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Abstract

Introduction Patient involvement in care is a major component of high quality of care and is becoming recognized
worldwide with many beneficial for improving patient outcomes. However, a little is known about patient
involvement in the Middle East region and Saudi Arabia in particular.

Objectives To evaluate patients' perceptions of their involvement during their interactions with healthcare providers
in Saudi Arabia.

Methods A qualitative exploratory study using semi structured interview was conducted from February 2022 to
March 2022. Responses were transcribed and analyzed using a thematic analysis approach.

Results We conducted seven interviews with patients with diabetes ranging in age from 19 to 69 years old.

We identified the following themes:1) patients’ perceptions of their involvement in care, 2) barriers to patient
involvement, 3) effective communication, 4) empathy, and 5) culture. We found that patients had minimal knowledge
of patient involvement in care.

Conclusion There is a clear need to improve education and awareness of patient involvement in Saudi Arabia. By
educating patients about the possibilities of patient involvement and explaining their role it will make it easier for
patients to understand appropriate levels of involvement. In addition, there is a need to understand the patient-
centred care culture in Saudi Arabia through establishing frameworks with the focus on culture and patient-centred
healthcare delivery.
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Introduction

Patient involvement in care is considered a central pillar
of patient centered care (PCC) [1]. The United States-
based Institute of Medicine (IOM) highlights PCC as
one of the six core elements of achieving quality care
along with safety, timeliness, effectiveness, efficiency,
and equity [2]. Multiple studies have shown that patient
involvement is associated with positive outcomes includ-
ing improved patient knowledge and health status [3-8].
In order to achieve PCC, Corbett and Ennis [9] empha-
sized that health providers are required to shift away
from the traditional paternalistic paradigm of care where
practitioners know best and patients follow their advice
unquestioningly. This paradigm shift enables patients
to become more knowledgeable, involved, emancipated
and therefore able to control and participate in their own
healthcare. This shift requires establishing a relationship
between patients and health providers that is based on
negotiation and compromise until they reach an agree-
ment to implement the best option of care [10]. Couét
et al. [11] argue that patient involvement does not only
rely on the healthcare provider and therefore it is unre-
alistic to consider that health providers alone hold the
responsibility to involve patients; patients and communi-
cation practices also play a significant role. Engagement
and interaction with providers represents the primary
opportunity for patients to impact medical decisions and
the course of treatment [12]. Patients can also enhance
their comprehension of the medical process, particularly
the rationale behind treatment and follow-up proce-
dures [12]. PCC therefore relies on effort and interaction
between patients and providers in the context of appro-
priate communication, where all need to work together
to successfully implement PCC.

Involving patients in care

Internationally, there have been efforts to promote the
philosophy of patient involvement in care. For exam-
ple, the Picker Institute is a not-for-profit organiza-
tion, located in the United States, that collaborates with
patients, family, health providers and policymakers to
improve patient experience in healthcare. It promotes
an approach to patient experience based on the eight
dimensions of PCC: prompt access to care; efficient treat-
ment; quality care and adaptive transparency; patient and
family involvement; comprehensible healthcare knowl-
edge and support, mutual decision-making and respect
for patient preferences; emotional support, empathy
and respect, and awareness of physical and environmen-
tal needs [13]. These dimensions provide a guideline for
healthcare organizations to implement and, when neces-
sary, improve the delivery of PCC [14]. Another example
is the Planetree model, utilized by health organizations
worldwide [15]. Through patient and health worker
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feedback the Planetree model identifies PCC principles
including providing compassionate care, establishing
therapeutic partnership between patients, family mem-
bers, and health providers through patient education
and recognizing the significance of providing mental and
spiritual support to patients [16, 17].

Research shows that there are a number of factors that
influence patients’ preferences regarding their involve-
ment in care. A systematic review found that patients
want to be engaged in their care [18] but that their pref-
erences might differ based on their demographic and per-
sonal characteristics which include gender, health status,
level of education and age [19-21]. For example, patients
who are female, with better health, have higher levels of
education and are younger are more likely to be actively
involved in care, in contrast to patients with low socio-
economic status, who are severely ill, have low levels of
education and are male [20, 22, 23].

Patient centred care in Saudi Arabia

The plethora of literature focusing on PCC is predomi-
nantly from western cultures with minimal research or
literature focusing on Middle Eastern countries which
means that there is limited understanding of whether and
how PCC is practiced in the Middle East and what barri-
ers and facilitators to that practice might be [24]. Exist-
ing literature focused on healthcare in the Middle East
indicates that patients support their involvement in care
[1, 25, 26] and there is a growing interest in PCC in the
Middle East. However, there are still many obstacles to
delivering PCC and integration of PCC in health systems
in the Middle East region is lacking [24].

In Saudi Arabia, patient-centred practice of in some
health organizations remains in its infancy due to exist-
ing health system priorities being centred on staffing and
resources [27]. The global shift to PCC has led the Saudi
government to propose transformational goals as part
of its Vision 2030 to improve healthcare, quality of life,
healthcare organization and staff accountability to deliver
care that is safe, effective, patient centred, timely, and
equitable [27, 28].However, a study conducted in Saudi
Arabia with hospitalized patients found that they were
not aware of their rights to be fully informed of their
medical condition and treatment plan [29].

