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Abstract

Introduction: Patient engagement, encompassing both patient experience and

opportunities for involvement in care, has been associated with increased patient

satisfaction and the overall quality of care. Despite its importance, there is limited

knowledge regarding patient engagement in the transition from nondialysis‐

dependent chronic kidney disease (CKD) to dialysis‐dependent treatment. This

systematic review employs meta‐ethnography to synthesize findings from qualita-

tive studies examining patients' experiences of engagement during this transition,

with the aim of developing a comprehensive theoretical understanding of patient

engagement in the transition from nondialysis‐dependent CKD to dialysis.

Methods: A systematic search of six databases, namely the Cochrane Library,

PsycINFO, Scopus, Embase, PubMed and Web of Science was conducted to identify

eligible articles published between 1990 and 2022. Meta‐ethnography was utilized

to translate and synthesize the findings and develop a novel theoretical interpreta-

tion of ‘patient engagement’ during the transition to dialysis.

Results: A total of 24 articles were deemed eligible for review, representing 21

studies. Patient engagement during a transition to dialysis was found to encompass

three major domains: psychosocial adjustment, decision‐making and engagement in

self‐care. These three domains could be experienced as an iterative and mutually

reinforcing process, guiding patients toward achieving control and proficiency in

their lives as they adapt to dialysis. Additionally, patient engagement could be

facilitated by factors including patients' basic capability to engage, the provision of

appropriate education, the establishment of supportive relationships and the

alignment with values and resources.

Conclusions: The findings of this review underscore the necessity of involving

patients in transitional dialysis care, emphasizing the need to foster their
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engagement across multiple domains. Recommendations for future interventions

include the provision of comprehensive support to enhance patient engagement

during this critical transition phase. Additional research is warranted to explore the

effects of various facilitators at different levels.

Patient or Public Contribution: The studies included in our review involved 633

participants (547 patients, 14 family members, 63 healthcare providers and 9

managers). Based on their experiences, views and beliefs, we developed a deeper

understanding of patient engagement and how to foster it in the future.

K E YWORD S

chronic kidney disease, decision‐making, dialysis, life change event, meta‐ethnography, patient
engagement

