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1. ABSTRACT(English) 

Background: 

Lost in the discourse of biomedical treatment of Chronic Kidney Disease (CKD) is the fact that 

it also threatens a patient's life strength, decreasing life participation. Treatment, including 

Kidney Replacement Therapy KRT, confines patients. Nephrologists focus on symptom 

severity and comorbidities, such as frailty and disability, to balance treatment and life 

participation. Integration of life participation in CKD care remains limited.  

 

Objective: 

This research aims to examine how integrating life participation into nephrology care can 

improve the quality of life and health outcomes for patients with Chronic Kidney Disease (CKD) 

through an ethnographical lens.  

 

Method 

Data was collected through four validated questionnaires (the Impact on Participation and 

Autonomy, the SONG-Life Participation, the SONG-HD Fatigue, and the EQ5D5L), semi-

structured interviews, and observations. The semi-structured interview format was chosen for 

its flexibility, allowing for the exploration of predetermined questions while providing the 

opportunity to probe deeper into participants' responses.  

 

Results: 

Nine patients, two relevant others, and five health care workers were included. Findings from 

the study revealed that incorporating non-medical aspects into CKD care, such as social 

services and wellness programs, is essential. Results from the interviews revealed a significant 

gap in the availability of psychological and social support for CKD patients. Insufficient 

resources and a lack of specialized staff, such as psychologists, social workers, and dietitians, 

limit the ability to provide comprehensive care that addresses both medical and non-medical 

needs.  

 

Conclusion:  

The thematic analysis of the study revealed that integrating life participation into nephrology 

care is essential for improving health outcomes and quality of life for CKD patients. 

Keywords: Chronic Kidney disease, life participation, nephrology, ethnographic study  
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2. ABSTRACT(Dutch) 

Achtergrond:  

Chronische nierziekte (CKD) vereist niet alleen biomedische behandeling maar beïnvloedt ook 

de vitaliteit van patiënten, waardoor hun deelname aan het leven vermindert. Behandeling, 

inclusief nierfunctievervangende therapie, beperkt patiënten. Nefrologen streven naar een 

evenwicht tussen de ernst van symptomen, comorbiditeiten zoals kwetsbaarheid en invaliditeit, 

en deelname aan het leven, maar de integratie van levensparticipatie in de CKD-zorg blijft 

beperkt 

 

Doelstelling:  

Dit onderzoek beoogt te onderzoeken hoe de integratie van levensparticipatie in nefrologische 

zorg de kwaliteit van leven en gezondheidsuitkomsten voor CKD-patiënten kan verbeteren, 

gebruikmakend van een etnografische benadering. 

 

Methode: 

Data werden verzameld via vier gevalideerde vragenlijsten (Impact op Participatie en 

Autonomie, SONG-Life participatie, SONG-HD Fatigue, en EQ5D5L), semi-gestructureerde 

interviews en observaties. De flexibele aard van semi-gestructureerde interviews stond toe om 

dieper in te gaan op de antwoorden van de deelnemers. 

 

Resultaten:  

De studie omvatte negen patiënten, twee andere belanghebbenden en vijf zorgverleners. De 

bevindingen benadrukken de noodzaak om niet-medische aspecten zoals sociale diensten en 

welzijnsprogramma's op te nemen in de zorg voor chronische nierpatiënten. Interviews 

onthulden aanzienlijke koof in psychologische en sociale ondersteuning voor patiënten, met 

beperkte middelen en een gebrek aan gespecialiseerd personeel zoals psychologen, 

maatschappelijk werkers en diëtisten, wat de mogelijkheid beperkt om uitgebreide zorg te 

bieden die zowel medische als niet-medische behoeften aanpakt.   

 

Conclusie:  

Thematische analyse toonde aan dat het integreren van levensparticipatie in de 

nefrologische zorg essentieel is voor het verbeteren van gezondheidsuitkomsten en de 

kwaliteit van leven voor chronische nierpatiënten.  