Few studies have specifically explored PCC in Saudi
Arabia from the patients’ perspective. [1]. Existing stud-
ies that do focus on some aspects of patient perspectives
have demonstrated that patients exhibit a preference for
involvement in decision-making regarding their medical
care [30, 31]. However, some patients still lean towards a
paternalistic approach, where medical decisions are pre-
dominantly made by healthcare professionals [30]. Inter-
ventions to promote PCC culture to improve adherence
to treatment plans and therefore better health outcomes
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are recommended [31]. There is also a need to explore
in depth patients’ preferences to be involved in care to
implement PCC more effectively in Saudi Arabia [30, 31].
This study addresses the deficit by employing qualitative
interviews to explore patient experiences, to provide data
for enhancing patient-centred care practices and imple-
menting necessary improvements in Saudi Arabia.

To understand PCC practice we have chosen to focus
on a patient group where people need to have ongo-
ing interactions with healthcare providers as part of the
management of their health needs. We focus on people
living with diabetes as it is an illness that requires ongo-
ing management and medical care, adoption of a healthy
lifestyle, and regular health examinations, with interven-
tions more successful with patient involvement in this
care [32]. In Saudi Arabia, there are several challenges
that affect the quality of diabetes care. These challenges
can be characterized as patient factors (which include
adherence, compliance, attitudes, beliefs, knowledge,
financial resources, and co-morbidity) and healthcare
providers factors (associated with their beliefs, attitudes,
knowledge, interaction between health professionals and
patients, and communication) [33]. People with diabe-
tes may also face a serious range of complications which
includes blindness, cardiovascular disease, and neuropa-
thy which might lead to amputation [34] thus, they are
often faced with treatment decisions that require urgency
[35]. This means that they are already highly likely to
have participated in decision making over the course of
their condition, but also have to interact with a variety of
health providers and can therefore reflect on their level
of involvement more broadly [36, 37]. This exploratory
study therefore aims to provide detailed experiential data
related to the perspectives of people living with diabetes
regarding their involvement in healthcare in Saudi Ara-
bia. We examine patient perceptions of PCC to add to
address gaps in existing literature related to patient atti-
tudes towards PCC in the Middle Eastern region.

Methods

Study design

A qualitative exploratory study was conducted to assess
patients’ perceptions of their involvement during inter-
actions with healthcare providers. The study aimed to
achieve an in-depth understanding of the social reality
of the research participants by exploring their personal
experiences of their involvement in care and their experi-
ences of their interactions with healthcare providers [38,
39]. This publication adhered to the Consolidated Crite-
ria for Reporting Qualitative Research (COREQ) [40].

Setting and participants
The setting of this study was the Diabetic Center at
King Abdulaziz Specialist Hospital, one of the referral
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hospitals offering specialized services in Taif, Saudi Ara-
bia. This hospital was chosen due to its strategic geo-
graphical location and patient demographic, as Taif is
recognized for having a high prevalence of diabetes [41].
Inclusion criteria for participants were that they were at
least 18 years of age, had been living with type 1 or type
2 diabetes mellitus, were currently receiving care at a
diabetic center in Saudi Arabia, and could speak and
understand Arabic, which is the main language used in
Saudi Arabia. Purposive sampling was used as we sought
to recruit participants from a range of ages and who had
varying lengths of time living with diabetes. As this was
an exploratory study, the aim was not for generalizabil-
ity of findings but to include a study population who
could provide in-depth content-rich data based on their
experiences. As described by Malterud et al. [42] such a
sample provides ‘high informational power’ and therefore
lower sample sizes are acceptable for this type of analysis.
Participants were initially recruited via a more general
online questionnaire (reported elsewhere) focusing on
patient provider interactions and perspectives related to
PCC. This survey invitation was distributed using What-
sApp which is a common way of communicating with
patients in this setting. At the end of this survey partici-
pants were asked if they wanted to participate in an inter-
view. An email with the information statement and the
consent form was sent to all participants who indicated
their interest. Seven participants provided their consent
and participated in an interview.

Ethical approval

The study protocol was approved by the Human Research
Ethics Committee of the University of Sydney [2021/530]
and from the Saudi Arabia Directorate of Health Affairs
Taif Institutional Review Board [HAP-02-T-067 number
596]. Written consent was obtained from participants
and all participants were informed that their participa-
tion was voluntary. All potentially identifying informa-
tion was removed from the interview transcripts at the
point of transcription and checked by members of the
research team to assure that any quotations used in the
paper did not inadvertently identify participants. Tran-
scripts were checked by participants who could remove
any data that they did not want included in the study.

