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ABSTRACT
Objective Diabetic retinopathy is one of the leading 
causes of visual impairment after cataract and uncorrected 
refractive error. It has major public health implications 
globally, especially in countries such as India where the 
prevalence of diabetes is high. With timely screening and 
intervention, the disease progression to blindness can be 
prevented, but several barriers exist. As compliance to 
diabetic retinopathy screening in people with diabetes is 
very poor in India, this study was conducted to explore 
understanding of and barriers to diabetic retinopathy 
screening from the perspectives of patients and healthcare 
providers.
Methods Using qualitative methods, 15 consenting 
adult patients with diabetes were selected purposively 
from those attending a large tertiary care private eye 
hospital in southern India. Eight semistructured interviews 
were carried out with healthcare providers working in 
large private hospitals. All interviews were audiotaped, 
transcribed verbatim and analysed using the framework 
analytical approach.
Results Four themes that best explained the data were 
recognising and living with diabetes, care- seeking practices, 
awareness about diabetic retinopathy and barriers to diabetic 
retinopathy screening. Findings showed that patients were 
aware of diabetes but understanding of diabetic retinopathy 
and its complications was poor. Absence of symptoms, 
difficulties in doctor–patient interactions and tedious nature 
of follow- up care were some major deterrents to care 
seeking reported by patients. Difficulties in communicating 
information about diabetic retinopathy to less literate 
patients, heavy work pressure and silent progression of the 
disease were major barriers to patients coming for follow- up 
care as reported by healthcare providers.
Conclusions Enhancing patient understanding through 
friendly doctor–patient interactions will promote trust in 
the doctor. The use of an integrated treatment approach 
including education by counsellors, setting up of patient 
support groups, telescreening approaches and use of 
conversation maps may prove more effective in the long 
run.

INTRODUCTION
Diabetic retinopathy (DR), a microvascular 
complication in the eye due to uncontrolled 

diabetes, has high prevalence in Africa 
(33.8%) and in the Western Pacific (36.2%).1 
In another study, the highest age standardised 
prevalence was among Caucasians at 45.8% 
with Asians (combined) at 19.9%.2 Flaxman 
et al3 in their systematic review reported that 
blindness due to DR has been on the rise 
from 1990 until 2015. In India, the disease 
has major public health implications due to 
two main reasons: (1) an estimated 57 million 
people will have diabetes by 2025 (195% 
increase from 1995) and (2) the risk of sight- 
threatening retinopathy is higher in adults 
with diabetes.4 Previous population- based 
studies from India have reported prevalence 
of DR to be 10% in rural areas and 18% in 
urban areas.5 Moreover, sight- threatening DR 
affects 5% of people with diabetes, that is, 
4.5 million, which is stated to increase as the 
number of people with diabetes increases.6

The management of diabetic eye disease 
in India (online supplemental file 1) is 

Strengths and limitations of this study

 ► This was a qualitative study that explored barriers 
to diabetic retinopathy screening from the perspec-
tives of patients and healthcare providers (HCP) 
which enabled a more comprehensive understand-
ing of the phenomenon.

 ► Insights obtained from patients and providers have 
given good cues for development of intervention 
strategies.

 ► The study could have benefited from interviews with 
family members, who play an important role both in 
decision- making for care seeking and in providing 
support to patients.

 ► A larger patient sample representing a wider pa-
tient demographic could have provided wider 
perspectives.

 ► Inclusion of HCPs from smaller eye clinics would 
have provided additional perspectives further en-
hancing understanding of the phenomena.
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influenced by a lack of screening programmes, poor 
public awareness on diabetic eye disease and poor under-
standing of the need for regular retinal screening.7 Most 
retinal services in India that manage these patients are not 
publicly funded. There is also a wide variation in provi-
sion of healthcare ranging from highly specialised hospi-
tals to basic facilities without trained ophthalmologists.8

Shukla et al assessed the perceptions of care and chal-
lenges faced in availing care among people with diabetes 
in India and reported that 45% of participants already 
had vision loss when they first presented to an eye facility 
and before their DR was even detected.8 Lingam et al in 
their study on the uptake of DR screening in a pyramidal 
model of eye healthcare found that 2% at tertiary level, 
40% at secondary and 50% at primary level had never 
undergone previous dilated eye examination.9 Given 
that 50%–70% of DR- related visual impairments can be 
prevented by timely screening and intervention,10 the 
importance of early identification and regular follow- up 
cannot be overemphasised. Thus, while DR is one of the 
leading causes of blindness, vision loss is largely prevent-
able through regular screening and follow- up which 
continues to be quite inadequate as suggested by previous 
research.11–14

