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ABSTRACT

Background: The prevalence of type 2 diabetes (T2D) is rapidly increasing in India. Evidence suggests that adherence to both
pharmacological and nonpharmacological treatment regimens combined with support from carers may help in the optimal
management of T2D. However, adherence to treatment and the role of carers is not clearly understood in the management of
T2D in India.

Objective: To explore the perceptions of people living with T2D and the role of carers in the management of T2D.
Methods: Semi-structured face-to-face interviews were conducted with people living with T2D in Mysuru, India, and their
carers. A total of 22 participants were included, of which 12 were supported by carers. All interviews were conducted in the
participant's home, were audio recorded, transcribed verbatim and thematically analyzed.

Results: Two themes were identified (a) the illness journey of people living with T2D; (b) the role of carers in supporting the
illness journey of their family members living with T2D. The beliefs and perceptions of people living with T2D impacted their
adherence to T2D management. Lack of rapport and open-ended discussions regarding medication use with doctors are some
factors that contributed to self-medication practices. In addition, there was little trust towards Western medicines, thereby
increasing self-medication of traditional medicines. Carers provided support to their family members in managing T2D,
however perceived a sense of powerlessness in their ability to effectively provide support for the management of the disease.
Conclusion: Participants reported non-adherence to the T2D treatment regimen prescribed by their doctor despite support
from carers. There were multiple individual and systemic factors that encouraged self-medication for people living with T2D.
Strategies to garner trust between doctors and patients as well as inclusion of carers during consultations should be considered.
This may allow for more open communication and disclosure of self-medicating and use of traditional forms of medicine.
Patient Contribution: Participants were interviewed by one researcher and contributed to recruitment of additional parti-
cipants through snowball referral. Participation in the study was voluntary and no financial compensation was provided.
Participants also provided feedback to the researcher by reviewing their own interview transcript to ensure clarity.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly
cited.
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1 | Introduction

Type 2 diabetes (T2D) is a chronic health condition that affects
the way the body processes blood sugar. Managing T2D often
requires pharmacological and nonpharmacological interventions,
such as regular exercise, dietary restrictions, and weight reduc-
tion [1, 2]. Approximately 90% of individuals with diabetes have
T2D, and nearly 80% of these individuals live in low- and middle-
income countries, where the prevalence is rising at the fastest
rate. Recent estimates show that 212 million people are living
with diabetes in India and of this number 85%-95% have T2D [3].

Self-management is recommended for people living with T2D
[4], empowering them to actively participate in their care by
adhering to medications, conducting regular blood glucose
monitoring, and following exercise and diet recommendations
[4, 5]. However, patients may face barriers in adhering to self-
management activities. This impacts care pathways, patient
behaviours, and their illness journey due to a disease-oriented
treatment approach [6]. The illness journey involves a series of
steps starting from patients’ awareness of the disease, man-
agement, medications, and their interaction with various sta-
keholders such as doctors and pharmacists [7]. Understanding
the illness journey offers insight into patients’ knowledge and
experiences of living with T2D [7]. People living in India often
have unique cultural and social contexts that influence their
T2D illness journey, including traditional beliefs about health,
dietary preferences, and social and cultural obligations. There-
fore, identifying key aspects of the illness journey that may have
the possibility of derailing the patient's disease management
will help in prioritizing the treatment options.

Carers play an essential role in the illness journey, particularly
in collectivist and interdependent cultures like India. In such
cultures, the disease burden may be shared with friends and
family members who provide social and emotional support for
effective disease management [8]. Studies have shown that
providing support through carers encourages people to adopt
lifestyle changes and improve their medication adherence and
blood glucose levels [9, 10]. However, due to the rapid urban-
ization and rise of nuclear families in some strata of the Indian
society, health outcomes of people living with T2D may be
poorer as there can be lack of social, mental, and economic
support typically offered by family members in a joint
family unit [11]. There is limited knowledge about carers' ex-
periences and perceptions of T2D management and the support
they provide. Often the burden on the caregiver and their needs
are overlooked by healthcare professionals [12]. Therefore, this
study aims to explore the perspectives of people living with T2D
in India, their carers and the management of T2D.

