list
of areas or questions to be covered with each participant
[15]. The questions focused on the following: experiences
of living with diabetes managed on insulin therapy in
rural areas; patients’ living with diabetes perceptions of
their illness experience in rural areas; factors that enable
and hinder coping with the illness in rural areas. Probes
were asked when necessary. The semi-structured inter-
view guide was developed in English and translated to
Chichewa.

Pretesting of the data collection tool

The interview guide was pretested with three rural-based
adult patients living with diabetes managed on insulin
therapy. Participants were identified at Kamuzu Central
Hospital diabetes clinic and data were collected in their
respective homes. Polit and Beck [15] stipulate that the
pretesting of the interview guide helps to check the struc-
ture and order of the questions. Pretesting also helped
the researcher to gain some practice in interviewing
participants [19]. In this study, data from pretesting the
interview guide were used with the rest of the data from
the main study. As stated by van Teijlingen and Hundley
[20] data from the pretesting studies are not used in the
main studies because of contamination. Nevertheless,
van Teijlingen and Hundley add that contamination is
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not a big concern in qualitative studies; and data from the
pretest studies can be used in the main studies. There-
fore, the researcher decided to include pretest interview
data in the analysis with the rest of the data.

Ethical considerations

The research was approved by the University of Malawi
College of Medicine Research and Ethics Committee ref-
erence number P.03/20/2969. Further ethical approval
was obtained from the study setting, tertiary hospital.
Before participation, verbal and written informed con-
sent was sought from the participants. To ensure ano-
nymity, participants were assigned codes and names were
not used in the study. After data analysis, the transcripts
were kept according to the university’s data management
procedures.

The Word Health Organization does not encourage
incentives beyond reimbursements for expenses incurred
as a result of participation in the research. These may
include travel costs and reimbursement for time lost. In
this study, data were collected in the privacy of the homes
of the study participants. They were given refreshments
and snacks as compensation for their time.

Recruitment process

Recruitment of participants started after obtaining ethi-
cal approval from COMREC. The researcher submitted
a copy of the ethical approval to the Hospital Director
from whom permission to conduct the study was sought
prior to submission of the research protocol to COM-
REC. A copy of the ethical approval and the letter of
permission from the Hospital Director were shared with
the Unit Chief Nursing Officer and the Unit In-charge
of the Medical Clinic. Participants were identified at the
medical diabetic clinics when they were attending the
diabetic clinic. The researcher approached the prospec-
tive participants at the clinic in liaison with the Unit in
charge of medical clinic and asked the patients to par-
ticipate in the study. The researcher had a private meet-
ing with the patients who accepted to participate in the
study. During the meeting, the researcher explained the
aims of the study, type of data, procedures and why the
participant was chosen to be the prospective participants
for the study. The investigator reviewed patient’s health
passports to confirm their eligibility for the study. When
the participants met the inclusion criteria, the investiga-
tor informed participants that the hospital was an access
point but the interviews were to take place in their homes
for which consent was sought. The researcher made
necessary arrangements including accompanying the
patient to their home to know the place. The investiga-
tor arranged for a date and time that was suitable for the
participant for the interview. No participant declined to
participate in the interviews.
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Data collection

Data were collected through in-depth face-to-face
interviews by E.N. E.N has experience with qualitative
research. Data were collected in the privacy of the homes
of the rural-based diabetic patients. The interviews
were conducted in Chichewa, a local language used in
the area where this study was conducted. The descrip-
tion of the interview meeting with the participants was
as follows: upon entering the house of the participant,
the researcher spent the first three minutes discussing
casual issues such as the status of the coronavirus pan-
demic and farming. This facilitated establishing a sense
of rapport. The interviews commenced by confirming to
each participant that he/she was ready to be interviewed.
The next step was to explain the details of the study to
the participant. The researcher read participants’ infor-
mation sheets for them. Thereafter, the participants were
asked if there were issues to be clarified or if they had any
questions regarding the study. The researcher answered
all the questions the participants had asked and then ver-
bal and written consent was obtained. At the beginning
of the interview, the researcher showed the participants
the tape recorder, which was used to record the discus-
sion, and informed the participant how the tape recorder
works. The interviewer sought consent from participants
for the use of a tape recorder. Generally, the researcher
started by obtaining the demographic characteristics
of respondents. Then the researcher introduced ques-
tions from the interview guide and used probing ques-
tions to seek clarifications and open up the interview.
Although some participants were able to tell their stories
freely, some of them needed a lot of time and consider-
able prompting. The interview was completed when the
participant had finished narrating his/her story and the
researcher had no more topics to discuss. The interviews
ranged in length from 30 to 45 min.