 

Trefwoorden: Chronische nierziekte, levensparticipatie, nefrologie, etnografische onderzoek  
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3. SUMMARY 

 

This study delves into the idea of life engagement within the realm of nephrology treatment, 

particularly focusing on individuals dealing with Chronic Kidney Disease (CKD) in Belgium. 

Through the use of an ethnographic method, the research aims to gain insight into the first 

hand experiences of these patients and how incorporating life participation can enhance their 

overall well-being and medical results. 

 

The study commences by conducting a thorough examination of previous literature 

surrounding life engagement, chronic kidney disease (CKD), and the application of 

ethnography in medical research. This establishes a theoretical foundation for comprehending 

the intricate relationship among these elements and lays the groundwork for the practical 

investigation. 

 

The study entails conducting thorough interviews and observations at a nephrology center in 

Belgium, emphasizing the empirical aspect. By approaching the research from an 

ethnographic perspective, the study brings to light the various hurdles CKD patients encounter 

on a daily basis and how their illness hinders their engagement in daily activities. 

The results indicate that the importance of life participation for the well-being of patients is 

frequently neglected in traditional nephrology treatment. By prioritizing life participation, 

healthcare professionals can cater to the comprehensive needs of individuals with CKD, 

ultimately enhancing both their quality of life and health results. 

The study ends by examining the implications of these discoveries on nephrology care and 

suggesting ways to incorporate life participation into caregiving procedures. It also emphasizes 

the possibility of additional research in this field, especially in relation to other long-term 

illnesses. 

 

This thesis adds to the expanding knowledge of life participation and Chronic Kidney Disease, 

highlighting the importance of using an ethnographic approach in healthcare studies. It 

promotes the idea of reorienting nephrology care towards a patient-centered approach that 

emphasizes life participation as a crucial aspect of patient well-being. This change could have 

a significant impact on the quality of life for CKD patients, allowing them to experience more 

fulfilling lives despite their illness. 
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4. INTRODUCTION  

 

The number of people with Chronic Kidney Disease (CKD) is still rising worldwide, and 

appropriate care for this growing number of people is crucial. In the past, healthcare 

professionals often used medical outcome as a primary treatment objective, but there is 

growing recognition of a need to use the basis of person-centred care with life participation as 

a core treatment objective. (Francis et al.2024)  

 

According to Kerklaan et al. (2020), Life participation is an individual and meaningful 

engagement for the person to live with self-respect and to be an inclusive part of one’s 

community. Life participation may vary from meaning, such as education, employment, social 

activities, and sport. By using life participation as a core treatment objective in CKD, 

multidimensional support can be delivered to help patients live better with CKD from the time 

of diagnosis. Therefore, identifying support that helps people with CKD maintain life 

participation is crucial. In person-centred care, this support must be identified by the individual 

person with CKD, as well as the individual care provider.  

  

Nephrology healthcare is an excellent example of healthcare in which life participation should 

go beyond prevention and treatment of kidney functions towards achieving a higher quality of 

life by also enabling nephropathy patients to better participate in their social activities (Moreels 

et al.2023).   

  

Arguably, there is a growing recognition of the importance of patient engagement and taking 

patient priorities and patient-centric healthcare into account in the policy. There is a need to 

attribute more weight to patient priorities when considering the costs and benefits of health 

care, individuals weighing life participation and qualitative features of life. In this approach, 

paradoxically, less imminently life-threatening chronic conditions, for which qualitative life-

participation is the most important aspect of the health impact, are most likely to be prioritised 

compared with more acutely life-threatening conditions, such as over-dialyzed instead of 

under-dialyzed chronic conditions.  

 

In 2019, the paper "Living Well with Kidney Disease by Patient and Care-Partner 

Empowerment: Kidney Health for Everyone Everywhere" researched the experience of living 

with chronic kidney disease (CKD) which prioritized life participation and maintaining social 

roles (Kalantar-Zadeh et al., 2021). Their findings also proposed that life participation in the 

form of meaningful activities has been shown to be the most important contributor to health-
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related quality of life in CKD. A study conducted by Deb et al., (2020) also included quality of 

life in the structure of healthcare and support the growing recognition of the need to identify 

and address patient priorities, values and goals. Therefore, research and policies regarding 

kidney health and management of a chronic condition should take into account the ability of 

patients to lead a life they find meaningful despite illness.  