Data collection

Semi structured telephone interviews were conducted
between February 2022 and March 2022. The inter-
view schedule contained open-ended questions related
to patient experiences of their interactions with health-
care providers. An example of the questions asked in
the interviews were “How do you define your role in the
healthcare?” And “Do you prefer to be involved in mak-
ing decisions regarding your healthcare? Why/why not?”.
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Probes were used to elicit more detailed responses when
needed. Notes were taken during the interviews. The
duration of the interviews ranged from 20 to 51 min,
with an average of approximately 34 min. All interviews
were conducted in Arabic by the lead researcher (RAA)
who is fluent in Arabic and English. After the transcrip-
tion was completed, all interviews were translated from
Arabic into English by the lead author. The anonymized
transcripts were reviewed by another native Arabic and
English speaker to ensure the translation was accurate.
The analysis was conducted on the English-language ver-
sion of the transcripts, so the other authors could con-
firm the validity of the data and analysis process.

Researchers

RAA is a Saudi Arabian female PhD candidate and a
lecturer at Taif University, with experience of the Saudi
healthcare system, has received training in conducting
qualitative research and did not know any of the seven
interviewees in advance of the study. JSM is a female Pro-
fessor with extensive experience in qualitative research
and has conducted research previously in Saudi Arabia
and other countries in the Middle East. RF is a female
senior lecturer with extensive experience of in qualitative
research.

Data analysis

As this was an exploratory study, where we were inter-
ested in the phenomenon of patient centred care from the
perspective of patients, we conducted an inductive analy-
sis of the data which aimed to draw out the key aspects of
their experiences of care. In qualitative studies the valid-
ity of research is verified through the criteria of cred-
ibility, confirmability, transferability, and dependability
[43]. We followed a credible, structured process of data
analysis using the thematic analysis process proposed by

Table 1 Participants’'demographic characteristics

Partic- Gender Age Highest qualification Duration
ipants living
ID with
diabetes
P1 Male 40-54  Undergraduate degree and 10 years
above and more
P2 Male 40-54  Undergraduate degreeand 10 years
above and more
P3 Female 18-39 Undergraduate degree and ~ 2-5 years
above
P4 Female 18-39  Undergraduate degree and 10 years
above and more
P5 Male 55-64  Undergraduate degree and 10 years
above and more
P6 Male 65-74  Undergraduate degree and 10 years
above and more
p7 Female 18-39 Undergraduate degreeand  6-10

above years

Page 4 of 13

Braun and Clarke [44] to identify, analyze, and report the
patterns from the data. The transcripts were read sev-
eral times for familiarization before initial codes were
developed. After that, similar codes were grouped into
potential themes. The next stage, review of the themes,
was conducted to ensure that themes formed a coherent
pattern. Once the themes were adequately identified we
created a thematic map. Lastly, ongoing analysis was con-
ducted to define the essence of each theme.

The lead author discussed and reviewed all steps of
the analysis with other authors. To ensure the credibil-
ity of the findings we employed member checking with
transcripts shared with participants for them to review
and to add anything they wanted to clarify further. To
enhance transferability, we provided background infor-
mation about each of the participants. In addition, we
documented an audit trail of all the processes of data col-
lection and data analysis throughout the study to ensure
confirmability. Dependability was ensured through using
an interview schedule, audio recording and full transcrip-
tion of the interviews. As this aimed to be an exploratory
study utilizing Braun and Clark’s [44] method of analy-
sis saturation was not an aim of the data collection [45].
Instead we aimed to provide an insight into understand-
ings of patient-centred care from the participants via in-
depth interviews [38, 42]. The findings section below is
ordered in relation to the main themes identified during
the inductive coding process described above.

Findings

Participant demographics

Table 1 outlines the participant demographic character-
istics. The study participants consisted of three females
and four males, with three aged 18—39 and four aged over
40. Five participants reported they had been diagnosed
with diabetes for more than 10 years with the other two
ranging from 2 to 5 and 6-10 years since diagnosis. The
majority of participants indicated that their highest level
of qualification was a bachelor’s degree.

Patients’ responses

The study findings explore the experiences of the partici-
pants and how they viewed their involvement in decision
making. The interviews were mutual interactions where
both the lead researcher and the research participant
were engaged in dialogue. A description of the partici-
pants’ situations is provided below in order to provide
context to their individual responses:

P1: Through the interview it was clear that P1 was irri-
tated about how he had been treated by health provid-
ers and his voice was full of hope that his participation
in this research would make a positive impact on patient
involvement in care.
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P2: This participant passionately demanded better care
and was desperate to have a healthcare provider with full
knowledge of his condition who would seek to obtain
more information from him.

P3: During the interview P3 indicated her disappoint-
ment with her recent interaction with a healthcare pro-
vider who does not speak Arabic. However, she appeared
to be more reluctant to express negative opinions about
healthcare providers.

P4: This participant was upset and disappointed with
her healthcare provider for ignoring her and preferring to
interact with her parents rather than interacting with her.
During the course of the interview her tone shifted as she
started describing her favorite healthcare provider, who
is a female, as the healthcare provider was the only one
who would actively listen to her and allow her to express
her thoughts.

P5: This participant’s voice was calm and full of grate-
fulness. He positively recalled his healthcare provider’s
positive attitude when she connected him with other
healthcare providers to keep following up on his other
health issues. He was touched by this personalized
approach. He hoped that a new generation of health-
care providers would participate positively to improve
patient-provider relationships.

P6: In his interview P6 sounded conflicted or con-
fused as he believes that there is no relationship between
healthcare providers and patients, however later he
explained the relationship should be based on what a
patient needs and what the doctor has to offer. He was
hesitant to express negative opinions especially when he
was asked about the impact of gender roles.