Data analysis

Each recorded interview was transcribed verbatim by
EN. All the interviews were translated into English. GM
and EN verified the transcription by re-reading the tran-
scribed data while listening to the recorded data. Data
analysis was guided by the thematic narrative analysis
by Riessman [13]. Firstly, transcribed data from in-depth
interviews were read through multiple times by the first
author to familiarize herself with the data and identified
preliminary ideas. Thereafter, a line-by-line analysis of
transcribed data was conducted to make meaning of the
collected data. Colours were assigned to sentences in the
transcripts to indicate potential patterns. EN and BCM
identified and extracted phrases and/or direct participant
quotations from the data. Codes were sorted into cor-
responding groups under potential thematic categories,
which were frequently renamed when a more appropriate
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title emerged. Coauthors met multiple times to discuss
and review the identified themes in order to reach an
agreement. Three experienced qualitative researchers
(KW, GM, and AM) scrutinized the themes to verify that
they accurately reflected the information that had been
collected. These researchers were not involved in data
analysis.

Trustworthiness of data

Four criteria for data trustworthiness proposed by Lin-
coln and Guba [21] were used. These include: credibil-
ity, dependability, confirmability, and transferability. In
this study, peer debriefing and member checking were
used to promote the credibility of the findings. Hamilton
[22] asserts that peer debriefing helps to manage inter-
viewer bias and to assist with conceptual clarity during
data analysis and manuscript writing. Peer debriefing
was done among the research team members after data
collection and it was also a useful strategy during both
data analysis and manuscript writing. Member checking
was done by probing for clarity during the interviews.
The research team members agreed that this was easier
and more appropriate for the participants as opposed to
member checking post interview for interpretive valida-
tion. Furthermore, trustworthiness was achieved through
the inclusion of excerpts from participants’ verbatim nar-
ratives. Dependability was achieved through the detailed
reporting of all processes within the study. These pro-
cesses include; the research methods, the detailed collec-
tion of data and the analysis of the data. It is indicated
that to ensure transferability, thick descriptive narratives
must be provided for readers to judge the applicability
of the findings in other settings and the verbatim quotes
included in this paper also serve this purpose [21] Fur-
thermore, to establish confirmabililty, the research team
kept records of the raw data: field notes, transcripts, and
a reflexive diary to enable readers to make an audit trail
of all the decisions taken during the research process.
All the decisions agreed upon during the peer debriefing
among members were documented. Transferability was
accomplished by providing sufficient detailed informa-
tion about the methodology, participants, and their con-
texts so that the reader could judge how transferable the
findings were to other settings.

Study findings

There were ten (10) participants aged 26 to 56, including
five males and five females. Three participants earned a
living through subsistence farming, while others worked
part-time or were retired; five respondents were married,
two were divorcees, one was a widow, and the remaining
had never married. The respondents’ educational levels
were as follows: one attended secondary school, eight
reached primary school, and one didn’t attend any formal
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education. The shortest period lived with diabetes man-
aged on insulin therapy was two years and the longest
was twenty years. The shortest distance diabetic patient
reached the hospital was ten kilometers and the longest
distance was seventy-one kilometers.

The analysis of the data yielded four themes: (1) the
long pathway to a diagnosis of diabetes; (2) Poverty-
related hardships and diabetic clinic attendance; (3) The
impact of health worker attitudes and behavior on diabe-
tes care; and (4) Low resources and their impact on self-
management (see Fig. 1). The following is a description
of the themes and text-based examples to illustrate them.

The long pathway to a diagnosis of diabetes

The study findings reveal that participants suffered for
a long time with symptoms of diabetes before the diag-
nosis was made. One characteristic feature was that
some patients went to several hospitals before they were
diagnosed. This is illustrated in the following interview
excerpts:

“I was very sick, I visited several hospitals (.); I was
weak and lost weight” (Participant #4-F-4-05).

“I lost weight significantly and my feet were swollen
(-) I visited different hospitals; I went to the Likuni
Clinic and was told that I'm diabetic” (Participant
#2-F-3-05).

