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ABSTRACT

Malaysia seeks to transform its public healthcare sector to manage the growing number of people with diabetes.
Patient engagement is a critical clinical competency for healthcare providers treating people with diabetes. In this
study, we investigate the perceptions of and ability to practice patient engagement among doctors and nurses working
in Malaysia’s primary healthcare system. Semi-structured interviews were conducted with nine non-specialist doctors
and ten nurses working in primary healthcare clinics. Further, 12 key informants with specialist knowledge about
diabetes care and the healthcare system in Malaysia were interviewed. The interviews were analyzed using qualitative
content analysis. Three main themes emerged: 1) understanding barriers to self-care and treatment, 2) perceived
training needs and skills within patient engagement and empowerment, and 3) challenges to the practice of patient
engagement. A range of barriers was identified in healthcare providers’ ability to practice patient engagement. Future
efforts should seek to improve competencies within patient engagement, identification of especially psychosocial
barriers to self-care and empowerment. Yet, available manpower and time also influence whether patient engagement
is practiced.
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INTRODUCTION health care system increasingly has to be
geared to handle the current and future
Most low and middle-income countries are facing number of diabetes patients'®'2. This
an increasing number of people with diabetes 1 requires, among other things, an adequate
and many are insufficiently prepared to detect number of well-trained healthcare providers.
and manage the condition in primary care settings
2, 3. Life with diabetes requires a large degree of The Ministry of Health in Malaysia is trying to
self-management 4, 5. Therefore, people with address the current treatment gaps and their
diabetes are expected to take more responsibility most recent health sector strategic plans call
for their health and healthcare, requiring a high for health sector transformation via a more
degree of patient empowerment. The ability to efficient delivery of services, human capital
facilitate such empowerment and to engage in development, and diabetes care of

international quality '*. Furthermore, the

Ministry of Health is currently collaborating
with Steno Diabetes Centre Copenhagen in
Denmark to provide a competency-based
diabetes educational program that seeks to
improve the knowledge, attitudes and skills
of primary care doctors and nurses. This
study aimed to identify diabetes-specific
clinical. competencies in need of
strengthening, including perceptions of and
ability to practice patient engagement among
Malaysian primary healthcare providers.

shared decision making is a critical clinical
competency for healthcare providers 6. Patient
empowerment and engagement involves care that
is personalized and enabling. This means care that
is guided by the needs, values and preferences of
the patient and which takes into account the
barriers and enablers to self-care and treatment
experienced by the person with diabetes 7-9.

Malaysia has an estimated diabetes
prevalence rate of 16.8% '. However, the
public primary healthcare system has largely
been oriented towards the management of
acute conditions, and not towards chronic
conditions such as diabetes'® "'. With the
epidemiological transition, the primary
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METHODS
Design

A qualitative research approach using in-depth
interviews was selected for this study. The
qualitative data were triangulated across the
dimensions of space/geography (different health
centers in three different states) and persons
(doctors, nurses and key informants).

Study settings and data collection

The data collection was conducted between
September and December 2014 in three states
purposively selected to represent a diversity of
geography and levels of urbanization: W.P. Kuala
Lumpur (urban), Kedah (peri-urban), and Sarawak
(rural). Within each State, three to four public
health sector clinics were chosen randomly. All
interviews were conducted by trained qualitative
researchers in either Bahasa Malaysia or English.

In-depth interviews with healthcare providers

Semi-structured in-depth interviews were
conducted with non-specialist doctors and nurses
selected by convenience. Interviews with one
doctor and one nurse at each clinic were
attempted, but not fully achieved. Consequently,
a total of nine doctors and ten nurses from ten
different clinics were interviewed. An overview of
the participating healthcare providers is given in
Table 1. Separate interview guides were used for
doctors and nurses. Questions focused on the
participant’s experience with diabetes education,
clinical experience and diabetes care.

[Table 1 Characteristics of study participants]
Key Informant Interviews

Semi-structured interviews were conducted with
12 key informants, who were purposively selected
for their specialist knowledge about diabetes care
and the healthcare system in Malaysia. Key
informants included endocrinologists, Family
Medicine Specialists, and leading diabetes
educators working in the public healthcare
system, as well as leaders and representatives
from the Ministry of Health, professional diabetes
associations, and Malaysian medical schools,
nursing schools and other training programs.