P7: During the interview P7 sounded defeated because
for a long time she had never experienced any involve-
ment from her previous healthcare providers and there-
fore was hesitant to get involved in her care or share
concerns with her provider. However, more recently her
experience changed as she was assigned to a new health-
care provider who motivated her and encouraged her to
voice her opinions. She prefers to have a friendship with

Table 2 Themes and categories from thematic analysis
Themes Categories
Patient involvement

Patients’ perceptions of their involve-
ment in care Patient role in care
Barriers to patient involvement Patient related barriers

Health provider related barriers
Environmental related barriers

Patient empathy toward health-
care providers

Empathy

Communication skills
Health provider characteristics
Gender role

Effective communication

Culture
Cultural norms
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healthcare providers as she believes it is the way to facili-
tate her interactions with them.

Qualitative themes

Participants shared their experiences of involvement in
care and what they believe is their role in the healthcare
system. We identified five key themes: patients’ percep-
tions of their involvement in care, barriers to patient
involvement, effective communication, empathy, and
culture. Elements of these themes can be seen in Table 2
with each expanded on in turn within the text below.

Patient perception of their involvement in care

Patients displayed favorable views towards patient
involvement with regard to their own health. For exam-
ple, one participant stated: “I support it [patient involve-
ment] in order to be a partner in the outcome” (P6).
Participants varied however as to the extent to which
they wanted to be involved in care. Participants com-
mented on the importance of their own expertise of
diabetes as the basis of their role for participating in deci-
sion making.

“I am the one who will practice the treatment. There-

fore, the opinion of the patient should be taken in
everything .... In my opinion I should be a partner in
the treatment. I am not just a place for implemen-
tation. I should be a partner. I am the most knowl-
edgeable person in my case, and I should have full
information about the disease and the treatment
plan and how it works. What is my role in achieving
progress in it? ... the patient should be a participant
deciding on a treatment plan” (P1).

“Because I am the patient ... the doctor studied the
disease, but he does not feel it. I mean, he did not
live with it personally. I am the one who can describe
my experience, and make a decision, this is for my
benefit...I must interact with the doctor so that the
decision going to be useful for me, not just that I
have to comply with it” (P4).

Other participants stated that they preferred to have a
minimal role in their care and mostly rely on the health-
care providers’ medical knowledge for decision making.
Example comment was:

“Some decisions only the doctor can make...I follow
his decision because he has experiences with people
before me...I may express my opinion, but I respect
the doctor’s opinion” (P2).

One participant was clear that she did not want to
be involved in care and instead preferred to rely on
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doctors’ knowledge however, she wanted to be involved
to improve her own lifestyle. She commented:

“My participation, I mean, I will not participate in
general, I mean, almost the doctor knows everything,
but some daily practices, some sleep regime, for
example, I mean, I feel this thing belongs to me” (P3).

Whilst some participants claimed that they supported
the idea of patient involvement in care, when questioned
about their roles or involvement in healthcare the inter-
viewees demonstrated minimal knowledge of what would
generally be associated with the key attributes of patient
involvement in PCC, for example within the Planetree or
Picker Institute models discussed earlier. For example,
one participant stated:

“The patients role is helping the doctor by comply-
ing with the treatments and following diets, as he
[healthcare provider] says by exercising with the
treatment... [the] patient must take care of himself.
The most important thing is to follow the instruc-
tions that the doctor says” (P2).

Another participant commented:

“I follow the things the health provider instructs for
example, appointments, using treatment, adher-
ing to the health provider’s recommendations... the
most important thing is to adhere to the things that
the doctor has recommended.” (P5).

When asked about the role of healthcare providers,
participants likewise stated that it was to “listen to
the patient and asking questions” (P5) or to “diagnose
patients and explain the treatment to the patient” (P6).
The role of patients in these responses was more associ-
ated with complying with healthcare provider directions
and treatment, which indicates a passive patient rather
than an active one. Another participant addressed the
absence of patient involvement practices in care in the
healthcare system in Saudi Arabia, stating that the “
patient role is marginalized. The patient mostly doesn’t
have a role” (P1).

In summary, it appeared that most of the diabetic
patients wanted to be involved in their care. However, for
some, the way in which they articulated their role in care
was to comply with healthcare provider instructions and
be involved in adopting a healthier lifestyle. Hence, from
these responses it appears that some participants were
unaware of their role in care and therefore to the concept
of patient involvement.
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Barriers to patient involvement

Despite the support for patient involvement in care
expressed by participants, they expressed several barri-
ers when interacting with healthcare providers. These
barriers were (i) patient related; (ii) healthcare provider
related; or (iii) environment related.

Patient related barriers

Participants expressed that they were concerned about
interacting with the healthcare providers. One partici-
pant commented:

“..I am a person; ... I do not like to be ignored by
anyone... my treatment plan was built by myself
based on the doctor’s words and the information
I have, so I do not rely on his [healthcare provider]
treatment plan. I just try to follow the tests and try
to follow up on the sugar levels with them, so I con-
sider it part of my treatment plan” (P1).