The study findings reveal that the diagnosis of diabetes
was not instantaneous. Initially, there was a clear weight
loss that led family members, other people or even some
of the patients themselves to suspect that they had HIV
and AIDS, and the following voices illustrate this:

“My family members thought that I had HIV/AIDS.
I even doubted myself. I was weak, tired, lost weight,
sweating and had shortness of breath” (Participant
#9-M-8-05).

Likewise, another participant had this to say:

“Initially, I was just losing weight. I had lost so much
weight and people used to say that I have contracted
HIV” (Participant #10-M-11-05).

Another participant mentioned that because he had
HIV-related symptoms he was compelled to go for an
HIV test.

“So I was worried and had an HIV test; the result
came out negative. I was surprised at what I have
been suffering from. Then I was tested for sugar and
was told that I have diabetes” (Participant #10-M-
11-05).
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Codes

attendance

Fig. 1 Coding tree

In this study, we found that HIV-related symptoms lead
to stigmatization. Some of the participants reported that
they sometimes found that other people in the commu-
nity were openly gossiping about them.

“Some individuals used to gossip that my husband
was a womanizer and had infected me with AIDS (.)
I was worried. This touched me so much” (Partici-
pant #2-F-3-05).

Our study also found that patients begin to improve after
they were commenced on insulin therapy. One of the
participants expressed the following sentiments:

“I do have hope as I have noticed that I'm getting

Poverty-related hardships
and Diabetic Clinic

. The impact of health
worker attitudes and
behavior on diabetes care

. The impact of health
worker attitudes and
behavior on diabetes care
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Themes

The long pathway to a '
diagnosis of diabetes

better. I gained weight when I started using insulin
after losing so much weight” (Participant #9-M-8-
05).

Poverty-related hardships and diabetic clinic attendance
The study’s findings illustrate some of the difficulties that
diabetics in rural areas face as a result of poverty. It is dif-
ficult for participants to visit the health facility on a dia-
betic clinic day as the excerpt illustrates:

“Traveling a long distance to the hospital is difficult.
When it's a clinic day, my legs hurt due to traveling
on foot the long distance” (Participant #10-M-11-
05).
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“You can’t believe that on a diabetic clinic day, 1
get to the hospital on foot due to lack of transport
money, can you believe the distance from here to
the central hospital? What else can I do? When it’s
a clinic day, my foot hurts” (Participant #9-M-8-05).

In this study, some of the patients compromised insulin
dosages due to lack of funds to get more supply of insu-
lin. as one of the participants gave the following account:

“When 1 have remained with insufficient insulin
and lack transport money to go to the hospital, I
compromise the dosage of insulin by injecting myself
reduced quantities” (participant #3-M-4-05).

Another participant narrated that running out of medica-
tions led to negative health implications:

“At times, medications would run out, then I would
fall sick, as my sugar levels rose. I remember I
fainted one day. When I got to the hospital, I was
told that my sugar levels were very high. This is a
result of having no transport money since I couldn’t
go to the hospital to get more medications” (Partici-
pant # 1-M-1-05).

The impact of health worker attitudes and behavior on
diabetes care

Numerous statements from the participants revealed that
there is insufficient support at the diabetes clinic. They
expressed their displeasure with the unfair treatment the
rural-patients living with diabetes face unlike the rich
patients and concluded that clinic day is a very stressful
day. One participant said:

“What is so painful is the tendency of the rich
patients. They come from home and meet the doctor
right away while those of us who get there earlier are
still in the queue. We do nothing else other than just
look at them () This is a great concern (.) we feel ill-
treated at the Central hospital (.) So a clinic day is
very stressful to the poor diabetic” (Participant #5-F-
5-05).

Most participants cited that health workers delay provid-
ing care. Some of the participants expressed the follow-
ing sentiments:

“A diabetic clinic day is a tough day for the diabetic.
We usually arrive at the hospital in good time but
the nurses and doctors take a long time to attend to
us” (Participant #6-M-6-05).

Page 6 of 10

“The other challenge is that we do not get the nec-
essary support as patients. Ehh we are not treated
well. The delay in running the clinic is unhealthy for
the patients living with diabetes since we are food
dependent” (Participant #4-F-4-05).