Several barriers identified to screening for DR ranged 
from financial burden, lack of awareness about the impor-
tance of screening, transportation, language barriers, 
cultural myths, denial, fear and depression.15 Piyasena 
et al found that inter- related user, family and institu-
tional factors influenced the uptake of DR screening and 
follow- up services in the Western Province of Sri Lanka.16 
Factors such as older age and physical disability have also 
been found to act as barriers to screening. A study from 
India highlighted several issues, which included travel-
ling long distances to access the health facility and cost 
of travel.8 Patient’s belief that their eyes were healthy, not 
having anybody to accompany them to healthcare facili-
ties and financial costs of seeking care were among other 
barriers reported.17 However, most of these findings are 
from quantitative study15 that by their very design are 
limited in terms of their ability to probe, explore and 
gain deeper insights. Furthermore, these barriers may be 
influenced by regional variations. There is thus a paucity 
of qualitative studies on this topic in India which provided 
the impetus for this study involving semistructured inter-
views (SSIs) with both patients and healthcare providers 
(HCPs).

We included HCPs for two reasons: (1) being care 
providers their perceptions and experiences would 
enable a more holistic understanding of this issue, (2) 
given that HCPs are deeply respected in our culture they 
could exert a significant role in encouraging patients to 
get their eyes screened thereby playing an important role 
in future interventions. From patients we explored their 
experiences of living with diabetes, how they coped with 
their condition in terms of care- seeking behaviours as 
well as lifestyle modifications, their awareness about DR 
and their perceptions on barriers towards DR screening. 

From HCPs, we explored their perceptions on patient 
understanding of diabetes and DR, the nature of informa-
tion about diabetes and DR provided to patients and what 
they believed were barriers for accessing DR care. Getting 
to understand both points of view helped to build deeper 
understanding of the phenomenon.

METHODS
The study was carried out in a tertiary eye care centre 
run by a non- government organisation (NGO) located 
in Chennai, capital of the state of Tamil Nadu in South 
India.

Sampling
Adult patients with type 2 diabetes mellitus (DM) aged 
50 years and above were considered, because only after 
a few years of living with DM do patients tend to develop 
DR. The strongest predictor for DR is the duration of 
diabetes,18 therefore patients who had been living with 
DM for a period of 5 years or more were purposively 
selected to participate in SSIs. Patients already diagnosed 
with DR were not included as the emphasis was on aware-
ness about DR, need for eye screening and barriers to 
screening. Given that 12 interviews are sufficient to reach 
saturation if the objectives are fairly narrow and the sample 
not too diverse19 and keeping in mind feasibility, logistics 
and the fact that qualitative research is time consuming, 
we decided on carrying out 15 interviews with patients. 
We believed this would be adequate to achieve satura-
tion. Using maximum variation sampling we recruited 
eight men and seven women of different ages during the 
period from February to June 2019. The hospital main-
tains a computerised schedule of patient appointments 
with various eye specialists inclusive of names of patients, 
their gender and age. The other details such as education 
levels and nature of occupation were gathered during 
the interview. As our focus was on barriers to DR care 
we reviewed the appointment schedules of the retinal 
specialists. On the specified dates of the appointments 
our research team (GK and SV both trained in qualita-
tive research methods by SK) met with patients aged 50 
years and above, following their consult and ascertained 
eligibility. Those eligible were consented to participate in 
an SSI. The eight HCPs recruited had 5 or more years 
of experience working with persons with diabetes. Five 
ophthalmologists were recruited, three worked at the 
NGO eye hospital and two were from another private eye 
hospital. The remaining HCPs included two diabetolo-
gists and one dietician recruited from a diabetes specialty 
centre.