2 | Methods

2.1 | Study Design

A phenomenological qualitative research approach was used to
explore the experiences and perceptions of both people living with
T2D and their carers in the management of T2D. The methodology
and findings are presented according to the consolidated criteria for
reporting qualitative research (COREQ) guidelines [13]. The

trustworthiness of the study was enhanced using Lincoln and
Guba's evaluation criteria [14].

2.2 | Study Participants and Recruitment

This study was conducted between January 2021 and February
2022 in Mysuru, a city in the south of India, with a population
of approximately three million people [15]. The sample
included any adult living with T2D. Carers were defined as
individuals who assist those with chronic illness by managing
medications, supporting daily activities, and attending doctor
appointments [16]. The participants were recruited via research
information flyers placed at diabetes outpatient clinics at Ja-
gadguru Sri Shivarathreeshwara Hospital, Mysuru, and through
a snowball sampling method. Potential participants expressed
interest by contacting the investigator (Rahul Krishna Puvvada)
who screened the participants for inclusion in the study and
explained the participant information and consent process.

2.3 | Data Collection

A mutually convenient date, time, and place to conduct the
interview was discussed, and participants all chose their own
homes. A signed informed consent form and participant de-
mographics form was obtained from all participants before
initiating the interview. During the interview, the participants
were asked if they have any carers involved in the management
of T2D. For participants with carers, they were invited to par-
ticipate in an interview after the interview with the person
living with T2D. Each participant was assigned a unique code
(‘Pt-01’ for people with T2D and ‘Ca-01’ for carers) to maintain
confidentiality. Codes reflect the order of interviews.

The interview guide was developed drawing on these studies [10,
17-20] and through contributions of the research team who all
have experience in conducting qualitative and diabetes related
studies in India. The interview guide consisted of two sets of semi-
structured questions and prompts. The first focused on perceptions
of T2D management strategies and interactions with healthcare
professionals from the perspective of individuals living with T2D.
The second was carers' understandings of T2D, their perceptions,
and experiences in managing their family member's T2D. Rahul
Krishna Puvvada, an experienced qualitative researcher, con-
ducted the interviews. Being part of the local community may
have enhanced the trust and rapport with the participants. The
interviews were conducted until data saturation was obtained,
defined as the point when no additional information or themes
emerged after two consecutive interviews [21]. This ensured
thorough thematic exploration, confirming that further data col-
lection would not yield additional relevant information. All the
interviews were transcribed verbatim by Rahul Krishna Puvvada
and the transcripts were sent to participants for member checking
which enhanced credibility and confirmability [22].

2.4 | Data Analysis

All the transcripts were uploaded to NVIVO-12 (QSR interna-
tional) for assistance with coding the interviews [23]. This study
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used Braun and Clarke's step-by-step guide for performing
reflexive thematic analysis [24]. All transcripts were coded inde-
pendently by Rahul Krishna Puvvada and Joanne Marcucci. After
completion of the initial coding, the two researchers met to ana-
lyze the coded data and identify the data points that have the
potential to form themes and sub-themes. Later, the themes, sub-
themes, and respective codes were refined to achieve coherence.
The final consensus on themes and sub-themes was obtained after
meeting with the other research members who provided per-
spectives informed by their prior research experience.

3 | Results

A total of 30 people living with T2D expressed interest in the
study, but only 22 people were successfully recruited. Of these,
12 had a carer who also completed the interviews. The findings
are presented in two sections: People living with T2D and Carers.

3.1 | People Living With T2D

Most participants were male [14 (64%)], and the overall mean
age of participants was 64.7 + 8.9 years. They primarily used
oral antidiabetic medications [17 (77%)] with others using a
combination of oral medications and insulin [5 (23%)]. Most
lived in urban areas [18 (82%)] compared with rural areas [4
(18%)]. See Table 1 for demographic details.