  

It can be argued that the current state of care in nephrology centres often overlook the 

importance of life participation, focusing predominantly on the physiological management of 

CKD. This oversight according to Tong et al.,(2019) can lead to a diminished quality of life for 

patients, as their identities, roles, and social engagements suffer. By employing a qualitative 

research method, including semi-structured interviews and observations, this study aims to 

delve deep into the experiences of patients, their families, and healthcare providers. The goal 

is to uncover the barriers that prevent effective support for life participation and identify 

potential pathways to integrate this crucial aspect into the care process.  

  

The main objective of this study is to examine how integrating life participation into nephrology 

care can improve the quality of life and health outcomes for patients with Chronic Kidney 

Disease (CKD) and is driven by the hypothesis that enhancing life participation for CKD 

patients can lead to better overall health outcomes and quality of life. It seeks to provide a 

comprehensive understanding of the current practices in nephrology centers regarding life 

participation, highlighting the gaps and opportunities for improvement. By focusing on the 

perspectives of a diverse group of participants, this research aspires to offer actionable insights 

that could lead to a more holistic approach to CKD care: one that identifies and supports the 

full spectrum of patients' lives beyond their condition.  

  

The significance of this research lies not only in its potential to influence clinical practices and 

policies but also in its contribution to the broader discourse on patient-centred care. It 

challenges the medical community to reconsider the metrics of success in treating chronic 

illnesses and to recognize the value of supporting patients in leading rich, fulfilling lives. This 

study stands as a call to action, advocating for a shift in the nephrology care paradigm towards 

a more inclusive, life-participation-oriented approach.  

  

By addressing this gap, this thesis aims to pave the way for a new standard in CKD care, 

where life participation is not an afterthought but a fundamental component of patient well-

being. This work has the potential to not only enrich the lives of those living with CKD but also 

to inspire a more compassionate and comprehensive approach to healthcare across chronic 

conditions.   
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5. THEORETICAL FRAMEWORK 

 

The framework presented in this research combines the Biopsychosocial Model of health with 

the social constructionism theory to examine how integrating life participation into nephrology 

care can improve the quality of life and health outcomes for patients with Chronic Kidney 

Disease (CKD) through an ethnographical lens. The Model offers a comprehensive perspective 

on health by taking into account biological (physical), psychological (mental), and social 

aspects (lifestyle), while social constructionism theory underscores the interaction between 

individuals, and social frameworks in healthcare environments.  

5.1 Ethnographic Approach  

The research approach called ethnography is a highly valuable and insightful technique for 

comprehensively understanding the intricate and diverse nature of human behaviour in a wide 

array of social environments (Liu et al., 2023). By thoroughly studying and observing the day-

to-day activities, interactions, and experiences of various individuals, such as CKD patients, 

healthcare workers, and other relevant stakeholders, can gain profound insight into their 

unique perspectives, specific needs, and formidable challenges that they encounter. (Frandsen 

et al.2022)  

 

Ethnography offers a remarkable opportunity to delve deep into the intricacies and nuances of 

these social contexts, unravelling complex relationships and unveiling common patterns that 

may often remain concealed within conventional theoretical frameworks (Lai, 2024). Through 

the discerning lens of ethnographic research, we are empowered to broaden our perspectives 

and enrich our understanding of the multifaceted complexities of human behaviour and the 

tapestry of social interactions.   