Separate open- ended interview guides (online supple-
mental file 2) for patients and HCPs, informed by literature 
and our prior interactions with patients, were developed. 
Broadly, they elicited information on patient’s under-
standing of diabetes, perceptions on their experiences 
and risks of living with it, lifestyle modifications made, 
care- seeking behaviours, understanding of DR, barriers 
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to DR screening and its importance and suggestions on 
what would be helpful. The participants were escorted 
to a quiet area in the hospital where the interviews were 
carried out. For most patients the interviews were done in 
Tamil, the language of communication in our state, while 
with most HCPs it was in English. Informed consent was 
obtained from all participants following which interviews 
were conducted and audio recorded. The duration of 
interviews varied from about 35 to 50 min. All interviews 
were transcribed verbatim; those in Tamil were translated 
into English for the purpose of analysis. Every transcript 
was rechecked with the audio recording by the team to 
ensure fidelity to the original audiotaped interviews 
before analysis. All data were anonymised to maintain 
confidentiality.

Patient and public involvement
Patients and the public were not involved in the design or 
conduct of our study.

ANALYSIS
Analysis followed the framework analytical approach,20 
which is very suitable for data gathered through SSIs21 and 
began by gaining familiarity with each of the transcripts 
through repeated readings. We carried out a system-
atic method of organising our data into spreadsheets, 
keeping in mind our research questions and listed out 
several categories like ‘understanding of diabetes’, ‘care- 
seeking practices’, ‘awareness about DR’, ‘barriers to DR 
screening’, and so on. We then began extracting rele-
vant portions of text from each interview related to these 
categories and went through a process of indexing or 
sifting through the data; sorting and selecting quotes and 
placing them under the appropriate categories. Devel-
oping and refining our categories in this manner helped 
us to compare and contrast them and determine the ones 
that could be meaningfully combined and those that were 
stand- alone thereby setting the stage for theme develop-
ment. In developing themes, we looked for patterns and 
made decisions on what themes best explained our data 
and provided important insights.

FINDINGS
Patient and HCP characteristics
All 15 patients were married and their average age was 
63.2±9.2 years. All of them were living with diabetes 
for several years with an average duration of 15.6±10.8 
years and had not received any treatment for diabetic 
eye disease. The eight HCPs, who participated in the 
interviews, comprised five women and three men. Their 
average age was 44.7±8.1 years and average duration of 
years of experience was 17±10.5 years (online supple-
mental table 1).

Themes of analysis
The four themes that best explained the data and 
addressed our research questions were (1) recognising 

and living with diabetes, (2) care- seeking practices, (3) 
awareness about DR, and (4) barriers to DR screening. 
These were explored from the perspectives of both 
patients and providers. However, the last two themes 
have been combined and presented for the HCPs so as to 
succinctly reflect the manner in which they best described 
the themes.

Patient perspectives
Recognising and living with diabetes
Recognition of the fact that they might have diabetes 
came rather slowly to most patients. For the most part, 
the diagnosis of diabetes came as a surprise and a great 
shock. It often started with minor symptoms like a tingling 
feeling in the extremities, frequent urination, itching 
sensation while passing urine and feeling unusually thirsty 
or hungry. These were initially ignored until other symp-
toms started showing up like loss of weight, feeling faint 
and dizzy or a wound that was not healing. Most patients 
did not even suspect that they had diabetes and it was 
only after they were asked to undergo blood sugar tests 
on the instruction of the doctor did they come to learn 
of their diagnosis. Others spoke of not experiencing any 
symptoms at all and learnt of their condition when they 
underwent a routine health check- up. A female partici-
pant came to know of her diabetes when she underwent 
surgery for removal of a tumour. Myths surrounding the 
disease also emerged with one participant stating that he 
believed he would not get the disease as he thought it 
only affected the first- born son in the family. The reali-
sation that this was a lifelong condition that could seri-
ously spiral out of control if not carefully managed had 
begun to dawn on them. A few participants, apart from 
highlighting their own concerns and worries, were also 
distressed by the stress and burden their illness would 
impose on their family members. These were all typically 
their first reactions to the diagnosis. But with time, regular 
medication and care provided at their health facilities 
their understanding of the disease improved as they came 
to terms with their disease. Some even took on a more 
proactive role by encouraging others who had the disease 
to be compliant while others appeared more fatalistic in 
accepting their situation. Some were more familiar with 
the disease as their parents, siblings or close relatives were 
living with it and consequently were emotionally better 
prepared when told of their diagnosis.