1 | INTRODUCTION

The fifth stage of chronic kidney disease (CKD 5), also known as end‐

stage kidney disease (ESKD), refers to low native kidney function, with

an estimated glomerular filtration rate (eGFR) of less than 15mL/min/

1.73m2.1 Patients with CKD 5 are required to receive kidney

replacement therapy (KRT), which includes dialysis or kidney transplan-

tation, or supportive care to sustain life. Dialysis is the most widely used

KRT for patients with CKD 5 due to the limited availability of organ

donations.2 Over 5.3 million people worldwide have CKD 5, and the

global dialysis population is rapidly increasing.3,4 The transition from

nondialysis‐dependent CKD to dialysis therapy is a critical period in

which a patient may experience profound physical, psychological and

social challenges. The mortality risk is extremely high during the

transition and reaches a peak in the first 2 months of the 24 months

following the initiation of dialysis.5 Facilitating a smooth transition to

dialysis is thus crucial to reducing mortality risks and improving

psychosocial adjustment. Although suggestions on the timing of referral

to transitional care vary, it is generally indicated that patients should

receive transitional care and consider KRT planning if they are expected

to undergo dialysis within the next 6–12 months, or their eGFR is below

30mL/min/1.73m2 (CKD 4 stage) with a progressive decline.6,7 The

patients' goals and preferences regarding treatment modality and access

should be incorporated into the medical consultation.8‐10 However,

transitional care during the peridialysis period is inadequate and can

result in an unplanned or emergency initiation of dialysis.11,12

Patient engagement is defined as the desire and capability to

actively participate in care in a way uniquely appropriate to the

individual, in collaboration with healthcare providers, to maximize

outcomes and improve the experiences of care.13 Patient engage-

ment reflects the core value of person‐centred care, in which patients

are encouraged to be actively involved in processing information,

making and acting on decisions and managing self‐care.14‐16

Promoting patient engagement has been recognized as crucial to

improving patient experiences and outcomes.9 Understanding the

experience of patient engagement during the transition to dialysis has

significant implications.9,17 When the disease progresses to CKD 5,

most patients must make a range of complex decisions. These

decisions include dialysis modality (i.e., haemodialysis or peritoneal

dialysis) and specific choices concerning it such as the location of and

access to the treatment. International guidelines recommend

incorporating patients' goals and preferences regarding modality

and access into the decision‐making process.8‐10 However, evidence

suggests that a large proportion of patients and their healthcare

professionals do not work collaboratively to reach decisions regard-

ing dialysis modality, and many patients feel unprepared to engage in

the decision‐making process regarding dialysis.18,19

While healthcare professionals often relate patient engagement to

decision‐making, patient engagement includes a wider range of

domains.20,21 In addition to being involved in the decision‐making

process, patients play a crucial role in making psychosocial adjustments

and learning to manage their self‐care activities during the transition

period. Patients often experience fear and ambivalence when they

become aware of the irreversible nature of the disease.22 Supporting

patients to cope with psychological and social distress and adjust to

the profound changes in life is important while preparing for and

initiating dialysis. Moreover, developing knowledge and abilities is vital

to the management of self‐care for patients with CKD 5. For instance,

patients who choose peritoneal dialysis should receive training to

perform the dialysis until they are able to execute all exchange

procedures by themselves. It is also important for patients to follow

dietary and fluid restrictions, adhere to their medication regimens, and

monitor symptoms and complications promptly, which are associated

with better clinical outcomes and quality of life.23 Several factors

contribute to patient engagement during the transition period,

including patient‐related factors (e.g., education level, clinical status,

motivation), health professional‐related factors (e.g., attitude toward

patient engagement, communication), organization‐related factors

(e.g., organizational climate and available resources), and lay

community‐related factors (e.g., family and peer networks).24,25

Previous reviews of patients with CKD 5 have mainly explored

the experiences of patients who lived with maintenance dialysis,26,27

but few reviews have specifically focused on the experiences of

patients undergoing the transition from a nondialysis‐dependent
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state to a dialysis‐dependent state. Although some reviews have

examined patients' experiences of engaging in decision‐making

regarding dialysis initiation and modality selection, we argue that

patient engagement during a transition period includes a wider range

of domains in addition to decision‐making.20,21 Patients play a crucial

role in coping with the physical, psychological and social challenges

and learning self‐care skills, which are important to adjust to

profound new life.28–30 Moreover, these processes may interact.

For instance, individuals with better psychosocial adjustment may be

more likely to actively engage in decision‐making, whereas individuals

who were maladaptive may be less likely to engage in decision‐

making and improve self‐care skills. Given that patient engagement

has been advocated as being pivotal to person‐centred care and thus

quality of care, a deeper understanding is warranted concerning the

experiences of patient engagement during the transition to dialysis.

Thus, the objective of this study is to conduct a comprehensive

literature search and use a meta‐ethnography to synthesize the

qualitative studies that explored patients' experiences of engagement

during the transition to dialysis to develop a theoretical under-

standing of patient engagement during the transition from

nondialysis‐dependent CKD to dialysis. Such knowledge can assist

in developing strategies that encourage patient engagement during

this critical period to gain a better health outcome and quality of care.

2 | METHODS

2.1 | Study design

A meta‐ethnography was conducted to synthesize findings of

experiences of patient engagement during the transition to dialysis.

Meta‐ethnography, first described by Noblit and Hare,31 is an inductive

and interpretative approach that differs from conventional narrative

literature reviews or thematic synthesis, which primarily describe and

aggregate findings. A meta‐ethnography compares and reinterprets the

conceptual data (e.g., concepts, themes, metaphors) in a primary study

and uses a translation synthesis method to create higher‐order or

additional themes, which in turn guide the development of a

deeper conceptual and theoretical understanding of a particular

phenomenon.32 Meta‐ethnography has been widely used to generate

evidence‐based insights for healthcare research and practice.33 In this

review, we aim to synthesize the findings of qualitative studies

exploring patients' experiences of engagement during the transition

to dialysis to develop a theoretical understanding of patient engage-

ment during this critical period. Thus, the meta‐ethnography is an

appropriate method to synthesize findings and develop a theoretical

understanding of the phenomenon we are interested in.

2.2 | Search strategy and study selection

We systematically searched six databases (PubMed, Embase,

PsycINFO, Web of Science, Scopus, and the Cochrane Library) to

identify relevant articles published between January 1990 and

September 2022. The keywords related to ‘patient engagement’

included patient participat*, patient involve*, patient empower*,

patient activat*, patient engage*, life change event*, life experience*,

life course*, disease manage*, self‐care, self‐management, decision

mak*. The keywords related to “the transition to dialysis” included

transition* care, transitional dialysis care, chronic kidney failure*, end‐

stage kidney disease*, and end‐stage renal disease*, ESRD, ESKD,

chronic renal failure*, dialysis, haemodialysis, peritoneal dialysis, renal

replacement treatment, renal replacement therapy. The asterisk ‘*’

refers to a wildcard of letters. The detailed search strategy is

presented in Supporting Information: Appendix S1. The references of

the included articles were reviewed for additional articles.

After removing the duplicated records, we screened all identified

records to determine their eligibility. Studies were included if they

applied a qualitative study design to investigate experiences of

patient engagement in patients with advanced or ESKD who were

preparing for or undergoing the transition to dialysis. Also included

were studies that examined experiences of patient engagement

during the transition to dialysis from healthcare practitioners' and/or

family members' perspectives. However, studies that focused only on

the experiences during the long‐term maintenance dialysis were

excluded as this review aimed to examine the experiences during the

transition to dialysis. Studies that were not available in the English

language were excluded. Titles and abstracts of all identified articles

were screened by the main reviewer and a second independent

reviewer (split between the other two reviewers) based on the

eligibility criteria. Full texts were retrieved if the article passed the

title/abstract screening or a disagreement arose on the relevance of a

title/abstract screening. Two reviewers read the full texts indepen-

dently and evaluated the eligibility of the articles. Any disagreements

were resolved through discussions among the research team until a

consensus was reached.