One female participant also commented that she did not
like to engage with the doctor during consultations but
preferred to communicate with the healthcare provider
through the diabetes educator.

“I am not the type to express .... I mean the doctor
tells me what he has... that if he asked me, I would
answer, but if he for example, asked me why I use
this medication, or I tell him that I don’t want to
use this medication ... I may tell the health educator
and she delivers it to the doctor but he doesn’t inter-
act with me” (P4,).

These quotations suggest that patient behavior can limit
patient involvement in care due to hesitation to ask ques-
tions, or patients prefer to interact with the health educa-
tor rather than the doctors.

Health provider related barriers

Most participants highlighted that the professional con-
duct of the healthcare provider was a contributing factor
which could obstruct patient involvement in care. One
participant commented that the lack of professional eth-
ics and humanity in healthcare when healthcare provid-
ers interact with patients acts as a barrier to PCC. He
stated that “Dealing with compassion and mercy I see
it as non-existent” and “..professional ethics almost do
not exist...” (P1). Other participants described the types
of healthcare provider behaviors which act as barriers
for their involvement in care as: dismissing patient con-
cerns, a lack of eye contact, language barriers, and lack of
empathy.
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Participants expressed the view that healthcare provid-
ers fail to encourage patients to share or ask questions.
For example:

“I expected him [health provider] to ask me ... I had
so many questions and I felt that he will ask me
about them [questions]... he read the test [results]
and wrote the treatment and that’s it” (P3).

Another participant believed that while healthcare pro-
viders ask questions, they do so to establish the treatment
plan rather than making the patient involved in care.:

“Sometimes there are questions...but the questions
are not for participation ... He [healthcare provider]
only takes the information to decide” (P1).

This might indicate that the current practices of commu-
nication and patient involvement in care are more physi-
cian centered.

One participant provided an example of poor patient
engagement, where their healthcare provider seldomly
paid attention or looked at him during the consultation
because the healthcare provider focused on their com-
puter, stating:

“There was no meeting [eye contact]| between me and
her [health provider] ... [discussing] that the tests
were good.... her attention was on the computer”
(P2).

Several patients highlighted a lack of empathy by health-
care provider toward the patient as a barrier to patient
involvement in care. For example,

“The humanitarian and religious side of dealing
with compassion and mercy do not exist. These are
financial works that they carry out to earn sala-
ries...” (P1).

Another described their view of empathy in healthcare
interactions in the following way:

“..I want him [health provider] to know the path of
my disease and interact with me as if he is talking to
a friend ... so that he knows everything about me ...
to let me talk” (P2).

This shows that health providers’ lack of empathy would
negatively influence patient involvement in care as
they dismiss patients’ need to interact and share their
concerns.

Another factor contributing to the extent of patient
involvement in healthcare is a lack of up-to-date
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knowledge by the provider, with one participant
reporting:

“Sometimes the patient’s information, not medical
information, but information about the disease that
is equal to the doctor, they [health providers] don’t
accept it, even in research we [patients] have knowl-
edge about ... some doctors don’t keep themselves up
to date, so they are outdated” (P1).

Here the patient’s differing perspectives on current
knowledge with respect to diabetes was not valued and
discussed, which undermines the relationship. The same
participant believed that he was treated by the healthcare
provider in a way where patients were not viewed as indi-
viduals but rather as part of a job to gain financial ben-
efits (P1). Another participant commented:

“There are doctors, I mean, ... his attitude, [is] that
I am [the healthcare provider] here to do a job to do
what I [healthcare provider] have to do and that’s it”
(P7).

These experiences show that behaviors by healthcare
providers impact patient involvement in care and that
healthcare providers have the opportunity to improve
patient involvement by having empathy towards patients
and actively encouraging them to share their concerns.
Additionally, based on the participants’ perspectives,
most of the barriers reported were associated with the
health provider interpersonal skills, which might affect
patient perceptions of their involvement in care.

Environment related barriers

Participants commented on a lack of continuity of
care and other elements of healthcare operations that
impacted on patient-centered care. For example, seeing
different healthcare providers at every appointment or
high clinician workloads that limited the time available to
them to interact with the healthcare provider. For exam-
ple, participants stated:

“If they [healthcare providers] were not busy, they
would sit with you [patient] ... and start question-
ing you and see what you are missing and what you
need. If they [healthcare providers] were busy [they
say] ‘we will communicate with you through What-
SApp’ ... and they will not respond to you..” (P3).

“..every appointment is with a doctor or [a female]
doctor. I feel that you [patient] want to get it over
with. You do not have a meeting with someone who
knows you and. is close to you.... the communication
process, it is quite difficult” (P2).
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Many participants also reported long wait times for
appointments where it would take four to six months to
make an appointment with the healthcare provider.

“[the healthcare provider said] that your next
appointment will be after six months. This was the
first time I took an appointment after six months I
felt it is a little faraway and I said, ‘that it is fine”
(P3).

During long periods of waiting for appointments one
participant expressed the challenge they had in getting in
contact with the healthcare provider to have their needs
addressed:

“You [patient] cannot communicate with him
[healthcare provider] with anything no matter what
happens to you [outside of their scheduled appoint-
ment] ... I mean, there is no means of communica-
tion at all. They used to have a groups chat, but it
was cancelled.” (PS5).