The overarching theme was the illness journey of people living
with T2D. The subthemes are presented below in Table 2. In-
terviews lasted an average of 40 min.

3.2 | The Illness Journey of People Living
With T2D

Participants described their illness journey, including symp-
toms, diagnosis, and management. They discussed their beliefs
about both Western and traditional medications and their
impact on T2D self-management.

3.2.1 | T2D Is Perceived as Common but Not Serious

Participants often dismissed T2D as insignificant until diagnosis.
Symptoms like dizziness and tiredness prompted 12 participants
to seek medical advice, while 10 were diagnosed incidentally.

‘T used to feel tiredness, frequently hunger, and dizziness
when I am doing my work. Never I experienced like that,
and I don't have any idea why it was happening to me
like that. After doing tests, doctor said that I have
diabetes’.

(Pt-15, Male)

‘When I had plan to go to US, that time they need full
body check-up that time I came to know that sugar was
above 400 and doctor said I have diabetes’.

(Pt-16, Female)

TABLE 1 | Demographic details of people living with T2D.

People living

with T2D

Participant characteristics (N=22) n%
Sex

Male 14 (64)

Female 8 (36)
Mean age + SD (years) 64.7 + 8.9
Area of residence

Urban 18 (82)

Rural 4 (18)
Years living with T2D (range 1.5-30 years)

<10 years 12 (54)

11-20 7 (32)

21-30 3(14)
Age of onset of T2D

20-30 1(4)

31-40 3(14)

41-50 6 (27)

51-60 9 (41)

61-70 3(14)
Type of antidiabetic medications

Only oral medications 17 (77)

Only insulin 0

Combination of both oral 5(23)

medications and insulin

Upon T2D diagnosis, many participants (n = 13) were shocked.
However, some participants (n=9) were more accepting,
viewing T2D as a common, lifelong condition requiring lifestyle
modifications.

‘I was stunned, initially I was stunned when the doctor
said I have diabetes. No one in my family had diabetes.
We were healthy, but it will be there with me for lifelong.
So, I thought to accept it and got used to it

(Pt-12, Male)

‘When doctor said I have diabetes, I thought it is com-
mon. All over the world, it is common. One day BP [blood
pressure] will come, diabetes will come. It is also a part of
life as age increases. I did not panic’.

(Pt-05, Male)

3.2.2 | Difficulty in Integrating Lifestyle Modifications
Into Daily Life

All participants (n = 22) were aware of the diet requirements
but found them challenging to implement, particularly as food
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TABLE 2 |

Themes and sub-themes from the people living with T2D interviews.

Sub-themes

Theme

T2D is perceived as common but not serious

Difficulty in integrating lifestyle modifications into daily life

The illness journey of people living with T2D

Participants believed T2D can be managed without Western medications

Perceptions regarding engagement with doctors in the management of T2D

Transactional relationship with pharmacists

Carers' support in T2D management

was prepared for the entire family. Rice was the most preferred
food, making it difficult to exclude. However, participants
believed reducing rice portions and replacing it with chapatis
(Indian flatbread) helped control blood glucose levels.

‘Food is prepared commonly for all. So, I eat everything.
But without rice I cannot eat. It is common in our food.
So, I reduce rice and [have] two chapati. My sugars are
controlled like this’.

(Pt-15, Male)

Most participants (n =20) reported regular physical activity,
such as walking for 30-40 min but some had their exercise
routines disrupted during the COVID-19 lockdown.

T go for walking regularly. But due to COVID-19 lock-
down, I avoided to go out. So, I walked in my home but
for less time. Now everything is back to normal’.

(Pt-10, Female)

Additionally, an issue pertaining to insulin storage was raised
by one participant who highlighted the difficulty in maintaining
the required temperature without access to a fridge.