2.3 | Data extraction

Data extraction was conducted by the first author using a customized

spreadsheet. The following information was extracted to provide a

context for the interpretation of each study: authors, year of

publication, country of origin, characteristics of participants, sample

sizes, research aim, research design, data collection methods and

analytic methodology. We also extracted the participants' quotations

and the primary authors' interpretations (e.g., concepts, themes) from

each original study.

2.4 | Appraisal of methodological quality

The Critical Appraisal Checklist for Qualitative Research developed

by the Joanna Briggs Institute in 2017 was applied to assess the

quality of the included articles.34 We used the 10‐item checklist to

evaluate the methodological quality of the studies and to determine
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the extent to which each study had addressed the possibility of bias

in its design, conduct and analysis. Two authors were responsible for

conducting quality assessments independently. Disagreements were

resolved through discussions until a consensus was reached.

2.5 | Synthesis methodology

We applied the meta‐ethnography approach through a four‐step

process to translate and synthesize the findings.35 First, the included

articles were carefully read to provide an understanding of the

participants' quotations (first‐order constructs) and the primary

authors' interpretations (e.g., concepts, themes, metaphors). Con-

cepts developed by the authors of the original studies, also known as

second‐order constructs, were extracted from each original study

and represented as the raw data for this meta‐ethnography synthesis.

Second, concepts were compared and juxtaposed with each other to

examine the relationships between concepts and to identify common

recurring themes. Third, concepts were then translated from one

study to another. The studies were arranged chronologically. Based

on the concepts/themes from article one, the reviewer referred to

the concepts/themes from article two, commenting on similarities

between the first and second articles and how article two added to or

diverged from article one. The synthesis of these two articles was

then translated to article three, and the process was repeated until all

articles were synthesized. Fourth, third‐order interpretations were

generated by summarizing the translated second‐order constructs

and considering the relationship between constructs. A line of

argument, presented as a theoretical diagram, was developed to

explain the relationship between the themes. This resulted in a higher

level of interpretative synthesis and provided a comprehensive

theoretical understanding of the experiences of patient engagement

during the transition to dialysis.32

The first author led the meta‐ethnographic synthesis, and the

research team met to review and discuss the synthesis process and

develop the line of argument. The findings of this review have been

reported in accordance with the reporting guidelines of Enhancing

Transparency in Reporting the Synthesis of Qualitative Research

Statement and the eMERGe reporting guidance to enhance the

transparency of the findings.35,36

3 | RESULTS

3.1 | Study selection

Figure 1 summarizes the process of the study identification,

selection and screening of the articles. The systematic review

included 24 qualitative articles, representing 21 unique studies. The

results of the quality assessment are presented in Supporting

Information: Appendix S3. The quality of included articles was

moderate‐to‐high overall, indicating acceptable reliability of the

findings. However, only five studies illustrated the reflections on

researchers' characters that might have influenced the research, and

11 studies stated the researchers' cultural or theoretical

backgrounds.

3.2 | Characteristics of the studies

A total of 633 participants in 24 articles were included in this review.

Detailed information of the included articles (such as participant

characteristics, study aims, study design and data collection methods)

is provided in Supporting Information: Appendix S2. Of these articles,

17 described patients' values, beliefs and experiences; five explored

perspectives from patients as well as caregivers and healthcare

providers (nephrologists and nurses); and two employed only

nephrologists and nurses as interviewees. The age of patients ranged

from 20 to 90 years, while the length of work experience of the

healthcare providers in nephrology ranged from 4 to 41 years. Most

patients were at the fifth stage of CKD, and six studies also included

patients with CKD 3b‐4 as participants. The duration of dialysis

ranged from 0 to 12 months. These studies were conducted in a

variety of countries as follows: Canada (n = 4), United States (n = 4),

Australia (n = 3), New Zealand (n = 3), Denmark (n = 2), Sweden (n = 2),

Norway (n = 1), Singapore (n = 1) and China (n = 1). The most frequent

type of qualitative design was phenomenology (n = 5), followed by

explorative design (n = 4), grounded theory (n = 3), exploratory

descriptive design (n = 2), generic qualitative design (n = 2) and

ethnography (n = 1). Seven articles did not provide such information

about the type of qualitative design.

3.3 | Derived themes

Table 1 presents the third‐order constructs (themes and subthemes),

translated second‐order constructs, and article sources. Four themes

emerged from the included studies: psychosocial adjustment,

experiences of decision‐making, engagement in self‐care and facilita-

tors for patient engagement. We presented example quotations in

Supporting Information: Appendix S4.