In terms of their understanding of diabetes, most 
participants were aware that poor control of their blood 
sugar level could result in a host of health problems 
and complications. Signs and symptoms ranging from 
becoming tired easily, losing weight, finding it difficult to 
work, feeling faint and dizzy to more serious conditions 
such as kidneys and liver being affected, severe pain in 
the feet, suffering a stroke or a heart attack were reported. 
It is important to note that those who had a parent or 
sibling living with diabetes reported being attuned to 
developing symptoms at some point and accepted the 
inevitability of acquiring the disease on account of its 
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genetic nature. They were also more aware of the conse-
quences of improper management and spoke of the risks 
to their health in terms of developing a stroke. The fact 
that diabetes could impair vision leading to possible loss 
of sight was also reported by many participants.

The main source of information about diabetes came 
from their HCPs including doctors and nurses. A few 
others learnt more about the disease from books, arti-
cles and literature on the internet as well as from health 
programmes on television. They felt that doctors were 
not too forthcoming and usually did not spend time 
explaining in detail. Friends, neighbours and family 
members also served as another information source, 
more so if they were already diagnosed with diabetes.

Care-seeking practices
Although many patients never thought to seek care 
when symptoms initially started, once diagnosed they 
became more alert to the need to seek regular health-
care. Based on the advice given by their doctors, they 
started attending clinics to get their blood sugar checked. 
One female participant spoke of feeling depressed each 
time she underwent a blood sugar test as the test brought 
home to her the fact that she had diabetes and had to 
somehow ‘survive with the disease’. While participants 
appreciated the necessity of these periodic visits to test 
their blood sugars, they nevertheless found them to be 
tedious. Therefore, recommendations by doctors to 
undergo further tests like an eye test, for example, were 
seen as an added burden both in time and cost and were 
often resisted. A few participants emphasised the impor-
tance of consistently seeing the same doctor so as to avoid 
unnecessary confusion from varying recommendations. 
In this context, the manner in which doctors communi-
cated to patients influenced the level of trust and how 
well patients would comply with their advice. Participants 
believed that doctors needed to speak gently and not 
frighten them with harsh consequences which would only 
result in them going to another doctor. While they agreed 
that all necessary information needed to be commu-
nicated, this needed to be done in a friendly and non- 
threatening manner so as to instil confidence.

Use of alternate medicines like Ayurveda was not the 
preferred choice for most participants although a few 
reported taking it along with their regular allopathic 
medication as they felt that Ayurveda by itself would 
not be effective in treating them. They all spoke of the 
importance of eating a balanced diet, of exercising regu-
larly, taking their medication as advised and of regular 
follow- up with a physician. To this end, most participants 
had modified their lifestyles, although to varying degrees. 
They reported cutting down on rice- based food items and 
sweets and exercising to the extent possible. While some 
indicated that they had no difficulty in changing their 
diet, others found it difficult. Similarly, regular exercise 
too posed a challenge with many indicating lack of time, 
poor motivation and complaints of body aches.

Awareness about DR
The findings revealed a mixed picture regarding aware-
ness about DR. For most, it was not a familiar term while 
a few were aware of it and of the need to undergo regular 
retinal screening. The understanding that diabetes 
could affect their eyes and that their vision could be 
impaired had been gleaned through interactions with 
doctors, other health staff they came into contact with 
and through posters on diabetes on display in the hospi-
tals they had been to. Issues about the potential threat 
to their eyes on account of diabetes were often reiter-
ated during these visits. Participants were more familiar 
with other eye problems like glaucoma and cataract but 
for the most part remained unaware of the details and 
symptom manifestations of DR, and of possible preven-
tive measures that needed to be taken to protect their 
eyes from DR. Only a couple of participants indicated 
that they had been informed about possible risks to their 
eyes on account of diabetes or of the precautions they 
needed to take to protect their eyes. The few who had 
heard about DR described it as a condition where the 
‘nerve would get affected’. They spoke of the importance of 
eye care, of regular eye check- up and the importance of 
keeping their blood sugar level under control as ways and 
means of protecting their eyes. Such participants were 
generally better educated, tended to discuss their health 
issues with their doctors and were more compliant.