Data Analysis

All  interviews were audio-recorded and
transcribed in full length. If they were conducted
in Bahasa Malaysia they were subsequently
translated into English. The analysis followed the
process of thematic content analysis ' with the
coding of the data being a combination of
inductive and a priori coding. The latter focuses
on core concepts and constructs within patient
empowerment such as shared decision making,

personalized care and barriers to self-care and
treatment. The software program NVivo 10 (QSR
International Pty Ltd. 1999-2012) was used to
perform the coding and organize the data.

Ethical considerations

Before the interview, the participants were
informed about the background of the interviewer
and the educational program; that participation
in the interview was voluntary; and that their
replies and identity would be anonymous. To
protect the identity of the participants, each was
assigned an identification number and the names
of people and places below the State level have
been removed from the excerpts. Permission to
audio record the interview was obtained and an
informed consent form available in both English
and Bahasa Malaysia was signed. Ethical approval
for the study was granted by the Medical Research
and Ethics Committee of Malaysia (NMRR-14-1004-
21981).

RESULTS

Three main themes emerged from the analysis: 1)
understanding barriers to self-care and
treatment, 2) perceived training needs and skills
within patient engagement, and 3) challenges to
the practice of patient engagement.

Understanding barriers to self-care and
treatment

It was evident that the interviewed healthcare
providers were aware that patients experience
barriers to self-care and challenges in the
following treatment. It was also recognized that
some patients have difficulties following lifestyle
advice. However, this was largely attributed to
patient attitudes. Some healthcare providers
complained about patients not taking their
condition and the associated risks seriously, and
articulated difficulties in changing attitudes and
motivating people with diabetes to modify
behaviour.

‘l don’t know what skill to handle their [the
patients’] attitude even though I’ve been here for
10 years now. It isn’t easy to change anyone, but
it’s tough when the patient refuses to change
despite your countless attempts in advising
them.... They don’t comply with dietary
requirements. It’s all about the attitude. A good
attitude ensures good control. | don’t know about
other places, but here the attitude is a real
challenge for us to change. | have no clue as to
what it takes to change their attitudes’. (Nurse
2, from Kedah).

The lack of adherence to treatment and a
profound fatalistic attitude to self-care among
some patients frustrated the healthcare providers
who felt the patients were ‘wasting everyone’s
time’.  But while the healthcare providers
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expressed frustration with the lack of adherence,
it was not clear whether such frustrations were
accompanied by investigations into the underlying
barriers faced by the person with diabetes. There
were healthcare providers who noted they never
really asked their patients about the reasons for
such non-adherence. The issue of non-adherence
to pharmacological therapy and healthcare
providers’ ability to deal with this was also
mentioned by key informants as an area for
further training. The healthcare providers did
identify certain barriers to self-care in the
interviews, including low socio-economic
position, cost of care, lack of social support, being
afraid of needles and misconceptions about
diabetes. Yet, it was evident that in clinical care
the focus tends to be on control of the clinical
markers; and efforts to understand the patient’s
situation could be enhanced.

In  particular, shortcomings related to
understanding  psychosocial  aspects were
mentioned. This was also strongly emphasized by
several key informants.

"What | think is underdone is the psychosocial
aspect. Probably not looked into by the doctor.
Not listened to very much by the other members
of the healthcare team. So, management is still
very much glucose-centric. Not asking how they
feel unless they tell us they’re feeling unwell. So
depression and psychosocial impact of disease on
the patient and the family should be looked into’.
(Key Informant - Endocrinologist)

Perceved training needs and skills within
patient engagement

The data suggest a substantial variation in the
healthcare providers’ approaches to and skills in
patient engagement, as well as the perceptions of
the need for improvement. In the interviews with
some key informants it was stressed that there is
an overall need for further training related to
engaging and empowering the patients:

‘When it comes to supporting patients, who self-
manage, | think there is still much to be
strengthened in terms of empowering the
patient. | think that’s where the education needs
should come in, because there must be skills of
how do you engage the patient, how do you
empower them, and how do you change the
behavior?” (Key Informant - Medical School
Educator).