3.3.1 | Psychosocial adjustment

Psychosocial adjustment describes the process by which an individual

responds to the demands of an illness to move toward a state of

person‐environment congruence.37 Psychosocial adjustment is char-

acterized by emotional, cognitive and social adjustment. Patients with

CKD 5 usually experience emotional distress. Many of these patients

did not realize that the symptoms and signs indicated a deterioration

of kidney function until they met the doctors and received the

diagnosis.38,39 Regardless of whether the patients were aware of the

disease before its progression, patients were usually shocked to

discover that they would need a life‐long therapy.40 Some patients

expressed regret for not having proactively taken preventive
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measures at earlier stages.41 Many patients mentioned feelings of

fear, including a fear of the unknown, a fear of being a burden to

family members, and a fear of death.42 Perceiving oneself as a burden

to the family could result in shame and even suicidal thoughts.39,41,43

For example, a patient reported that ‘It was the fear of the unknown. I

thought I was going to be an invalid for the rest of my life and… I was

thinking about leaving my husband and leaving my son’.43

Patients used cognitive adjustment strategies to regulate feelings

and make sense of their experiences. Seven cognitive processing

styles were identified from the included articles: denial, self‐blame or

blaming others, realistic expectation and acceptance, positive

refocusing, catastrophizing, positive reappraisal and refocusing on

planning.44 Many patients were initially in denial of the diagnosis.40

They may subconsciously delay the dialysis until the disease had

developed into an acute state and only then started emergency

dialysis. For example, the patient said ‘Initially, I was just rejecting it. I

did not want to go for dialysis. I did not want to fix my fistula. I will try

all medication and see whether it helps’.39 Patients blamed

themselves or others, such as doctors, for failing to monitor their

kidney function.41 However, the continuous deterioration in their

physical condition forced the patients to go from denial to accepting

the necessity of dialysis. Some patients reported that their doctors

would tell them, ‘If you don't go on dialysis, you die’.45 Although

patients found the idea of endless dialysis and the threat of death

painful, it seems that accepting dialysis would be a realistic way to

prevent the condition from getting even worse. Over the initial

period of dialysis, patients often described a sense of isolation and

deprivation. They fixated on the negative impacts of dialysis and had

various catastrophizing thoughts, such as ‘I can't get out of it

anymore’, or ‘I lose the day that I have the dialysis’, which indicates

maladaptation.38,43 Positive refocusing refers to thinking about

pleasant and positive aspects rather than the original event.44

Patients at younger ages or with fewer economic concerns were

more likely to look forward to a kidney transplant, whether it may or

may not be forthcoming.39,46,47 Some patients reappraised the

situation in a more positive way and attempted to make sense of

their experiences.38,46–48 Keeping regular dialysis has made the

patients perceive a sense of purpose in daily life. Some reported that

dialysis reminded them of the limitations of life, which made them

value the time outside dialysis and engage in activities that could

create more value. For example, a patient explained, ‘I really try to fill

my time when I'm at home, it's really precious time. I work out what

I'm going to do and who I'm going to ring’.38 Refocusing on planning is

also cited as a useful coping strategy to alleviate feelings of

F IGURE 1 Flow diagram of study
selection and exclusion.
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TABLE 1 Derived themes of meta‐ethnography.

Themes (third‐order constructs) Subthemes (third‐order constructs) Translated second‐order constructs Sources (article no.)

Psychosocial adjustment Emotional distress Shock 5, 6, 9, 13, 17, 19

Regret 9, 14

Fear 4, 5, 6, 10, 14, 23

Shame and suicidal thoughts 5, 6, 14

Cognitive processing Deny 5, 13, 14

Self‐blame or blame others 9, 14

Realistic expectation and acceptance 4, 9, 12, 13, 24

Positive refocusing 4, 5, 24

Positive reappraisal 4, 9, 15, 24

Refocus on planning 1, 9, 24

Catastrophizing 6, 9

Social function Employment 5, 23

Domestic life 3, 6, 13, 23

Social activities 5, 6, 9, 13, 23

Experiences of decision‐making Struggling to make a decision Hesitated and confused 16, 19

Delay in making decisions 7, 10, 12, 16

An urgent choice 10, 11

Shared model Patient autonomy 2, 4, 7, 11, 17

Building mutual trust 7, 8, 14, 17

Iterative decision process 19

Necessary information and guidance 1, 4, 7, 18, 19

Decision aid 19

Paternalistic model Patient lacks decisional power 8, 11, 21

Inappropriate information 8, 11, 22

Depending on professional expertize 2, 3, 11, 12

Informed model Decision‐making power in patients 21

Thorough information 21

Physicians' influence 11, 21

Aspects of modality choice Illness experiences 1, 8, 14, 15

Impacts on life 1, 3, 8, 12, 15

Concerns regarding treatment 1, 8, 15

Resources 8, 15

Engagement in self‐care Modifying health behaviours Adhering to diet and fluid

recommendation

5, 13, 18, 21, 23

Adhering to medication regimen 18, 21

Monitoring complications Measuring basic signs 23

Staying alert for symptoms 5, 6, 18, 23

Keeping regular dialysis Taking part in planning care and treatment 18

Self‐mastering dialysis operation 18, 20, 21

Facilitators for patient
engagement

Basic capability to engage Patient's physical function 20
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uncertainty about their future. Patients may think about how to

handle the circumstance and develop new daily routines instead of

engaging in avoidance. They forced themselves ‘stop worrying about

the little things and worry about something that really matters’.47

Making attempts in terms of diet, schedule and travel adjustment

increased the patients' confidence and sense of control in adapting to

a life with dialysis.38,49

During the transition to dialysis, patients experience social

demands regarding employment, family roles and social activities.