(Refer to Appendix 12.1 for further details) 

5.2 Conceptual Model  

The conceptual model for this study demonstrates the intricate relationship between patient 

involvement, delivering tailored care for chronic kidney disease, and the ultimate results 

observed in patients manoeuvring through the healthcare system.  
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6. LITERATURE REVIEW 

 

Embarking on a nuanced exploration of the landscape of nephrology care reveals a complex 

interplay between the clinical management of Chronic Kidney Disease (CKD) and the broader 

implications of such care on patients' quality of life, particularly concerning their ability to 

participate in life's meaningful activities. This literature review delves into three pivotal areas: 

the current state of nephrology care, the significance of life participation in chronic illness 

management, and the conspicuous gap in the literature regarding the integration of life 

participation into nephrology care. 

(Refer to Appendix12.2 for further details) 

6.1 Current State of Nephrology Care  

Nephrology is the multidisciplinary medical specialty involved in the diagnosis and treatment 

of diseases and disorders of the kidney. Given the burden of chronic kidney disease (CKD) 

and the complexity of its management in advanced stages, the nephrologist plays a 

determinant role throughout primary or secondary prevention, assessment, eminently medical 

treatment, haemodialysis, peritoneal dialysis, preparation and monitoring of patients on the 

waiting list for kidney transplantation, management of patients after kidney and/or pancreas 

transplantation, as well as end of life care. (Hervé et al.2023)  

 

In Belgium, just as in the Netherlands and other places in Europe, healthcare is accessible and 

of high quality in general (Van Ballegooijen et al., 2021) which includes nephrological services. 

The provision of care for patients with chronic kidney disease is structured regionally, with the 

process commencing from the identification of high-risk groups and extending to the placement 

and subsequent monitoring of Renal Replacement Therapy (RRT). The Electronic Patient 

Record (EPR) - the unique reference number that provides an overview of all the healthcare a 

patient has received or is still receiving - forms an important basis for this patient-centred 

approach.  

  

According to a study conducted by Garcia Sierra in 2023, technologies in nephrology centres 

such as the use of telemedicine and remote monitoring of patients have made the treatment 

of patients suffering from chronic kidney disease (CKD) both very effective and able to support 

an excellent quality of life, and, in some instances, allowing -to a lesser degree- recovery of 

kidney functionality and -a higher degree- the consequent limitations on ordinary activities in 

the United States. Additionally, the current RRT technologies enable patients to begin some 
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form of haemodialysis, which can be accompanied by 14-42 hours a week in-centre or at 

home.   

 

It can be argued that in recent times, there has been a growing recognition of the importance 

of patient engagement and taking patient priorities and patient-centric healthcare into account 

in the provision of nephrological services to patients living with CKD (Vat et al.2020). There is 

a need to attribute more weight to patient priorities when considering the costs, goals, 

preferences and benefits of health care, individuals weighing life participation and qualitative 

features of life.   

  

The realm of nephrology has witnessed significant advancements over the years, with a 

concentrated focus on mitigating the progression of CKD and managing its myriad 

complications. Levin et al., (2017) provide a comprehensive overview of the strides made in 

understanding the pathophysiology of CKD and the subsequent improvements in treatment 

modalities. Their research underscores a pivotal shift towards more nuanced care strategies 

aimed at not just prolonging life but enhancing its quality. Despite these advancements, Levin 

and colleagues argue that there remain substantial challenges in translating clinical progress 

into tangible improvements in patients' quality of life. They advocate for a more holistic 

approach to care that transcends traditional clinical outcomes, emphasizing the need to 

consider patients' life experiences and overall well-being as integral components of care.  

 

The call for a broader approach to nephrology care resonates with the growing 

acknowledgement within the medical community of the limitations inherent in a purely clinical 

focus. The traditional metrics of success in CKD management, while crucial, fall short of 

addressing the comprehensive needs of patients, particularly as they navigate the complexities 

of life with a chronic condition. The dissonance between clinical advancements and the lived 

experiences of patients highlights a critical area of concern: the need for care models that 

prioritize and support the full spectrum of patient well-being, including emotional, social, and 

psychological health.  