‘We will keep it in fridge at neighbour’s house. But I have
to take twice in a day. So, I will keep it in cold water. I
will use it and by night I will keep it in fridge. Doctor told
us to keep in fridge only’.

(Pt-06, Female).

3.2.3 | Participants Believed T2D Can Be Managed
Without Western Medications

Fifteen participants preferred traditional medications over
Western medications, perceiving them as free from adverse ef-
fects, and adjusted their prescribed medication accordingly.
They also mentioned that they self-medicated with traditional
medicine at least once during their illness journey.

‘There are no side effects in traditional medications. So, I
believe in traditional medications. I haven't experienced
any side effects. But Western medications have side ef-
fects. I have experienced it [itchy legs] personally. So, I
will take Western medications at low doses and take
more doses of traditional medications’.

(Pt-01, Male)

Some participants (n=7) mentioned that information from
friends and family members and/or reading newspapers led
them to perceive that T2D could solely be managed by regular
physical activity if their blood glucose levels were within nor-
mal limits. Participants engaged in these activities to avoid
taking Western medications. In some cases, the participants
(n=2) were able to control their blood glucose levels, while in
others there was less control (n =5).

T read in newspaper that exercise is important in dia-
betes. So, I thought if my sugars are within normal then
why take medications? So, for 1 year I did not take the
medicines. I am doing walking, some household work
daily. I am controlling like this only. I did not show to
doctor again’.

(Pt-18, Female)

‘For 1.5 years my blood sugars were in control. With just
that two tablets. My friends told me exercise and walking
are more important than medications. I was pretty much
fine, with my exercise and walking. So, I just gave a try of
not taking the medication but trying to control it [blood
glucose] with my walking and exercises. But it did not
work. My sugars increased’.

(Pt-04, Male)

3.2.4 | Perceptions Regarding Engagement With
Doctors in the Management of T2D

All participants desired to maintain positive relationships with
doctors. More than half of the participants (n=12) reported
informing their doctors about their self-medication practices or
discontinuing Western medications. They mentioned that their
doctors insisted they stop taking traditional medications and
were re-prescribed Western medications.

‘Once I stopped [Western| medications and tried ayurvedic
[traditional] medications. I wanted to see how it [tradi-
tional medications| works. When I went to meet doctor, I
informed him that I am taking ayurvedic medications. He
[doctor] said sugars are not in control and not to stop
[Western] medications or else my sugars may increase
more. He told me to stop ayurvedic medications and pre-
scribed new [Western] medications and insulin’.

(Pt-06, Female)
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Due to the fear of negative responses toward the use of tradi-
tional medications from doctors, some participants (n=10)
were not willing to disclose their self-medication practices
during appointments.

‘Sometimes after taking [Western] medications, I start
sweating. So, I stopped taking it and took some ayurvedic
[traditional] tablets. Recently I visited him [doctor]. He
said my sugars are high and increased the dose. But I did
not inform him that I did not take medications. I thought
he will scold me’.

(Pt-15, Male)

Another aspect most participants (n =20) expressed concern
over was doctors’ perceived prescription practices. They men-
tioned that doctors prescribed branded medications, stating
they were more effective than lower-cost generic medications.

‘I asked my doctor it's been many days I am using these
[branded] medications. It is a bit costly. I asked him to
give less costly medications. But he said, your health is
good now and blood sugars are controlling well with
these [branded] medications so he asked me to continue
the same’.

(Pt-11, Male)

Some participants (n =10) said they used generic medications,
which were available through the government-funded Jan
Aushadi pharmacies that provide medications at subsidized
costs. These participants expressed concerns about disclosing
their use of generic medications as they believed doctors would
switch them to branded and more expensive medications.

‘He did not suggest me to take Jan Aushadhi [generic]
medications. I took it because of less cost. I won't tell him
also. He may ask me to change to branded medications if
I tell him. Anyways my sugars are good now’.