Patients who were employed before dialysis were at risk of losing

their jobs since dialysis was time‐consuming.39 Patients revealed that

dialysis had a profound impact on the entire family. Due to the

constraints of the disease and treatment, patients may contribute less

to and demand more from the family.40,43,50 Patients often found it

hard to adjust to the new family roles and feel ambivalent about

receiving help from others. An old widow dependent on her busy

daughter explained ‘You've lost your independence… you depend on

other people all the time’.43 Some patients felt that their close

relationships could not withstand the challenges of the illness and its

associated consequences.51 Additionally, dialysis reduced the time

and energy available for the patients to participate in social activities

as they normally would, which may result in less social support and a

sense of loneliness.38 Some patients also distanced themselves from

others when they began dialysis.43 The patient explained: ‘I didn't

want to talk to nobody. I didn't want to associate with the family in

any way. I just wanted to be left alone’. However, managing social

demands is essential to mastering a new life with maintenance

dialysis.

3.3.2 | Experience in decision‐making

Most patients with CKD 5 need to prepare for KRT and make a range

of treatment‐related decisions, such as the modality of dialysis, time

to start dialysis and procedures for preparing for dialysis. Three

subthemes were identified regarding the experience of decision‐

making during the transition to dialysis from the included studies:

struggling to make a decision, the decision‐making model (a

paternalistic model, an informed model or a shared model), and

considerations in choosing a treatment.

The decisional conflict was highly prevalent in patients who were

newly diagnosed with CKD 5.52,53 Patients may delay making

decisions for various reasons. Some felt overwhelmed by having to

consider the choices, whereas others found it hard to make a decision

since no solution was optimal.45,52,54 However, after repeatedly

being informed of the necessity of dialysis, patients eventually

realized that they had to accept that dialysis might be the only option

for sustaining life. As one patient described, ‘If I don't begin dialysis, I

might as well plan my funeral’.55 Nevertheless, some patients put off

making a decision to start dialysis until other members of the

healthcare team had to make the decision during an emergency.42

The three main types of decision‐making models are the

paternalistic, the informed, and the shared models. The models are

described in terms of information exchange, discussion and delibera-

tion of treatment preferences, and the decision on the treatment to

be implemented.56 The paternalistic model is a traditional decision‐

making model. During the transition to dialysis, some patients

perceived that they lacked power in decision‐making and felt

pressure when they attempted to ask questions or articulate their

concerns and preferences.57 Previous illness experiences may cause

some patients to merely listen passively and wait for a clinical

directive.45,50,55,58 Moreover, some patients found it difficult to

understand the complex information which contained so much

medical jargon, whereas other patients reported that they received

only limited information or had brief discussions with the healthcare

professionals, which increased the likelihood of depending on

clinicians to make a decision based on their expertize.45,55,57 These

patients attempted to engage in the decision‐making with limited

TABLE 1 (Continued)

Themes (third‐order constructs) Subthemes (third‐order constructs) Translated second‐order constructs Sources (article no.)

Cognitive function 2, 18, 20, 24

Psychological function 3, 13, 14, 23

Appropriate education More personalized information 2, 3, 10, 17, 18

Timely and common language 2, 3, 4, 20

Supportive relationships Therapeutic alliance 2, 4, 10, 18, 19, 20

Social support 1, 4, 5, 11, 14, 17, 19

Peer support 1, 4, 5, 7, 8, 14, 19, 20, 22

Values and resources Healthcare team's consensus of ‘patient
engagement’

20, 21, 22

Time for patient engagement 17, 20, 21, 22

Programme for patient engagement 10, 17, 20, 21
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success, such as ‘I did not want to [start dialysis]. I was quarrelling

with my physician, because he was really… interested in having my

dialysis. I didn't like it… They didn't give me very much information’.55

In contrast to the paternalistic model, patient engagement plays a

central role in decision‐making from the informed approach.