6.2 Concept of Life Participation In Chronic Illness  

Chronic kidney disease (CKD) is a progressive and irreversible pathophysiological state of the 

kidneys which can lead to End-Stage Renal Disease (ESRD) (De Jong et al., 2021). It is 

characterised by a myriad of distressful symptoms (Andersen-Hollekim et al., 2021). The 

challenges and consequences of CKD shapes all aspects of their daily life (Lu & Chai, 2022). 

Therefore, the life participation approach of helping these patients becomes necessary to 

enable them gain and sustain a feeling of normality and control over their lives.  
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According to De Paula, Juehling, & Uebernickel, (2024), it is imperative for individuals to be 

involved in their routine life roles and common activities to their satisfactory level, irrespective 

of any disabilities or health conditions. Årestedt et al. (2019) explained in their study that for 

those experiencing life transition in terms of CKD, existence of this transition would be 

successful when the person can remain the sensation of belonging to a vital aspect of his life, 

feel successful, and attain sense of legitimacy and reputation. Supporting life participation has 

an existence of transitions either in the context of life course or health conditions. The 

involvedness of such life transitions needs broad based and sensitive support and that there 

exist web of support and care that can be activated to prop up life participation.  

 

Theoretical perspectives on the concept of life participation place heavy emphasis on the 

societal norms and values that influence how individuals participate in the communities in 

which they live, and society at large (Turuwhenua et al., 2024). Capabilities, opportunities, and 

choices regarding life participation are significantly influenced by broader social, political, and 

structural factors, such as physical environment, laws, customs, beliefs, and economic 

conditions.  

 

Participation means sharing in the resources of community social life and contributing 

accordingly to its social and economic reproduction. The aim is to enable people increasingly 

to participate in…belong to…their community”. Authors - Michael Young and Peter Willmott 

(Cymorr Kirby Martinez, 2019). Participation in events that are important to the individual, such 

as family gatherings, athletic events, and social events with friends, contribute meaning to life, 

foster friendships and relationships, and provides opportunity to represent one’s self to others 

in an effective fashion.  

 

Beck et al. (2019) posited that, effective self-management from a life participation perspective 

goes beyond better health outcomes. Effective self-management can contribute not only to 

long-term health of an individual, better quality of life and patient satisfaction but contributes to 

better outcomes of population health and long-term sustainability of healthcare systems by 

reducing the burden on the health care system of ambulance, emergency departments and 

inpatient encounters. The broader understanding of the supporting life participation could be 

seen in the kind of interventions that can be mapped in a broader concept of ecosystem which 

could be anything that adds to the health and wellbeing.  

 

The concept of life participation has emerged as a vital outcome measure in chronic illness 

management, reflecting a paradigm shift towards more patient-centered care models. Vellone 
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et al. (2020) contribute to this discourse through their investigation of the relationship between 

engagement in meaningful activities and health outcomes in patients with chronic diseases. 

Their study finds a positive correlation between active life participation and enhanced mental 

and physical health status, reinforcing the notion that engagement in meaningful activities 

extends beyond mere leisure, serving as a critical component of overall health and well-being.  

 

When looking specifically at people with ESKD, the existing evidence shows a significant 

positive correlation between life participation and a multitude of outcomes. Being able to 

participate in meaningful activities not only increases their quality of life, but it also reduces the 

risk of all-cause mortality (HR=11.94; 95%CI 2.86-49.92), lowers the risk of graft loss 

(HR=2.29; 95%CI 1.51-3.5), improves functional capacities (HR=2.37; 95%CI 1.92-2.94), 

enhances treatment adherence (HR=2.02; 95%CI 1.45-2.80) and decreases the risk of 

hospitalization (HR=1.28; 95%CI 1.14-1.44) (Prihodova et al.,2015, Jassal et al., 2016). For 

older adults (65+) - of which the majority of ESKD patients are a part of - participating in social 

and productive activities, even when they involve little or no physical exertion, lowers the risk 

of all-cause mortality as much as fitness activities do (Glass et al., 1999).  