Barriers to DR screening
Among those unfamiliar or less aware about DR, several 
issues emerged which acted as barriers to seeking eye 
care. A typical one related to consulting a doctor only 
if there was pain or some discomfort in the eye. In the 
absence of any symptoms it was deemed unnecessary to 
seek such eye care. Participants also feared that under-
going eye screenings and tests could result in more medi-
cines being prescribed. Apart from concerns about cost 
and managing the dosage, they believed that these medi-
cines meant more chemicals being ingested which was 
perceived as harmful as it contributed to excessive ‘heat’. 
Others complained about doctors being too busy and 
of not having the time to talk to patients about all the 
dos and don’ts regarding diabetic eye care. If the doctor 
appeared too curt or busy, patients felt dissatisfied. But 
patients who indicated that they were doing well were 
generally satisfied with the care received and also tended 
to be more adherent to the doctor’s advice. Other issues 
involved the logistics of travelling to the health facility, 
costs associated with undergoing the tests, not having the 
time to go for a check- up on account of work and family 
commitments. Some female participants spoke of not 
having anyone to accompany them to the health facility 
and almost all described the long hours they had to spend 
in the hospital to undergo these tests as major deterrents. 
Lastly, a sense of complacency and a lack of motivation 
were also cited as reasons for participants failing to seek 
regular care. In this context, one suggestion was for the 
hospital to send regular reminders to patients in the form 
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of phone calls or phone messages informing patients that 
they were due for a check- up and encouraging them to 
visit the hospital. The above- mentioned patient’s perspec-
tives are summarised in online supplemental table 2.

HCP perspectives
Recognising and living with diabetes
The HCPs believed that people were largely aware about 
diabetes, referred to it as ‘sugar disease’ and understood that 
it required them to control their diet, restrict sweet intake 
and exercise regularly. Greater visibility of the disease was 
attributed to its high prevalence and widespread media 
coverage which had contributed to considerable aware-
ness among people. Patients who were educated were 
more aware and had access to a wide range of informa-
tion sources, like the internet, medical literature and 
health- related broadcasts on radio and television. These 
patients also sought further clarifications from their 
doctors and even questioned them when in doubt. On 
the other end of the spectrum were the poorer, often less 
educated patients who were not so knowledgeable about 
the disease and who also tended to be less compliant. The 
HCPs also spoke about issues concerning monitoring and 
controlling blood sugar levels which according to them 
was often not adequately maintained or even understood 
by patients. Thus, patients were generally aware about the 
disease, but the extent and depth of knowledge of what 
exactly they were up against varied considerably. In this 
context, the importance of proper counselling that would 
educate patients about diabetes and motivate them to 
attend regular reviews to the hospital was stressed. A few 
HCPs suggested the importance of exposing patients to 
all the possible diabetes- related complications by showing 
them pictures or getting them to meet other patients. 
This would impress on patients the seriousness of the 
problem.

Care-seeking practices
In terms of issues related to care seeking, all HCPs 
uniformly said that in addition to telling patients about 
the disease, its symptom manifestations and its manage-
ment strategies, they reiterated the need to undergo peri-
odic blood tests to monitor their blood sugar level and 
ensure that they kept it under control. The importance 
of seeking care from a diabetologist was also stressed as 
these doctors had the expertise to guide and appropri-
ately advise patients. Further, they advised that as the 
disease could affect any of their internal organs and was 
basically a ‘silent killer’, it was imperative that patients 
underwent regular check- up. Usually the information 
was conveyed to patients often with the use of printed 
pamphlets every time the patient visited the health facility. 
One HCP, an ophthalmologist, declared that he typically 
advised his patients with diabetes to undergo an HbA1c 
in addition to fasting and postprandial blood tests. He 
also advised them to undergo kidney and liver function 
tests and check their cholesterol and blood pressure as 
their diabetes could get exacerbated by other prevailing 

comorbidities. The HCPs thus spoke of following a fairly 
structured protocol which also entailed constantly empha-
sising the importance of lifestyle modifications as being 
critical to maintaining health. Use of posters and slogans 
educating people about the disease and emphasising the 
importance of regular care was also highlighted. A barrier 
to proper care highlighted by the HCPs was the avail-
ability of a plethora of information on social media sites 
about diabetes and related health problems. Most of this 
information was either inadequate or incorrect and those 
who tended to follow it did so at great cost to themselves. 
Another HCP, a dietician, spoke of gearing the informa-
tion to the patient’s level of understanding, breaking it 
down to simple dos and don’ts which she felt was easier 
for the patient to follow. This was feasible for her to do as 
she had more time with the patient unlike the doctors. 
Patient’s motivation levels and presence of good family 
support were also seen as aids to good compliance.