Healthcare professionals provided tailored information and evidence

on the benefits and risks of the treatment options, which enabled

patients to make informed decisions.59 Patients are fully responsible

for deliberating on the information and making a final decision on

their own. A range of clinical guidelines calls for the use of the shared

decision‐making model in making a decision on dialysis initiation and

choice of modality.60 The shared decision‐making model values

patients' autonomy and their willingness to engage in decision‐

making. The patient would realize that ‘I made the decision. I didn't

want to give that to the boys, [they] have a lot on their mind and I

have to make the decision myself. It's up to me. I had to say it’.55 The

model emphasizes that both healthcare professionals and patients

should be involved and develop mutual trust to work collaboratively

during the decision‐making process. The decision process was

iterative, wherein both parties exchanged the necessary information

(e.g., treatment information, resources and patients' preferences) and

deliberated over the choices until an agreement was reached.53,61

Decision aids, such as videos and value clarification tools were useful

in facilitating shared decision‐making.53

A key decision during the transition to dialysis is modality choice,

which includes the type of dialysis (i.e., haemodialysis or peritoneal

dialysis) and the location of dialysis (i.e., home or centre). For

decisions on modality, the included articles indicated that patients

typically considered the trade‐offs of each modality with regard to

four aspects: illness experiences, impacts on life, treatment‐related

concerns and resources. When considering modality options, patients

reflected on their past experiences of being in the hospital, receiving

treatment and dealing with other comorbidities.41 These past

experiences of illness may shape their beliefs and views of disease

and thus influence their choices concerning dialysis. Patients also

considered treatment suggestions from those who had similar

experiences (e.g., peers or relatives).41,48,49,57 A major concern

regarding modality choice is the impact of dialysis on personal life

(i.e., quality of sleep, dietary habits, employment, the possibility for

travel, and family life (i.e., economic, physical and psychological

burdens). Patients preferred convenient treatment that would enable

them to lead a normal life that entailed a minimum of life disruptions

to themselves and their families. Some patients chose home dialysis,

which allowed flexibility in planning the dialysis schedule.49 For

example, nocturnal dialysis at home enabled the patients that ‘when

he gets up in the morning, he'll start his day as per normal so that's

not going to affect his daily routine’.48 Patients who required a high

level of medical support were more likely to choose facility‐based

haemodialysis to reduce the burden on their families.50 In terms of

social interaction, some patients thought that performing home‐

based dialysis themselves would allow them more freedom to

maintain social engagement.57 On the other hand, patients who

chose haemodialysis might develop a bond with clinical staff and

other patients, which contributed to a sense of belonging.48 Patients

may have concerns about treatment when considering the modality

choice. For example, they worried about whether they had adequate

physical capability or manual dexterity to perform dialysis well on

their own, or whether it was safe to perform the dialysis

independently.49,57 Patients also considered the available resources

that could support a realistic choice, such as whether the home

environment was suitable for a particular type of dialysis, whether

transportation to the hospital was convenient, and whether they

could afford the costs of a particular type of dialysis.57

3.3.3 | Engagement in self‐care

A third main theme identified from the included studies is

engagement in self‐care. Given the changing health condition, it is

vital that patients with CKD 5 gain the ability to manage self‐care

activities while undergoing the transition to dialysis. The three

subthemes identified were modifying health behaviours, monitoring

complications and keeping regular dialysis. Dialysis imposes restric-

tions on diet and fluid intake, and nonadherence may increase the

risks of fluid overload, hyperkalaemia and hyperphosphatemia.

Patients need to make modifications to their daily dietary behaviours

to adhere to fluid and dietary restrictions called for during the

transition. Some well‐adapted patients followed special homemade

special diets in adherence to recommendations from professionals.51

Some could adjust their diets in accordance with their indicators, for

instance, a patient reported ‘I thought to myself that I could eat more

if I didn't increase my weight; I could eat less if my blood potassium

was not controlled’.51 Patients also need to comply with the

prescribed medication regimens, which entails a minimum level of

patient engagement.62 Another task is to monitor the physical

symptoms and laboratory data associated with the effectiveness of

treatment and disease progression, such as oedema, fatigue, thirst and

muscle cramps.39,43,51,62 Patients' monitoring behaviours (measuring

weight and blood pressure, checking the function of the vascular

fistula, etc.) with timely response to abnormal indications contributed

to preventing complications.51 From the initiation of dialysis, patients

must keep regular dialysis. Patients were encouraged to take part in

the planning and practice of their care and treatment, including

planning and complying with the dialysis schedule, calculating the

amount of fluids that would be extracted during each dialysis session,

and the self‐manipulation of dialysis machine at home.59,62,63

3.3.4 | Facilitators for patient engagement

More than half of the included articles explored the factors that

facilitate patient engagement during the transition to dialysis. Four

factors were identified based on the synthesis of the evidence,

including basic capability, appropriate education, supportive relation-

ships, values and resources. The basic capability to engage describes

the physical, cognitive and psychological functions that enable
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individuals to engage in their treatment. Health literacy is a central

indicator of the cognitive capability associated with patient engage-

ment, which refers to the ability of individuals to obtain, process,

understand and act on health information and services to make

appropriate health decisions.64 Patients with low health literacy

found it hard to understand their situation despite having received a

great deal of medical information. This could reduce their engage-

ment in sharing preferences or goals with the healthcare team.62,64

Patients who are physically capable and independently functional are

more likely to perform basic and instrumental activities of daily living

and learn other self‐care activities to manage their disease. Some

patients, especially those in the acute phase, had severe symptoms

(e.g., fatigue, oedema or shortness of breath), which restricted them

from being able to make certain medical decisions or engaging in self‐

care activities.64 In addition, patients built inner strength and

empowerment through the support and comfort they gained through

their families, beliefs, faith or cultural identity.40,41,51 Inner strength

and self‐confidence encouraged the patient to make psychosocial

adjustment during the transition, which also fostered their engage-

ment in seeking information, making decisions and changing

behaviours to manage their health condition.47,50,58,62

Appropriate patient education is another important factor that

affects patient engagement. Patients mentioned that more compre-

hensive and concrete information about the disease or treatment (e.g.,

prognostic information, possible treatment options, the dialysis

process) could alleviate fear and a sense of uncertainty and foster

involvement in decision‐making and prepare them for the future.50,58

The information should be balanced in terms of presenting both

benefits and risks of each modality, which allows patients to make

choices that are aligned with their goals and preferences, rather than

providing biased information that favours the healthcare professionals'