(Pt-15, Male)

Most participants (n = 14) said their doctors regularly checked
their blood glucose levels and suggested medication, or dose
alterations based on the blood glucose readings. They also
mentioned that doctors educated them about the disease and
management strategies.

‘Whenever my sugar increases, she [doctor] says not to
worry and because of eating too many sweets, it
increased. Then she will increase my tablet dose. Again,
when I go to her...she will do the blood test again and
reduce the dose if my sugars are normal’.

(Pt-21, Female)

‘My doctor told me if I miss taking medications, then
sugars will increase. Also, he said that insulin is better
than tablets, because tablets may have some side effects
like kidney failure but insulin if taken in right way and
dose it won't cause any side effects’.

(Pt-04, Male)

One participant said her doctor applauded her for maintaining
her blood glucose levels within the normal limits.

‘Whenever sugar levels are in control, she used to
praise me’.
(Pt-21, Female)

3.2.5 | Transactional Relationship With Pharmacists

In contrast to the relationship with doctors, all participants
(n=22) mentioned that they did not have a long-standing
professional relationship with pharmacists. Their concerns re-
garding medications were answered by their doctor so they felt
no need to raise any concerns with pharmacists. They perceived
pharmacists’ roles as limited to dispensing medications. Most
participants (n = 15) shared the name of their medications with
the pharmacist to obtain their medications without a prescrip-
tion. The remaining participants (n = 7) said they either showed
their used medication strip, an expired prescription, or relied on
being recognized as regular customers to purchase their
medications.

‘Every pharmacist will say the same thing. Take as
advised by the doctor. He also sees the prescription and
tell. See, in the prescription itself doctor will write 1-0-1,
0-0-1, 1-1-0 [reflecting whether to take medications dur-
ing breakfast, lunch and/or dinner] that clearly indicates
when to take, how to take as per the prescription. There is
no question of asking the pharmacist also’.

(Pt-05, Male)

‘Prescription is not needed. I am using daily, so I know
the name of the medications. Whichever pharmacy I go, I
will ask...medications. They [pharmacists] just have to
give medications’.

(Pt-11, Male)

T just simply show my medication strip or doctor’s pre-
scription, and he [pharmacist] will give. There is no
discussion at that place [pharmacy]. I am using these
regularly. So, he knows me. He will understand by seeing
my face’.

(Pt-02, Male)

3.2.6 | Carers' Support in T2D Management

Many participants (n = 12) mentioned receiving active support
from their family members (carers) for visiting the doctor,
purchasing medications, and managing T2D at home.

‘Sometimes I may forget to take medications or lazy to go
for walking or feel like to eat more rice or other junk food.
But my wife will see everything I am doing and controls
me. I think because of her my sugar levels are managing
very well’.

(Pt-09, Male)
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Other participants (n = 10) said they self-managed T2D without

carers.

‘I take medicine regularly. I am independent. I don't want
to be dependent on anyone. Because I can do it on
my own’.

(Pt-03, Male)

3.3 | Perceptions and Experiences of Carers in
Managing Their Family Members' T2D

medication adherence, restricting food intake, and encouraging
physical activity. Despite these efforts, carers expressed con-
cerns about their family members’ behaviour and their
unwillingness to adhere to the diabetes management plan pre-
scribed by the doctor.

3.4.1 | Carers Acquired Knowledge and Understanding
of T2D Management

When asked about their understanding of T2D, all carers (n = 12)
said they were unaware of the condition until their family
members were diagnosed. After the diagnosis, they made efforts

The results from the carers (n =12) are presented in this sec-
tion. Most of the carers were male, and the overall mean age of
participants was 61.8 + 8.8 years. Most carers were partners
(husband, n = 6; wife, n = 5) with one being a son (Table 3). The
themes and sub-themes emerging from the interviews are pre-
sented in Table 4.