  

This body of research illuminates the profound impact of life participation on individuals with 

chronic conditions generally, and ESKD specifically, suggesting that the benefits of such 

engagement transcend physical health improvements to include mental well-being and social 

integration. The findings of Vellone and colleagues underscore the importance of adopting care 

strategies that facilitate life participation, thereby addressing the holistic needs of patients. The 

emphasis on life participation signals a growing recognition of the need to consider patients as 

whole individuals, with needs and aspirations that extend beyond the clinical manifestations of 

their conditions.  

 

Through the work of the Standardized Outcomes in Nephrology Initiative (SONG), which 

involved the active participation of over 9000 patients, caregivers, and clinicians, it was found 

that the ability to participate in meaningful activities of daily life and life roles (i.e. life 

participation) is a critical core outcome in the ESKD population, carrying the highest priority for 

patients and their caregivers (Urquhart-Secord et al., 2016, Manera et al., 2020, Kalantar-

Zadeh et al., 2021). Moreover, all stakeholders, including health professionals, caregivers, and 

patients, consider life participation as the most fundamental goal of treatment.  As noted by the 

patient voices: “Dialysis is a treatment which keeps us alive to live a life, not just to wait for 

death.” (Kalantar-Zadeh et al., 2021)  
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6.3 Gap in Literature  

Despite the increasing recognition of the importance of life participation in chronic illness 

management, a notable gap persists in the literature regarding the integration of this concept 

into nephrology care practices (Ju et al., 2019, Ju et al., 2019, Ju et al., 2020).  Kimmel et al. 

(2019) delve into the psychosocial challenges encountered by individuals with CKD, shedding 

light on the significant impact of the disease on patients' social lives, mental health, and 

capacity to engage in meaningful activities. Their research calls attention to the inadequacies 

of current care models in addressing these broader aspects of patient well-being, advocating 

for a more integrated approach to care that encompasses the multifaceted needs of CKD 

patients.  

 

The work by SONG, which was founded with the aim of identifying core outcomes to improve 

for patients with CKD/ESKD, found that regardless of the type of kidney disease or treatment 

stage, patients expressed a desire to live well, maintain their roles and social functioning, 

preserve some semblance of normality, and have a sense of control over their health and well-

being. Yet, despite this knowledge, there is currently a lack of research on how to practically 

support life participation (Kalantar-Zadeh et al., 2021).   

 

The work of Kimmel and colleagues highlights the lacuna in nephrology care practices 

concerning the support of life participation. This gap in the literature not only underscores the 

need for comprehensive care models that holistically address patient well-being but also points 

to the potential benefits of such models for improving patients' quality of life. The lack of 

research focused on integrating life participation into nephrology care suggests a critical area 

for future investigation, with significant implications for the development of more effective and 

patient-centered care strategies.   
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7. METHODOLOGY  

 

This section outlines the methodology adopted in this study, including the research design, 

participant recruitment strategy, data collection methods, and ethical considerations. The 

chosen methodology is designed to explore the nuanced perspectives of patients, families, 

and healthcare providers regarding the integration of life participation into nephrology care.  

7.1 Research Design  

The research employs an ethnographic and qualitative approach, considered apt for delving 

into the complex and personal experiences of individuals living with Chronic Kidney Disease 

(CKD) and those involved in their care. Ethnography, with its roots in cultural anthropology, is 

suitable for investigating the cultures and practices within nephrology centers, allowing for a 

deep understanding of the lived experiences of patients and the operational dynamics of 

healthcare providers. This qualitative method facilitates the exploration of how life participation 

is valued, hindered, or supported within these settings, capturing the subjective realities of 

different stakeholders (Hammersley, & Atkinson,.2019)  

7.2 Participant Recruitment  

Participants were recruited using a critical case sampling approach by sampling participants 

across age groups, activity levels, social support, and whom would be willing to participate in 

an in-depth interview about life participation. Participants were recruited from three hospitals: 

Ghent University Hospital (UZ Gent), General Hospital St. Lucas Ghent (AZ ST. LUCAS 

GENT), and General City Hospital Campus AALST (A.S.Z Aalst), ensuring a diverse 

representation by including an academic, urban and rural center. The sampling strategy aimed 

to reflect the varied journeys of the participants within their illness trajectory, and more 

specifically within the nephrology centre, encompassing a broad spectrum of CKD patients 

alongside healthcare workers. Participants were recruited by their nephrologist, the head-

nurse, or the researcher as their delegate. 