One of the participants gave the following account as she
shared the experience of a fellow patient living with dia-
betes who fainted while in the queue as a consequence of
waiting for services while hungry, as indicated below:

“It is a painful and stressful experience. It is not
good for a a patient living with diabetes to go with-
out food up to 11 am waiting to get tested yet the
food is with us in the bag. You start feeling extreme
hunger pangs and yet you have food in your bag. You
experience low blood sugar level. I remember some-
time back, a male patient waiting to be tested col-
lapsed while in the queue due to low levels of blood
sugar, as he had not taken breakfast” (Participant
#5-F-5-05).

Some of the participants reiterated that there are corrupt
practices at the diabetic clinic, as indicated below:

“There are some corrupt health care workers. They
receive something from the patient; then they assist
that particular patient right away” (Participant
#10-M-11-05).

“When there is a corrupt doctor, we get back home at
3 pm yet we had arrived at the clinic at 6 am” (Par-
ticipant #5-F-5-05).

Low resources and their impact on self-management
Although patients living with diabetes have access to
the clinic, it was found that the inadequate supply of
resources is a setback. For example, during the interviews
participants explained that at the clinic, they are supplied
with inadequate insulin syringes:

“They give me 10 syringes; but it’s still not enough,
because they finish quickly. I inject myself two times
a day; 10 syringes last only 5 days” (Participant
#8-F-7-05).

“Today, the hospital has run out of syringes; so I have
been given medicine only and no syringes. I have to
look for money so that I can buy syringes from the
pharmacy ()A set of 10 syringes is sold at MKI,
200.00. 1 get stressed if the syringes are unavailable
at the hospital” (Participant #3-M-4-05).
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Some of the participants narrated that health workers
instructed them to reuse a disposable insulin syringe and
needle due to a lack of resources. One of the participants
said:

“Sometimes I'm given few syringes; then they (health
workers) tell us to use one syringe for even five days”
(Participant #5-F-5-05).

Additionally, the participants themselves stated that
they felt obliged to repeatedly reuse a disposable syringe
until they felt pain because of the few syringes that were
supplied.

“I re-use one syringe until I feel pain when injecting;
then I stop using it. This time I realized that it was
worn out and I should use a new injection” (Partici-
pant #2-F-3-05).

It is likely that sometimes patients may develop infections
on injection sites due to repeated use of the syringes. One
of the participants had this to say:

‘I was admitted to Kamuzu Central Hospital for a
week because I had this wound on my thigh where
I inject insulin. Ahhh, I couldn’t walk, I experienced
pain, and the wound had pus on it” (Participant
#5-F-5-05).

The high cost of insulin was a major concern for the par-
ticipants in this study, as the following excerpt illustrates:

“If there is no medication, I get very worried because
I cannot afford to buy insulin. The support I get
from my relatives is inadequate, so can’t buy the
medicine. Insulin is expensive in pharmacies, it'’s not
cheap; 1 bottle of Lente costs MK22, 000.00; I require
two bottles per month; soluble insulin costs MKI15
000.00 and I need 1 bottle, so the total is Mk59, 000;
this treatment is for just one month” (Participant
#3-M-4-05).

“The challenge we encounter at Kamuzu Central
Hospital is the unavailability of medication. There-
fore, we are asked to buy the medicine at the phar-
macy yet we don’t have money (.) I get worried when
there is no insulin at the hospital (.) I can’t afford
to buy the medicine since don’t have such a sum of
money” (Participant #4-F-4-05).

The study findings reflect that some of the patients have
no other choice but to miss insulin doses when their
insulin runs out, which negatively impacts their health.
One of the participants gave the following account:
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“I missed doses for up to 3 weeks due to a lack of
insulin. I was admitted when I got to the hospital
because my blood sugar was very high, I was sick
ehhh. This was my bad experience” (Participant
#1-M-1-05).

Some of the participants would resort to improvising
drinking a lot of water when insulin is not available, as
the excerpt illustrates:

“If there is no insulin, I just take more water and get
to the hospital frequently to check the availability of
drugs whilst I continue drinking a lot of fluids” (Par-
ticipant #3-M-4-05).

Some of the participants felt that the HIV/AIDS clinic
received more attention and resources from the hos-
pital. In contrast, they felt that diabetes clinic is often
neglected. One of the participants expressed the follow-
ing sentiments:

“The other problem is that HIV clinics get too much
attention; resources are always available to our
friends who attend the clinic. In many cases, the
diabetic clinic always runs short of medications and
syringes. Sometimes, we are requested to buy insulin
or syringes” (Participant#9-M-8-05).