3.4 | The Role of Carers in the Illness Journey of
People Living With T2D

The overarching theme was the role of carers in the illness
journey of people living with T2D. Carers supported the man-
agement of their family members’ T2D by reinforcing

to learn about the disease either from their doctor or by reading
newspapers. They understood that managing T2D involves both

pharmacological and nonpharmacological interventions.

‘Before I was not knowing about diabetes. After my
husband got it, I got involved. I asked my doctor and even
I read some articles and newspapers where they say
about diabetes. I understood how to manage it. What will
happen if we neglect it. It causes weakness, weight loss
and sweating. That is how I understood it is painful. It
requires major changes in the lifestyle of an individual.
We should reduce weight, do exercise, restrict the food
intake and take medications regularly’.

TABLE 3 | Demographic details of carers.

Characteristics Carers (N=12) n%
Sex

Male 7 (58)

Female 5(42)
Mean age + SD (years) 61.8+8.8
Area of residence

Urban 18 (82)

Rural 4 (18)
Relationship to the person living with T2D

Husband 6 (50)

Wife 5(42)

Son 1(8)

TABLE 4 | Themes and sub-themes from the carer's interviews.

Sub-themes Theme
Carers acquired knowledge The role of carers in
and understanding of T2D the illness journey of
management people living with T2D

Carers felt despondent and
powerless in influencing their
family member's T2D
management

Carers' perceptions regarding
services provided by doctors

(Ca-09, Female)

3.4.2 | Carers Felt Despondent and Powerless in
Influencing Their Family Member's T2D Management

All carers (n=12) reported actively managing their family
member's T2D by reminding them to take medications, ex-
ercise, and maintain a proper diet.

T advise her not to eat too much of rice or sweets, go for
walking, eat food at proper time and take medications... In
my home, we will ask each other about their medications
or food. Sometimes she will delay taking tablets. At that
time, I will tell her to take medications as soon as possible’.

(Ca-21, Male)

While a few carers (n = 7) initially prepared food according to
the doctor's dietary advice, the food preferences of other family
members created the challenge of cooking separate meals for
the patient and the rest of the family. As a result, they en-
couraged their family members with T2D to reduce their intake
of carbohydrate-rich foods like rice and sweets.

T used to prepare food that is good for diabetes people.
But if person in house likes it, others don't like it. I cannot
prepare separate food for all of them. If I prepare any-
thing new, if they don't like it then I only should eat it. I
cannot eat same thing for more days. So, I stopped pre-
paring it. But I will tell to reduce the rice intake and have
sugarless tea or coffee. So, like that I will restrict [food]"

(Ca-22 Female)
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Some carers (n=5) expressed disappointment at the lack of
adherence to diabetes management advice from doctors, despite
continuous reminders.

‘He will decide on his own. He will not listen to me. He
won't restrict his diet. He will only decide which medi-
cations are best for him. I got tired telling him. He says I
don't know about diabetes. So, I stopped telling him’.
(Ca-14, Female)

3.4.3 | Carers' Perceptions Regarding Services Provided
by Doctors

All carers (n = 12) accompanied their family members to doctor
visits and had mixed responses about these consultations. Some
carers (n=>5) remarked that they were satisfied with their
doctor.

‘In phone call also, our doctor will respond very well. She
will tell what all to be taken, how many days and all. She
is very good and close to our family’.

(Ca-21, Male)

Many carers (n=7) were critical of the services provided by
doctors. These carers expected more education about the dis-
ease and necessary precautions.

‘When we go to them [doctor] for a problem, they should
have the patience to explain about the problem in detail.
They should explain why and what are the reasons for
this problem and what precautions we should take.
(Ca-01, Female)'.

They mentioned that doctors changed medications based on
changes in blood glucose levels without educating them about
lifestyle changes.

“They will ask for symptoms and blood glucose levels and
they will write a tablet. That's all. What are the reasons
for getting that problem, what we should do, what pre-
cautions we should take, all those things they don't say’.