This indicates that other barriers might be embedded
within the Saudi healthcare system that contributes
to the long waiting time and hence work as barriers to
patient involvement in care.

Empathy

Despite their individual complaints, the majority of par-
ticipants spoke about having empathy towards their
healthcare providers. They displayed an understanding
of how busy the work environment was and therefore the
heavy pressure faced by their health providers. One par-
ticipant stated:

“[healthcare providers are] bearing the pressure that
occurs throughout the day, so when I come, I do not
want to say that he [healthcare provider] does not
treat me well. Even if, for example, he [healthcare
provider] scolded me or ignored me at the same time
for me, its fine ... he is a person who is experiencing
stress and going through a stage that he has many
patients... I would understand that they [healthcare
providers] have many patients, and I am not the
only patient” (P4).

Another participant stated that there is a:

“..lot of pressure on them [healthcare provider].
He [healthcare provider] cannot give you [patient]
enough time in order to understand you and listen to
what you have because I mean I feel for them that he
[healthcare provider] is stressed and that he has so
many patients” (P5).
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Effective communication

Effective communication is viewed as an integral compo-
nent of patient provider interactions. Participants stated
that healthcare providers asked them about their condi-
tions and encouraged them to express their concerns.
Participants spoke about experiences of good practitio-
ner communication. For example:

“... I used to meet doctors, frankly. I mean, I can’t
praise them enough. There was an eye contact. They
asked me about my condition” (P3).

“She [healthcare provider] asked about me, ‘what
do you [patient] have? what are the things that you
complain about?.... I told her I have the heart condi-
tion .... and she helped me to get comfort and treat-
ment and she connected me .... she connected me to
another doctor in another clinic” (P5).

Another participant stated that good communica-
tion skills were essential to encouraging and motivating
patients to share their concerns during a consultation:

“He really left room for me to speak, I mean, I think
on the last visit, I could have talked for about half
an hour” (P7).

One participant commented that having a “friendship”
with the healthcare provider would simplify the commu-
nication process. She stated:

“If [the relationship] is not formal then everything is

fine.... he [healthcare provider] has no problems to
hear from you [patient] all the time and gives solu-
tions. If it was a formal relationship you [patient]
will not be able to discuss with him [healthcare pro-
vider] because he doesn’t like to talk so much and
doesn’t want problems so you will remain silent but
if it was almost as we said that it is a friendship or
something like that, this for me is more important
than the quality itself” (P7).

Patients’ descriptions of positive healthcare provider
characteristics during interactions were focused on
actively listening to patients, positivity, patience, and the
ability of providers to put themselves in the place of the
patient. The following quotations provide an account of
the ideal practitioner from the participant’s perspective:

“First, to be smiling, cheerful ... to accept the patient
as he is, to listen to him ... to be familiar with the
aspects of the disease that he treats, and to be aware
of the capabilities and tools he possesses ...in the
health facility in which he works, so that he is deal-
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ing with reality.... to be realistic with the patient ...
earns his [patient’s| affection and their interactions
would be based on honesty” (P6).

“To put himself in the place of the patient I mean,
.... To feel the patient's feelings and make him feel ....
That when [the patient] is talking, he is not wasting
time...” (P5).

Participants variously emphasized that healthcare pro-
viders should have “patience’, “endurance’, “understand-
ing’, should “support patients’, “put themselves in [the]
patient’s place’, “ask more questions’, “encourage patients
to talk’, and use “motivational phrases” which would

influence the patient to actively participate in their care.

Culture

Several participants expressed factors related to Saudi
Arabian culture related to gender and cultural that influ-
enced their interactions with their healthcare providers.

Gender role

The role of gender in impacting patient provider interac-
tions differed among the participants. A few participants
commented on their preference to receive care from a
healthcare provider of the same gender. This view could
reflect cultural practices. One male respondent expressed
the need to interact with a male healthcare provider
when he wanted to discuss relationship issues:

“There is a big difference....... The culture of society
affects. Yes, I cannot say some things, for example,
except when I am with a [male] doctor ... I mean, it
is possible in matters related to my relationship with
the other party [wife]” (P2).

Another female participant stated that in general she was
more comfortable to have a female healthcare provider
under the assumption that she can bond with her better
due to their shared gender. She commented:

“Yes, it makes a difference when the healthcare pro-
vider is a female, I can interact with her and deal
with her that she is the same gender. She can under-
stand me more when I explain, I will be comfortable
that I explain and talk to her .... While a man, I will
not be able to interact with him” (P4).

However, this view was not shared by all respondents as
one female participant commented:

“For me, I do not feel any difference, in the end, they
[healthcare providers] are all performing the same
mission and message” (P3).
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A similar view was expressed by another male partici-
pant who indicated that the gender of the healthcare pro-
vider is not important as long as the healthcare provider
actively involves patients in a conversation. Another also
commented that what matters is the healthcare provider’s
attitude, which affects patient provider communication.
He stated:

“I do not [see] any difference. The same ethics, the
same method, and the same treatment, .... I mean ...
they teach each other a way of interacting [it is] the
same thing, whether the healthcare provider is male
or female” (P1).