Awareness about DR and barrier to DR screening
The general opinion among the HCPs was that awareness 
about DR was still poor in patients with very few having 
heard of it. They accepted that patients knew that diabetes 
could affect the eyes, were familiar with cataract, but for the 
most remained unaware of DR. One HCP, an ophthalmolo-
gist, described two types of patients with diabetes: (1) those 
who remained unaware that the disease could affect their 
eyes and blamed their doctors for failing to educate them 
adequately and (2) those who despite being asked to attend 
a retinal screening failed to do so as they did not suffer 
any symptoms. This silent and quiet progression of DR 
where patients largely experienced no symptoms resulted 
in patients not perceiving the need to seek care thereby 
seriously compromising their vision. In this context, one 
HCP said that many Indian patients normally come for a 
check- up when there is an ‘acute crisis or acute problem’ and 
unless and until they experienced some difficulties, they 
usually did not seek care. Cost and lack of time were other 
issues particularly for poorer persons and those working on 
daily wages resulting in delays in seeking care. Explaining 
the nuances of the disease to such patients who often tended 
to have low literacy was found to be quite a challenge. Lack 
of motivation; financial problems; absence of good family/
social support in terms of someone to accompany them 
to the hospital; and slow improvement in vision following 
initiation of treatment acted as deterrents to continued 
care seeking. Patients also tended to be complacent if their 
blood sugar levels were under control, little realising that 
the longer the duration of diabetes, the greater was their 
risk of developing DR. The above- mentioned HCP perspec-
tives are mentioned in online supplemental table 3.

DISCUSSION
This qualitative study has provided important insights 
into barriers to regular screening for DR from the 
perspectives of patients and providers across four themes: 
(1) recognising and living with diabetes, (2) care- seeking 
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practices, (3) awareness about DR, and (4) barriers to 
DR screening. Patients were largely aware of diabetes, 
its symptoms and importance of diet and medication 
management and of exercise which were also endorsed 
by the HCPs. It was also evident that the management of 
this disease imposed a tremendous burden on both HCPs 
and patients alike. For providers, communicating the 
complexities of the disease in words that patients could 
understand and keeping them motivated to ensure good 
compliance proved challenging. For patients, the burden 
of constantly having to follow a healthy lifestyle, being 
systematic in seeking care combined with a lack of depth 
in their understanding of the disease contributed to them 
feeling overwhelmed and frustrated, even depressed.

A study by Li et al22 highlighted the importance of 
addressing depression in people with diabetes and recom-
mended the need to motivate patients to exercise and 
follow a healthy lifestyle. The fact that diabetes can affect 
the eyes was reported by most although awareness about 
DR was poor, a fact confirmed by the HCPs. Poor under-
standing of DR has also been reported by patients in 
other studies where they expressed having no knowledge 
about the possibility of becoming blind on account of 
diabetes.23 24 In another study,25 despite most participants 
being aware about the need to undergo eye examina-
tions, there was limited understanding about retinopathy 
and about the rationale behind the recommendation.

Apart from feeling overwhelmed and frustrated with 
the care routines, the prospect of having to spend more 
than half a day at the hospital, as health facilities here 
are mostly very crowded, was another major deterrent 
to care seeking for DR. Patients therefore tended to 
delay seeking care and clung to the belief that as they 
were feeling alright there was no requirement to go to 
the hospital. This absence of symptoms which created a 
sense of complacency among patients, which was also a 
theme reported in the systematic review by Graham- Rowe 
et al,26 emerged as a major deterrent to undergoing eye 
screening for DR in our study. Patients questioned the 
need to undergo eye tests which were usually tedious 
and required them to spend long hours in the hospital. 
Further, they feared having to take more medications 
that they thought were unnecessary as they experienced 
no symptoms. Besides, it meant ingesting more chemi-
cals contributing to excessive heat in their bodies. This 
cultural belief in the concept of excessive heat and cold 
attributed to both modern medicines and foods dates 
back to the Charaka Samhita, a Sanskrit text on Ayurveda 
(Indian traditional medicine), and has deep roots in the 
minds of people.27 28 The HCPs agreed that the silent 
progression of DR was a deterrent to early care seeking 
and spoke of difficulties they faced in getting patients 
to understand the importance of early and regular eye 
screening and testing.