preferences (e.g., a physician specialized in haemodialysis may feel

uncertain about dealing with peritoneal dialysis). The educational

programme should be personalized and delivered at the right time to

foster patient engagement.50,58,65 The process of information provi-

sion should take into account the ability of patients to process the

information as well as their needs and preferences. Patients commonly

found it hard to process professional information while still in shock

about or in denial of their diagnosis.46 Giving patients some time to

understand the information could enhance their engagement in

decision‐making. One healthcare provider stated, ‘You can talk more

about it the next time and let it take time because patients are

different and can be affected in various ways’.62 A shared language

between healthcare professionals and patients also fostered the

willingness of patients to exchange information and communicate

with their healthcare providers, whereas complex medical jargon

created misunderstandings and confusion.63

Patients value the role of supportive relationships with the

healthcare team, family members and other patients with CKD 5 in

enhancing their engagement. The therapeutic alliance between

healthcare providers and patients could be facilitated by maintaining

openness and continuity in communication, respecting patients' values

and preferences, being sensitive towards the patients' emotional

stress, being empathetic and having mutual understanding.46,55,62,63

For example, it was important that the healthcare providers listened

to and addressed patients' questions to build a therapeutic alliance.53

Patients might regain control and self‐worth through assistance and

affirmation from the healthcare team, which empowered them to

share feelings, participate in shared decision‐making and take

action.58 Patients acknowledged the instrumental and emotional

support from family and friends. Patients received information and

discussed it with their family and friends to increase their under-

standing of their conditions and make treatment decisions.53,55

Family members provided tangible support, such as reminding the

patient to take their medication regularly and assisting in performing

dialysis, which can be of great help during the early stages of

care.39,46 Emotional support from family and friends could help

relieve patients' distress and facilitate their ability to cope with and

adjust to the transition. Additionally, patients highlighted the benefit

of knowing other patients with CKD 5. Most patients wanted to seek

information and learn from other patients with CKD 5 because they

could ask ‘what they actually want to ask’.66 Interacting with other

patients facing similar challenges enabled them to shift perspectives

and it alleviated the sense of isolation. Patients also felt reassured by

comparing their situations with those of their peers. Some patients

perceived that their situation was not the worst, which could instill

optimism regarding their ability to cope with future treatment.

Moreover, some patients became sympathetic toward those who

were worse off.46

At the organizational level, values and available resources were

identified to influence patient engagement during the transition to

dialysis. Primarily, a lack of consensus on ‘patient engagement’ in a

healthcare team can hinder the involvement of a patient in

implementing transitional dialysis care. If the healthcare team did not

believe that patient engagement would add value to the implementa-

tion of their care, they were less likely to support patients to improve

their health literacy, provide thorough information, take the time and

effort to build therapeutic alliances or develop education and peer

programmes to facilitate patient engagement.59,63 A lack of resources

is also a major obstacle to promoting patient engagement. Many

physicians and nurses experienced time constraints that inhibited them

from taking the time to talk with patients and foster mutual

understanding.42,63,65 Moreover, the availability of structural pro-

grammes for promoting patient engagement varied between different

organizations. Some organizations offered education programmes and/

or peer programmes to increase patients' capacities, provided

information and emotional support, and guided patients to engage in

decision‐making and self‐care.42,61 However, such programmes were

not available in some organizations.

4 | PROPOSED MODEL

By synthesizing the findings from the 24 qualitative articles, we

developed a model that describes the experiences of patient

engagement during the transition to dialysis and illustrates the
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factors associated with patient engagement (Figure 2). Patients

experience a wide range of physical, psychological and social

challenges and need to engage in three major domains during this

transition. These comprise making psychological and social

adjustment to the changes, engaging in decision‐making, and

engaging in managing self‐care activities. The three domains

could be experienced as an iterative and mutually reinforcing

process. For instance, the improved psychosocial adjustment may

enable the patients to engage in decision‐making actively,

whereas engaging in the process of shared decision‐making may

also provide support for patients and help them rebuild a sense of

control and hope for the future. The synthesis also indicates that

patient engagement in transitional care is affected by four major

factors: basic capability to engage, appropriate education,

supportive relationships, values and resources. These factors

could be grouped into three levels. At the individual level,

patients' physical, cognitive and psychological capacities are

associated with their ability to engage in their care. At the social

level, healthcare providers may develop supportive relationships

with patients and deliver targeted education to them, which is

crucial to facilitating patient engagement. Additionally, support-

ive relationships with families, friends and peer patients also

foster patient engagement. At the organizational level, values and

available resources influence the promotion of patient engage-

ment in practical care. Patients are encouraged to engage in

different domains during the transition to dialysis, contributing to

achieving control and proficiency in their lives as they adapt to

dialysis.

5 | DISCUSSION

To our best knowledge, this represents the first study to conduct a

comprehensive literature search and develop a theoretical under-

standing of patient engagement during the transition from

nondialysis‐dependent CKD to dialysis therapy based on existing

evidence. Patient engagement during the transition to dialysis

included three major domains: psychosocial adjustment, decision‐

making and self‐care. Moreover, the facilitation of patient engage-

ment may be influenced by four factors at the individual, social and

organizational levels, including patients' basic capability to engage,

targeted education, the establishment of supportive relationships and

alignment with values and resources.