Discussion

This study explored the experiences of rural-based
patients living with diabetes receiving care at a tertiary
facility’s diabetic clinic in Malawi. Our study highlights
the problems that rural-based patients living with diabe-
tes encounter in accessing diabetes care. We found that
participants are rarely presented with opportunities for
the early diagnosis of diabetes. Therefore, the findings
bring to light the existing deficiencies in diabetes diag-
nosis in resource-poor settings like Malawi. The delay in
the diagnosis of diabetes may be attributed to an under-
developed healthcare system with poor diagnostic facili-
ties [ [23]. Consequently, patients suffer for a long time
with symptoms such as weight loss and are suspected
to have HIV and AIDS. The patients additionally suf-
fer from the stigma and discrimination associated with
HIV and AIDS. Malawi adopted the Essential Health
Care Package (EHP) as an approach to health care deliv-
ery. An Essential Package of Health Services (EPHS) is
defined as the package of services that the government
is providing or is aspiring to provide to its citizens in an
equitable manner [24]. The package outlines the govern-
ment’s priority health interventions that patients need at
every level of the healthcare delivery system [25]. It is a
basic or minimum health care service [26]. However, the
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literature reveals that, as basic as it may appear, there
are some implementation challenges. For example, in
Malawi, there is evidence that the majority of the ser-
vices are underprovided and underfunded covering on
average 57% of the necessary costs [27] for diagnosis and
illness management and access to dependable labora-
tory services. Access to dependable laboratory services
and safe, suitable, and accurate diagnostics is crucial for
diagnosis and illness management [28]. However, there
is evidence that poor supply chain management of point-
of-care (POC) diagnostics is one of the more frequent
issues in some LMICs. Research evidence reveals com-
plete stockouts of blood glucose tests among other diag-
nostics [29]. Results of national health facility surveys of
pathology and laboratory medicine (PALM) and imaging
diagnostics revealed a country-level availability of 31-6%
for Malawi [30]. The absence of POC diagnostics in most
healthcare facilities in Malawi hinders the prompt diag-
nosis of diabetes. Additionally, there is evidence that the
proportion of health professionals who are knowledge-
able about crucial diagnostic and treatment methods for
EHP diseases is low [31].

In the present study, the average distance to the health-
care facility where the diabetic clinic took place was
35 km (km), and the longest distance was 70 km. Patients
traveled long distances to access diabetes care, and clinic
visits imposed financial burdens on them since diabetes
care is offered at district and tertiary facilities. Therefore,
decentralizing diabetes care to lower-level primary care
facilities can improve access to diabetes care, especially
in rural Malawi [32]. In addition, the distances we report
in our study are longer than those reported in Assayed,
Muula, and Nyirenda’s [9] study, where patients traveled
almost 10 km to access the diabetes services in Blan-
tyre. Our study further revealed that sometimes patients
missed clinic visits due to a lack of transportation money.
This sometimes led to insulin stockouts and sometimes
patients reduced their insulin dosage to ensure that their
medication lasted longer. This negatively affected their
glycaemic control causing ill health and frequent hospi-
talization. These findings are supported by Oleyende [33]
who revealed in a study that poor rural-based patients
living with diabetes find it hard to physically get to a
health resource setting; hence, patients tend to give up.
They go to the health center only when they experience
severe symptoms of the illness. Non-clinic attendance
is associated with poor monitoring of patients and poor
control of blood sugar [34]. No wonder patients in this
study complained of feeling dizzy, losing consciousness
because of poor glycaemic control. Oloyede [35] discov-
ered that rural-based patients living with diabetes expe-
rience what has been referred to as ‘access stress’ where
structural barriers; poor distribution of health services;
distance and geography prevent them from successfully
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meeting the demands of diabetes self-management. For
a chronic illness like diabetes, this may have a negative
adverse effect on patients as it may lead to the rapid onset
of diabetic-related complications.

We also found that participants encounter health work-
ers who are unsympathetic. Patients living with diabetes
perceive that they are unfairly treated and that they have
to wait a long time while hungry to receive attention. This
resulted in feelings of frustration with the public health
care system. Metta et al. [36] also obtained similar find-
ings in a study conducted in Tanzania, whereby patients
living with diabetes were inconvenienced and had dis-
comforts associated with having to wait for so long to
access the services.