When asked directly, some healthcare providers,
especially nurses without diabetes training, but
also some doctors, were unfamiliar with concepts
such as empowerment, personalized care, and
motivational interviewing. On the other hand, a
few healthcare providers - the nurses who had
participated in extensive training on diabetes care
in particular - emphasized the importance of

building rapport and engaging the patients,
particularly about understanding underlying
causes of non-adherence. The discrepancy may
rest on the interpretations of what these concepts
mean. Thus, although some healthcare providers
indicated attempts to individualize care by
considering the patient’s daily routine, work-life,
etc. when making recommendations, the
involvement of the patient in these decisions and
considerations were generally not articulated.
Even among some of the key informants, who
called for improvements in terms of
individualizing lifestyle advice, what was
articulated is personalization without real patient
engagement as suggested by this quote:

‘Example: this patient cannot exercise because of
a very bad knee. So how are you gonna do it? You
cannot be telling this woman ‘you must do 150
minutes of exercise per week; you must,
regardless of your knee’. You cannot. You have to
say ‘ok, your knee is a problem. Then we will
teach you static exercise - strengthening exercise
- you can do at home’. So these are the skills that
| want them [the healthcare providers] to learn.’
(Key Informant - Physician)

It is about tailoring care to the individual, but do
so by the healthcare provider, not necessarily in
collaboration with the patient. Hence, the data
suggest that current practice largely relies on a
‘teach and tell’ approach, rather than
collaborating with the person with diabetes. This
was also noted by some key informants and both
doctors and nurses acknowledged the need to
improve their own patient engagement skills and
expressed an interest in further training.

‘I’ve never had any formal training on this, but |
think this is something that | would like to learn.
Something that | would like to have as one of my
extra skills, because | think it’s very, very
important to connect with the patient. | think the
success of the treatment depends on how well you
are connecting with your patient. We may give
treatment, but whether the patient will comply
with the treatment depends on how well we have
connected with the patient or how well they have
actually understood why this particular doctor
has given me this’. (Doctor 7, from Sarawak).

Challengesb to the practice of patient
engagement

The data show that certain issues within the
healthcare system influence whether healthcare
providers are able to practice patient
engagement. Especially challenges with staffing
and time were repeatedly brought up by the
informants. The ratio of patients to healthcare
providers means that healthcare providers find
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themselves faced with limited time per patient.
Nurses reported having around 10-15 minutes with
each patient. Doctors reported substantially less
time - around five minutes. Consequently, there
is not enough time to cover all the relevant
aspects in detail, carry out the examinations, and
answer the patients’ questions. The healthcare
providers expressed difficulties in spending the
necessary time to understand the barriers faced
by the patient and to conduct personalized,
patient-centered care

‘The other thing is that for personalized care we
need more doctors because we are short of
doctors - short of staff and the support staff like
the dietician. We have one dietician. | think that
is not enough. We need more to actually give
counseling to all the diabetes patients’. (Doctor
6, from Kuala Lumpur).

On the other hand, citing lack of time as a reason
for not conducting proper care was considered ‘an
excuse’ by some key informants.

‘You don’t need to do a lot. If you have let’s say
twenty or forty patients, you just select two you
will cover. Later on when they come to see you
again for the next appointment, you choose
another one. So slowly you will empower the
patients’. (Key Informant - Physician).

Moreover, while acknowledging that time was
limited, key informants also noted that training
might improve the use of that time.

‘I think it is an excuse. Even if it is a short time,
I think you can zoom in on the key problem and
address that. But it is training. It is a skill.... |
agree that they are very busy; especially when
they are not competent in a sort of discussing
more complex issues... The challenge is to
develop a program that addresses this. You have
ten minutes how do | maximize you to use the ten
minutes? How do | train you to be competent
within that ten minutes? (Key Informant -
Medical School Educator).

DISCUSSION

In this study, we have investigated perceptions of
and ability to practice patient engagement among
healthcare providers working in primary care
within the public healthcare sector in Malaysia.
We identified three main themes: understanding
barriers to self-care and treatment; perceived
training needs and skills within patient
engagement; and challenges to the practice of
patient engagement.

Anumber of studies have investigated related
aspects of diabetes care and self-management in
Malaysia, especially exploring barriers to self-care
and treatment among people with diabetes 15-19.
These studies highlight a lack of knowledge,
impact of family relationships, concerns about
adverse effects of treatment, and financial
barriers. However, to the best of our knowledge,
this is the first study to explore perceptions and
skills within patient engagement related to
diabetes care among healthcare providers in
Malaysia. The findings of our study suggest
shortcomings related to placing the patient at the
center of all therapeutic decisions and in
personalizing care. Although largely focused on
the attitude of the patients, the healthcare
providers described a range of potential barriers
to self-care and treatment such as socio-economic
position; lack of social support; and
misconceptions and lack of knowledge. Thus, our
findings confirm and transcend the finding of
previous studies.