The current review identified psychosocial adjustment as one of

the central themes during the transition to dialysis, which has also

been identified as an important theme in previous reviews on the

experiences of patients living with maintenance dialysis.26,27 How-

ever, the emphasis on psychosocial adjustment in the present context

pertains to the acceptance of the necessity for dialysis. It entails a

process where patients may transition from a state of ‘rejection’ to

‘acceptance’ and from ‘disengagement’ to ‘engagement’. Engagement

in decision‐making is another central theme identified in the included

studies. The findings of this review share similarities with previous

reviews on decision‐making during the transition to dialysis.21,67–70

While diverse models of decision‐making exist (e.g., the paternalistic

model, the informed model and the shared model), this review,

consistent with previous reviews, underscores the significance of

recognizing patients' needs, beliefs and preferences and enabling

F IGURE 2 The model of patient engagement during the transition to dialysis.
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their active participation in decision‐making through tailored educa-

tion, effective communication and equitable relationships. Addition-

ally, the theme of self‐care was also highlighted. Compared to

reviews of patients living with maintenance dialysis that emphasized

maintaining long‐term self‐care to adhere to treatment require-

ments,71,72 this review indicates that patients made efforts to acquire

knowledge and develop a range of self‐care skills during the

transition period. It is noteworthy that these three processes may

be interrelated, and those patients who successfully engage in them

are likely to attain a state of self‐mastery in life with dialysis.

Our review provides novel insights into facilitating patient

engagement at the individual, social and organizational levels. The

factors at these three levels can interact with each other. Patients

possessing stronger physical, cognitive and psychological capacities

are more likely to adopt a proactive approach to their medical

responsibilities, seeking adequate knowledge and available resources

to enhance their autonomy.73 Additional support at the social and

organizational levels might further strengthen patients' abilities to

engage.74–76

Twenty‐four articles were identified and included in this review.

The study sample encompassed a wide variation in age and

geographic area and incorporated perspectives from patients, family

members and healthcare providers, thus enhancing the representa-

tiveness of the findings. The stages of CKD varied across the studies,

with some focusing solely on CKD stage 5, while others examined

both stages 5 and 3b–4. There is no consensus regarding the optimal

timing to engage patients in preparation for the transition to

dialysis.6,7 Patients' goals, preferences and motivations to engage in

healthcare may vary across different stages of kidney disease. For

instance, patients with CKD stage 4 may have more time and energy

to explore various dialysis modalities with their healthcare team

compared to those with CKD stage 5. However, patients nearing

dialysis within the next 6–12 months may exhibit a stronger

motivation to engage in medical decision‐making. Further research

is recommended to investigate engagement in transitional care across

different stages of CKD.

This study has several limitations. First, it solely includes

qualitative studies, focusing on in‐depth insights into people's

perspectives, feelings and beliefs and excludes quantitative studies

that might contribute to a more comprehensive theoretical under-

standing of patient engagement. Second, it should be noted that the

method of meta‐ethnography itself has certain shortcomings.77 The

inclusion of qualitative studies conducted in diverse contexts might

lead to an oversimplification of complex issues by reducing

consideration of specific differences. Nevertheless, the establishment

of a team and regular meetings to discuss the data analysis process

may enhance the rigour and reliability of the results. Lastly, the

exclusion of grey literature and articles not reported in English may

limit insights into patient engagement.

Existing literature in this field has predominantly concentrated on

involving patients in the decision‐making process during the

transition to dialysis.78 Several predialysis patient education pro-

grammes and dialysis decision aids have been developed for patients

with advanced and/or ESKD to facilitate their engagement in

decision‐making.79‐83 However, our synthesized model reveals that

engagement in peridialysis care encompasses multiple domains in

addition to decision‐making. Therefore, recognizing patients' com-

prehensive needs and devising integrated intervention strategies is

essential to enabling engagement in various domains, including

psychosocial adjustment, participation in decision‐making and the

development of self‐care skills. Additionally, patient engagement may

be enhanced by concerted efforts across individual, social and

organizational levels. For instance, individuals may focus on enhan-

cing their physical, cognitive and psychological functions, while

families or caregivers can provide companionship and comfort to

reinforce supportive relationships. Furthermore, healthcare adminis-

trators or clinical managers could concentrate on optimizing resource

allocation and the education of clinical professionals to facilitate

patient engagement. Future quantitative studies could explore the

relationships between different components of patient engagement

and their associations with factors at multiple levels.

6 | CONCLUSIONS

The findings of this review indicate that patients often encounter

profound physical, psychological and social challenges during the

transition to dialysis. A comprehensive model was formulated to

depict the experiences of patient engagement and its correlated

factors. During this transition, patients play a crucial role in engaging

in three principal domains: psychosocial adjustment, decision‐making

and developing self‐care skills. The model further emphasizes that

patient engagement is associated with four factors (basic capability to

engage, appropriate education, supportive relationships and align-

ment with values and resources) at three different levels. It is

recommended that future clinical practice incorporate the voices of

patients, families, healthcare caregivers and organization managers in

developing and designing interventions to foster patient engagement.

Further quantitative research is recommended to examine the

relationships between the three domains of patient engagement

and evaluate the impact of multilevel factors on patient engagement

during the transition to dialysis.
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