(Ca-01, Female)

Only two participants dissatisfied with their doctor's advice
mentioned that they would change doctors.

‘Our previous doctor did not explain much about diabe-
tes... So, I and my husband decided to change doctor.
Current doctor is good to us. He will explain clearly what
to do, type of food take and exercise’.

(Ca-16, Female)

One participant continued visiting the same doctor despite
dissatisfaction with the services.

We don't want to search for a new doctor now. Our
doctor is very close to my house. So, we are continuing
with him only.

(Ca-07, Male)

4 | Discussion

This qualitative study explored how people living with T2D and
their carers experienced and perceived the T2D illness journey,
from diagnosis (shock vs. acceptance) to management, and how
they understood their new identity as patients through re-
lationships with doctors and pharmacists. Participants living
with T2D in this study had greater trust in traditional remedies
than in doctors trained in Western models of healthcare.
Despite mixed evidence on the effectiveness of traditional
medicine for diabetes management, concerns about efficacy,
side effects, and interactions arise [25]. Nevertheless, the cul-
tural familiarity and accessibility of these therapies often make
them the preferred option. Many participants disclosed that
they would not share their self-medication choices and actions,
fearing a patronizing response from their doctor. The results
suggest that the illness experience of patients is culturally
constructed and discordant with the beliefs held by doctors.
Further, a doctor-centric approach primarily focusing on dis-
ease treatment, with little regard for the illness experience, may
affect patient adherence and satisfaction with care. In a popu-
lous country like India, low doctor-to-patient ratio and frequent
appointment intervals could also contribute to limiting duration
of consultation times [6]. These factors would hinder rapport
restricting doctors’ understandings of patients’ perspectives
which affects establishment of trust.

The findings suggest that trust between patients and healthcare
professionals, particularly doctors, is critical in managing T2D.
Trust between patients and doctors in India has eroded signif-
icantly in recent years due to systemic failures and regulatory
issues [26]. Factors influencing trust include doctor behaviour,
empathy, personal involvement, and cultural competence [27].
To rebuild trust, a balanced approach is needed, focusing on
strong regulation of healthcare institutions and nurturing
interpersonal relationships between doctors and patients [26].
Strategies should consider addressing the doctor-to-patient ratio
through expanding the workforce and addressing communica-
tion challenges to improve the perceived quality of care.

The lack of exchange of health information between doctor and
patient may affect care provision due to a mismatch in doctors'
and patients' expectations [28]. An example of this was dem-
onstrated through advice regarding storage and temperature
control of insulin. According to the International Diabetes
Federation guidelines, insulin must be stored between 2°C and
8°C [29]. Doctors' advice must consider patients' access to
resources, such as refrigerators, and options for maintaining
insulin temperature, such as using earthen pots filled with
water [30]. Efforts to build trust and increase rapport during
clinical consultations are essential for gaining a comprehensive
picture of patients’ illness experiences.

Similarly, the results suggest that the relationship between
pharmacists and participants was less than ideal, with
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participants describing it as superficial and transactional. This
may be due to a widespread culture of pharmacies being
managed by non-qualified drug retailers lacking pharmaceuti-
cal care skills, as well as the lack of enforcement of pharma-
ceutical regulations in India [31, 32]. Pharmacists are the third-
largest healthcare providers after doctors and nurses in India
and are readily available to patients without any prior ap-
pointments [33]. In a country facing an epidemic of T2D, all
available resources must be optimized, and pharmacists could
play an essential role in addressing this growing health issue.
This readily accessible and informed workforce, alongside
stringent implementation of pharmaceutical policies, must be
considered in the fight against T2D to help patients have a
better illness experience.