We found that the barriers and resulting low
adherence to the prescribed treatment were
articulated as being a great frustration to the
healthcare providers. Especially psychosocial
barriers were emphasized as being unaddressed
and unattended to by the healthcare providers in
our study. Psychosocial barriers to metabolic
control have been identified and investigated in
studies by Loke & Jong (2008), and Tong et al
(2015), with the latter authors calling for
healthcare providers to address these through
individualized plans, attention to patients’ self-
efficacy, misconceptions and psychological and
emotional problems 20 21, Further, the
importance of this issue was also highlighted in a
recent study showing high prevalence rates of
depression, anxiety and stress symptoms among
type 2 diabetes patients in Malaysia 2

The findings highlight that there are challenges
with available manpower and time, and that these
influence whether the healthcare providers are
able to carry out the patient engagement. In their
study on barriers to insulin initiation, Lee et al
(2012) similarly identified a lack of manpower as
a key barrier within the public healthcare system,
noting that there were far too few trained
diabetes educators and dieticians to handle the
heavy patient loads 8. Hence, the findings of our
study and others’ suggest efforts are needed to
enhance healthcare providers’ understanding of
the patient’s situation. Further strengthening of
skills within patient empowerment in general, and
patient engagement in particular is also needed.
The focus appears to be on a ‘teach and tell’
approach rather than more inclusive care with
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a focus on collaboration and empowerment.
Finally, it is evident that while the identified
challenges may be improved through training
programs, improved knowledge will hold
limited value if the clinical context offers
little opportunity to demonstrate new skills.
Other efforts will be needed to address these
challenges to patient empowerment.

Qualitative research is used to study a specific
phenomenon in a specific context, and the
generalizability of the findings to settings outside
Malaysia may, therefore, be doubtful. On the
other hand, studies from other countries have
reported similar results 22, and our findings may
have applicability or at least relevance to other
settings as well, especially other middle-income
countries seeking to tackle the growing number of
people with diabetes. Moreover, while our focus
here has been on diabetes care, it is likely that
some of our findings may also have relevance to
other chronic diseases addressed in the primary
healthcare sector.

There is a risk that the background of the
interviewers and the project may have introduced
courtesy bias or social-desirability bias, i.e. the
informants give the answers they think is the
‘correct answer’ or the answer that the
interviewer wants to hear 2> ¥, In order to
minimize such responses, the interviewers
emphasized that the purpose of the interview was
not a test of knowledge or competencies when
introducing the study and this was repeated

during the interviews themselves. The main
strength of this study is that by combining data
from different settings and data from doctors,
nurses and key informants a more comprehensive
and holistic understanding of the patient
engagement related experiences, perceptions and
skills among healthcare providers could be
achieved. In the sampling of health centers it was
sought to ensure maximum variation in terms of
states and levels of urbanization, which was done
to ensure diversity and thereby get as many

nuances and different perspectives as possible 3"
32

CONCLUSION

In this study, we have investigated Malaysian
healthcare providers’ perceptions of and ability to
practice patient engagement related to diabetes
management. Various shortcomings related to
patient engagement and understanding barriers to
self-care, as well as issues, which influence
whether healthcare providers are able to carry

out patient engagement, were identified. Future
training and capacity building efforts should seek
to improve competencies within patient
engagement, identification of  especially
psychosocial  barriers to self-care and
empowerment. Yet, other efforts are also needed
to address the factors in the clinical context,
which may hamper the opportunity of healthcare
providers to practice these skills.
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Profession Geographical Past training attended on diabetes
region
Doctors
1 Doctor Kedah Limited Short Format
2 Doctor Kedah Limited Short Format
3 Doctor Kedah Limited Short Format
4 Doctor Kuala Lumpur  None
5 Doctor Kuala Lumpur  None
6 Doctor Kuala Lumpur  Limited Short Format
7 Doctor Sarawak Limited Short Format
8 Doctor Sarawak Limited Short Format
9 Doctor Sarawak Limited Short Format
Nurses
1 Diabetes Educator Kedah Extensive
2 Diabetes  Specialist Kedah Diabetes educator course, post basic diabetes course
Nurse
3 Diabetes Educator Kedah Extensive
4 Nurse Kuala Lumpur  None
5 Senior Nurse Kuala Lumpur  Limited Short Format
6 Community Nurse Kuala Lumpur  None
7 Senior Nurse Kuala Lumpur  Extensive
8 Nurse Sarawak None
9 Nurse Sarawak Limited Short Format
1 Nurse Sarawak None
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