For these participants the gender of the healthcare pro-
vider was not a significant factor, with provider behavior
instead the most significant factor in facilitating patient
involvement.

Cultural norms

In Saudi culture, which is strongly influenced by Islam,
the young are strongly expected to respect their elders
[46, 47]. This is reflected in the views of one female par-
ticipant, who commented:

“.. I always respect that he [healthcare provider] is
older than me and is talking to my mother. I mean, 1
just listen to their interaction ...” (P4).

Saudi Arabia culture is also collectivist rather than indi-
vidualist, however, only one participant reported a form
of family involvement in care. For this participant her
needs were dismissed by her healthcare providers who
instead involved her family in decision making about her
care. She stated,

“They [healthcare providers] did not give me the
freedom to speak... the whole questions weren’t
directed at me ... the questions were directed to my
mother and father and not me. I tried to explain to
them that I understand the diabetes and I have been
living with diabetes for 19 years therefore I under-
stand my condition, but they prefer to listen to my
mother instead of me” (P4).

This suggests that the Saudi Arabian culture have a signif-
icant influence on patient-provider interaction and hence
patient involvement in decision making.

Discussion

As far as we are aware this is the first paper to explore
patient perceptions of their involvement in healthcare
in Saudi Arabia. The main themes emerging from this
exploratory study reveal important insights about the
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nature of patient involvement in Saudi Arabia by pro-
viding qualitative data from in-depth interviews with
patients.

Mis-conceptualization of patient involvement and patient
role

Our study showed that most participants had mini-
mal knowledge of patient involvement in care. This was
consistent with previous studies in other contexts that
have investigated patient perceptions of involvement in
decision making in cancer [48] and diabetes [49]. Those
studies found that patients had limited knowledge of
concepts of shared decision making and that their prefer-
ences were more focused on sharing information rather
than sharing decision making [48, 49]. There are sev-
eral factors that contribute to patients’ minimal knowl-
edge of their role in care. First, PCC is considered new
in some healthcare organizations in Saudi Arabia [27],
with patients lacking understanding of their rights to be
involved in care [29]. It may also be due to the nature of
power dynamics between patients and healthcare provid-
ers in Saudi Arabia where patients perceive healthcare
providers as authoritative figures whose words should be
trusted in an unquestioning way [50].

In our study patient willingness to participate in
healthcare decision making was affected by their type
of involvement, however in general participants were
found to take a minor role in decision making and rely on
health providers’ expertise. This finding reflects patient
involvement norms beyond the Middle East and North
Africa (MENA) region. For example, a national survey
of 2765 people in the United States of America aiming
to evaluate preferences for participating in decision-
making found that 96% preferred to have a choice and
to be asked for their opinion [51]. However, participants’
responses varied in the degree to which they would rely
on the healthcare provider’s medical knowledge. About
44% of participants preferred to depend on the health-
care providers’ medical knowledge rather than explor-
ing information themselves, and 52% preferred to leave
final decision-making to their health provider [51]. In
our study we found that participants preferred to have
an active role in behavioural decisions such as adopting
a healthy lifestyle (e.g., decisions about diet and exercise).
These results are in line with the study by Mansell, et al.
[52], which investigated whether the type of illness and
the nature of decision making predicts patient prefer-
ences to be involved in decision making. The study found
that patients preferred to be actively involved in major
decisions such as surgery and in behavioural change a
decisions such as diet and exercise while they preferred
to be less involved in minor decisions such as ordering
blood tests.
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Previous literature has emphasized the importance of
having mutual interactions between patients and health-
care providers where information is shared between them
as this gives patients the opportunity to feel in control
and responsible for their care, and therefore involved in
their care [53-56]. There is an inherent power imbalance
to the relationship between healthcare providers and
patients which derives from the vulnerability of patients
who come seeking help, in relation to the healthcare pro-
vider’s expert knowledge [57]. There is also a contribut-
ing role for culture, where patient involvement may be
further limited by the privileged role health practitioners
hold in some societies in the MENA region, such as Pak-
istan, Jordan, and Saudi Arabia [50, 58—60]. In the cur-
rent study participants showed support for the concept
of patient involvement but described their role as pre-
dominantly involving information provision to health-
care providers and compliance with healthcare provider
instructions. This misunderstanding of the full dimen-
sions of patient participation, as described by the models
outlined earlier, points to the importance of increasing
awareness of what and how patients in Saudi Arabia can
be active participants in care. Increasing knowledge of
patient participation and the benefits associated with it,
which include improving the level of self-care behaviors,
adherence to medications, and overcoming illness related
stress and anxiety [5, 61], could in turn positively influ-
ence expectations and preferences to be involved [62, 63].
In addition, health organizations in Saudi Arabia need
to enable this within a supportive environment in which
health providers have a positive attitude and encourage
patients to take an active role in care which would, in
turn, increase patient involvement in care [48].