Health professionals can adopt a behavioural change approach
to facilitate improved self-management among people with T2D
in India. Addressing behavioural changes can help identify
individual facilitators and barriers to adapting lifestyle changes,
including adherence to medications, diet, and physical activity
[32]. The COM-B framework for behaviour change helps rec-
ognize social and psychological factors influencing patients’
adherence to disease management [34, 35]. The COM-B model
comprises three key elements: C for Capability, O for Oppor-
tunity, and M for Motivation, which can change B for Behaviour
[34, 35]. It suggests that understanding a patient's capability to
manage disease involves assessing their knowledge of the dis-
ease, skills for managing it, and providing opportunities by
creating a favourable environment for exchange of disease
management information between doctors and patients. Fur-
thermore, considerations of collectivist culture and recognizing
the key role carers play in disease management can motivate
behavior change and improve disease management [34, 35].

Building on insights from the COM-B model, carers played a
significant role in the illness experience of T2D for more than
half of the participants. They enhanced patients’ capabilities by
helping them understand and manage their condition post-
diagnosis. This enabled them to create opportunities for better
disease management by accompanying family members during
follow-up visits to discuss disease progression. Additionally,
carers motivated patients by providing reminders for medica-
tions, diet, and physical exercise, and encouraging self-care
practices. This was supported by previous studies conducted
both internationally and in India, which found that carers’ long-
term perspective on the illness experience enabled them to
provide social and emotional support, contributing to better
disease management [11, 36, 37].

However, some carers felt despondent about their family
members not adhering to the medical advice from health pro-
fessionals. Differing perceptions about diabetes management
complicate caregiving. Lack of acknowledgement and differing
perceptions of disease management, as well as their position
within the family structure may affect the disease management
support carers can offer [38, 39]. To better support carers,
healthcare professionals should actively identify and assess
their needs, considering both generic, disease specific as well as
societal and gender norms and expectations that may influence
caregiving [40]. Future research should explore the complexity
of collectivist cultures and the dominant social and cultural

norms. For example, developing strategies to support carers’
needs in these contexts.

5 | Strengths and Limitations

This is the first study conducted in India including both people
living with T2D and their carers to understand their perceptions
of T2D management. Given India's diversity, focusing on a
sample from a small city makes these results particularly rele-
vant to that context, offering a rich, nuanced understanding.
This localized approach, combined with the qualitative nature
of the study, offers unique insights into the importance of
context-specific research. However, given the cultural and
societal variations across different regions of India, these find-
ings may not be generalizable to other regions. Snowball sam-
pling was effective for reaching interconnected participants
within the community, but it may over-represent certain types
of participants, introducing bias that could affect the general-
izability of the findings. Being interviewed by a local may have
enhanced rapport and trustworthiness; however, the subjective
nature of qualitative research means that the researcher's per-
spectives, interpretations, and interactions could influence data
collection and analysis.

6 | Conclusion

This study provides insights into the perceptions of people liv-
ing with T2D and the barriers involved in managing the con-
dition. It found a discordance between how individuals with
T2D experience their illness and their perceptions of their
doctors’ views on its management. Perceived side effects of
Western medications, greater trust in traditional remedies,
doctors’ lack of understanding of individual patient circum-
stances, and insufficient pharmaceutical regulations often lead
to self-medication practices for T2D management. Clinical care
will be more effective when both disease and illness are treated
together. Explanatory models should focus on key points
requiring patient education, clear clinical explanations, and
improved communication between doctors and patients. Future
research should explore the role and effectiveness of traditional
medicine in T2D management, particularly given patients’
strong trust in these remedies. However, integration into
patient-centred care models should be guided by scientific evi-
dence to ensure safety and efficacy. Investigating evidence-
based approaches to incorporating traditional practices may
enhance health outcomes through culturally sensitive care.
Given the critical role of carers in supporting patients, their
inclusion in consultations is essential. Healthcare professionals
should also assess carers' needs, acknowledge their contribu-
tions, and raise awareness of available support services. These
steps can help address behaviours such as self-medication by
building trust and rapport with both patients and carers, leading
to improved management and better health outcomes.
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