The study findings flag up the problem of corrupt prac-
tices in healthcare settings in Malawi. Even though the
literature on health workers’ corrupt practices in dia-
betic clinics at public hospitals is rare; it does not mean
that health workers do not practice the vice. The United
Nations Development Programme [37] argues that in
some countries, patients commonly make informal pay-
ments to health care professionals for better services, and
the imposition of such a “fee” on “free” health care ser-
vices has a negative impact on access to health services.

We observed that although patients living with diabetes
have access to the diabetic clinic, the inadequate supply
of resources for diabetes becomes a hindrance to effective
self-management. Bui et al. [38] also revealed that ter-
tiary level public hospitals in Malawi experience frequent
stock-outs of oral medications and short-acting soluble
and intermediate-acting Lente insulin. In this study, par-
ticipants reported that insulin is costly and unaffordable
in Malawian pharmacies. Similar challenges are reported
in studies conducted in sub-Saharan Africa [39-41]. Like
in a study done by Metta et al. [42]; this study identified
that some of the participants compromised their insulin
dosages, which can negatively impact on their health.
In most low and middle income countries (LMICs),
access to insulin remains a challenge, with availability
and affordability being the two main obstacles [43]. In
this study, participants felt that there were inequalities
in the allocation of resources between the HIV/AIDS
clinic and the diabetes clinic. These findings resonate
with the assertion by Reid and Tsima [44]. Furthermore,
evidence suggests that inequality has a profound impact
on patients living with diabetes to the extent that some
“wish they had HIV/AIDS” [45].

Additionally, our study found that participants repeat-
edly reused a disposable insulin syringe and needle due
to insufficient resources. The literature identifies that
repeated use of insulin syringes and needles by patients
living with diabetes is a common practice particularly in
resource-limited countries [46]. Mainly, unreliable and
insufficient supplies and costs might lead to the syringes
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or needles being reused [47]. However, the World Health
Organization [48] recommends the use of a new, single-
use syringe and needle as it provides the highest level
of safety to the recipients. In contrast, there is evidence
that repeated reuse of insulin needles increases the risk
of infection [49, 50]. It is not surprising that one of the
participants in this study was hospitalized and managed
for a wound infection at the injection site that could be
attributed to infection from repeatedly reusing a contam-
inated syringe and needle. Our findings further expose
that although insulin syringes are labeled single-use only;
health workers in Malawi provide “unofficial” guide-
lines advising patients living with diabetes to reuse insu-
lin syringes and needles due to a scarcity of resources.
Ademe and Mekonnen [47] also reported similar findings
in Ethiopia. Guterres et al. [51] recommend that health
workers should provide adequate guidance on syringe
and needle re-utilization if reusing insulin syringes and
needles is unavoidable. Due to inadequate supplies of
syringes, infection prevention should be emphasized at
the Clinic by educating patients on hand washing.

Strengths and limitations

This study is among the limited studies that have
reported on the experiences of rural-based patients living
with diabetes on diabetes care within low-and medium-
income countries. The main limitation of the study is that
it was conducted at one public tertiary healthcare facility,
as such, the experience of diabetes patients might be dif-
ferent in other healthcare settings, and transferability of
the findings to such settings may not be possible. There is
aneed to extend the study to all public tertiary healthcare
settings in Malawi.

Conclusions
We conclude that the study findings portray a high
unmet need for diabetes care at a tertiary hospital. There
is a need for the introduction of point-of-care testing
to improve access to an early diabetes diagnosis. This
approach has been shown to improve the significant
health care gap in the diagnosis of diabetes in develop-
ing countries. Health workers should screen patients for
diabetes in their general clinical assessments of patients
presenting with persistent unspecific symptoms. Addi-
tionally, there is a need for the Ministry of Health to
expand awareness campaigns among the population
so that people are well informed about the signs and
symptoms of diabetes for early diagnosis before diabetes
symptoms and life-threatening complications set in. Dia-
betes care should be decentralized from tertiary facilities
to lower-level primary care facilities to improve access to
diabetes care for rural-based diabetic patients.

The study findings flag up gaps in the provision of dia-
betes services in Malawi’s government hospitals that
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negatively impacted on perceived well-being of rural-
based patients living with diabetes. Therefore, further
research is required in the following areas: (1) explore
diabetes health services in Malawi’s government hospi-
tals, which may isolate issues regarding the services ren-
dered and do necessary improvements. (2) Perspectives
of health care workers regarding diabetic care as this
study did not involve health care providers.
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