Barriers to patient involvement

Our findings show that healthcare provider commu-
nication style can be an important enabler or barrier to
person centred care. Effective communication has been
clearly established as an essential element that health
providers need to practise in order to provide high-qual-
ity person-centred care [64, 65]. Examples of effective
communication skills are asking open ended questions,
active listening, attentiveness to patients’ needs and giv-
ing patients time to respond [64, 66, 67]. Participants in
this study felt that healthcare providers needed to ask
questions and motivate patients to express their needs
and concerns. However, according to our participants,
health providers often failed to practise these features
of effective communication. This finding is supported by
research from the MENA region and elsewhere which
has shown that most of the reported barriers to patient
centred care are focused on healthcare provider behav-
iour [68-70]. Problematic behaviours identified in other
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literature includes limited eye contact and dismissing
patient concerns [68—70].

Our study found that participants preferred a health-
care provider who shows empathy towards them and
listens to their needs. This is consistent with previous
studies which have reported that patients prefer health-
care providers who have a positive attitude expressed
through actions such as smiling and expressing humour
during interactions [71]. However, participants in our
study felt that there was a lack of empathy towards them
by healthcare providers, including healthcare providers
viewing them as just a part of their work rather than as a
human being. To address this providing medical students
and healthcare providers with empathetic communica-
tion skills has been identified as important for positive
patient outcomes [72-74]. Our findings suggest that
more emphasis should be placed on the development
of supportive and therapeutic relationships between
patients and healthcare providers in Saudi Arabia in
order to establish a role for patients in their own health-
care. Moudatsou et al. [75] reported that healthcare pro-
viders find it challenging to be empathetic due to factors
which include high patient load and lack of time provided
to spend with the patient. Our results reveal that patients
have empathy towards their healthcare providers, show-
ing that patients understand the work burden associated
with healthcare work environments. This may be as a
result of cultural perceptions of healthcare providers in
the Saudi community where healthcare providers hold
an authoritative position and should be respected and
trusted [50].

In Saudi Arabia, culture is strongly influenced by Islam
as the Islamic religion dictates the way of life [47]. Gen-
der is culturally constructed in this context and there-
fore some participants in this study preferred healthcare
providers of the same gender in order to receive health-
care that was centred on their needs. This reflects find-
ings of previous research that highlights the significance
of providing services in accordance with gender-based
norms in relation to patient-provider relationships [76,
77]. In this study one participant also spoke about health-
care providers preferring to involve their family in deci-
sion making rather than involving the patient themself.
This attitude might be as a result of healthcare provider
belief that families have a full knowledge of patient health
status [78, 79]. This finding supports previous research
which has reflected on the role of family in patient care in
the MENA region [58, 60, 70]. According to Hofstede, et
al. [80], the nature of culture and power distribution in a
society influences the practice of PCC. Hence, it appears
that the practice of PCC in Saudi Arabia is influenced by
an unequal distribution of power and dependent collec-
tivism. Consequently, there is a need to understand and
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build PCC culture in Saudi Arabia through establishing
frameworks with a central focus on culture [81] .

The findings of this study show that there is still much
to do to educate patients about their involvement in care
in Saudi Arabia. Consequently, health organizations in
Saudi Arabia need to work more to educate both patients
and healthcare providers in order to achieve optimal
PCC. The Ministry of Health should explore the develop-
ment of a culturally sensitive patient-centred care model
that aligns with the values and norms of Saudi Arabian
culture. This research underscores the importance of
enhancing patient education regarding their active role
in their own care, while also emphasizing the significance
of equipping healthcare providers with proficient inter-
personal skills to ensure effective implementation. This
approach could significantly contribute to the enhance-
ment of healthcare quality within the country. Further
research building on this exploratory research is needed
to determine how patients view their role and their
involvement in care, to examine what factors influence
their involvement in Saudi Arabia and to develop relevant
models based on this, which can then be put into practice
in improving the practice of PCC in Saudi Arabia.

Study limitations

Our data is an exploratory study which has provided deep
understanding of patient perspectives on patient involve-
ment in healthcare in Saudi Arabia. In doing so it pro-
vides deep and personal reflections but is limited by only
representing the views of diabetic patients who received
care in the diabatic centre at King Abdul Aziz Specialist
Hospital. Given this limitation we recommend a national
investigation regarding public awareness of the role of
patients in care in Saudi Arabia. As qualitative research
is focused on opinions and judgments based on personal
experiences rather than categorical results, future work
should expand on this exploratory study by bringing in
a larger number of participants from different disease
groups, and their carers, and contrasting patient perspec-
tives with those of their healthcare providers regarding
the challenges of practising patient centred care.

Conclusion

This study explored current practices of patient involve-
ment in healthcare from the perspective of diabetes
patients in Saudi Arabia. Based on the results reported,
there is a clear need to increase both patient and health-
care provider education and awareness of patient
involvement in Saudi Arabia. By educating patients about
the possibilities of patient involvement and explain-
ing their role it will make it easier for patients to under-
stand appropriate levels of involvement. On the other
hand, there is a need to provide healthcare providers
with explicit training on PCC and interpersonal skills to
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facilitate patient involvement in care. The findings of the
current study have potential implications for improving
the quality of care in Saudi Arabia through shaping edu-
cation and training for both patients and healthcare pro-
viders regarding patient involvement and interpersonal
skills.
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