Thus, strategies that enhance patient understanding of 
the disease are needed. In this context, a study carried 
out by Trento et al29 showed that patients who partic-
ipated in group sessions understood DR better. The 

effectiveness of peer support as a method of increasing 
uptake of DR screening is a concept that is to be tested 
in a proposed trial in Kenya.30 Such studies will help 
prove whether being part of a peer groups enhances 
long- term support to group members thereby acting 
as an incentive to remain compliant. In our setting, 
educating patients about diabetes is mostly didactic, and 
happens during the brief consultation sessions with the 
doctors and subsequently during their interaction with 
other healthcare staff. HCPs have found communica-
tion packages like conversation maps, which are inter-
active illustrations, helpful to educate patients with DM 
about the importance of self- care, as a means to prevent/
delay the onset of related complications.31 Telescreening 
has been found to be promising in terms of improving 
compliance apart from being cost- effective32 for a rural 
population. Improving awareness about diabetes and its 
complications among community health workers such as 
the accredited social health activists in India, who have 
worked well for other health issues like maternal and 
child health and infectious diseases like HIV,33 34 may be 
a way forward. Future research could test the application 
of such strategies.

Another important point that emerged was the 
nature of the doctor–patient interactions. Many patients 
were critical of doctors who they felt did not explain 
adequately or were always in a rush. Some spoke of the 
manner in which doctors communicated to them leaving 
them feeling threatened and frightened, and there-
fore more likely to switch to another doctor. They felt 
confused when meeting different doctors on account of 
their conflicting opinions. Patients looked to their HCPs 
for support and encouragement that was often not forth-
coming on account of their busy schedules. Doctors are 
often hard pressed for time which compromises their 
ability to spend quality time with patients, a feature that 
was highlighted by many in our study. The HCPs felt that 
despite repeatedly talking to patients about the disease 
and its complications, many patients did not appreciate 
the importance of regularly monitoring and maintaining 
their blood sugar levels and attending for eye screening. 
They expressed difficulties communicating to less literate 
persons who were often shown to be less compliant. The 
need of patients for HCPs to be more approachable has 
been expressed by patients in other studies as well. Peel et 
al35 reported that participants in their study wanted more 
support and information from their HCPs and felt frus-
trated as many of their concerns had not been answered. 
Maddigan et al36 described the value of good patient–
provider relationships as contributing to good exercise 
adherence thereby improving quality of life.

It is apparent that HCPs play a pivotal role in promoting 
understanding of the disease given the almost reverential 
position they occupy in our culture. At the same time, 
patients’ expectations of doctors are also very high and 
if they feel that they are not improving to their satisfac-
tion, an element of distrust and unhappiness tends to 
creep in which in turn colours their opinions. Our study 
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findings further showed that there is a gap between what 
is conveyed to patients by the HCPs, and how much of 
that is actually understood by them. Perhaps the strategy 
of ‘one size fits all’ where standard information is 
provided to all patients needs to be addressed in the form 
of healthcare awareness and education by counsellors.37 38 
Due consideration to a patient’s understanding capacity, 
self- efficacy, attitudes and health beliefs39 which exert an 
influence on their lifestyle management would aid HCPs 
to improve their communication skills and enhance 
patient understanding. Reducing the burden on doctors, 
perhaps by building a comprehensive diabetic care team 
comprising trained personnel, some of whom could take 
on the role of educating and counselling patients while 
doctors could focus on care delivery, could be a possible 
strategy. Educating people about the skill sets and roles of 
each member of the team will also be essential to promote 
acceptance. Such an integrated approach where care of 
diabetes and its complications are available under one 
roof, literally a ‘one- stop shop’, indicative of a paradigm 
shift compared with what is currently practised (online 
supplemental file 1), seems the most logical way going 
forward.

This qualitative study by exploring perspectives of both 
patients and HCPs has provided useful insights which 
have the potential to guide future intervention devel-
opment. The study could have benefited from inter-
views with family members, who play an important role 
in decision- making for care seeking and in providing 
support to patients. Inclusion of HCPs from smaller 
eye clinics would have provided additional perspectives 
further enhancing understanding of the phenomena. A 
larger patient sample representative of a wider patient 
demographic could perhaps have brought in more 
perspectives.

CONCLUSION
Living with and managing diabetes is a lifelong process, 
one that can prove overwhelming to an unprepared 
patient. It is therefore imperative that steps to ensure good 
patient compliance be prioritised. Enhancing patient 
understanding through healthy and friendly doctor–
patient interactions and use of an integrated treatment 
approach including education by counsellors, setting up 
patient support groups, telescreening approaches and use 
of conversation maps are some strategies that may prove 
more effective in enhancing compliance for DR care.
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