7.3 Setting   

The study was conducted in the East-Flanders region of Belgium within Ghent University 

Hospital (UZ Gent), General Hospital St. Lucas Ghent (AZ ST. LUCAS GENT), and General 

City Hospital Campus AALST (A.S.Z Aalst) all having dialysis centres. These hospitals were 

purposefully chosen represent diversity in the experiences of all selected participants. The 

interviews were conducted during the dialysis session, in a separate room in the hospital, or in 

the home/social environment of the participant, as per their preference. 
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7.4 Data Collection  

Data was collected through validated questionnaires, semi-structured interviews, and 

observations. The semi-structured interview format was chosen for its flexibility, allowing for 

the exploration of predetermined questions while providing the opportunity to probe deeper 

into participants' responses.  

 

Four questionnaires were utilized: the Impact on Participation and Autonomy (IPA) (Cardol et 

al., 1999), a validated and widely used scale to measure impact on life participation across 

nine life domains: mobility, self-care, activities in and around the home, financial aspects, 

leisure activities, social participation and relationships, helping others, (volunteering) work, and 

school and education; the SONG life participation core outcome measure (Jaure et al., 2024) 

which asks about life participation across four domains: leisure activities, family activities, 

housework and employment, and social activities; the SONG-HD-fatigue instrument (Ju et al., 

2020) which inquires about fatigue by asking about the level of tiredness, energy, and its impact 

on usual activities; and the EQ-5D-5L (“EuroQol - a New Facility for the Measurement of 

Health-related Quality of Life,” 2009), a widely used quality of life scale. Each questionnaire 

was selected for their relevance in assessing aspects of life participation and quality of life 

among CKD patients.  

 

The data from the questionnaires guided the following (short) interview guide to further inquire 

the participants about how they experienced the (potential lack of) support regarding life 

participation in their healthcare trajectory and which additional support they needed. Questions 

to inform a SWOT (strength-weaknesses-opportunities-threats) analysis about life participation 

support rounded out the interview. Observations at the nephrology centers focused on the 

interaction between patients and healthcare providers, the integration of life participation 

discussions into care practices, and the overall environment's supportiveness towards life 

participation.  

Questionnaires were not conducted with the healthcare professional participants, however 

their experience with life participation support was collected using (short) semi-structured 

interviews, including questions to further inform the SWOT-analysis.   

7.5 Data Analysis 

Data from the questionnaires were assessed, analyzed, and reported, using descriptive 

statistics. Data from the interviews and observations were analyzed using the inductive 

thematic analysis guidelines of Braun and Clarke (2006) using the six steps of: (1) 

familiarization with the data, (2) generating initial codes, (3) searching for themes and gathering 
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data relevant to each potential theme, (4) reviewing themes and generating a thematic map of 

the analysis, (5) defining and naming each theme, and (6) producing the report. The 

consolidated criteria for reporting qualitative research guidelines were used as a guideline 

(Tong, Sainsbury, & Craig,. 2007). 

7.6 Ethical Considerations  

Ethical approval for the study was sought and granted by the Ethical Committee of the 

University of Ghent, followed by approvals from the respective hospitals (BC-11716). The study 

was carried out in accordance with the principles outlined in the Declaration of Helsinki.  All 

participants were provided with an informed consent form, detailed in the Dutch language, 

outlining the study's purpose, what participation involved, and confidentiality measures. 

Participants were assured of their right to withdraw from the study at any point without any 

consequence to their care. The study adhered to strict confidentiality protocols, ensuring that 

all participant information was anonymized and securely stored, accessible only to the 

research team.  

 

This methodological approach, grounded in ethnographic and qualitative research traditions, 

is poised to yield insightful findings into the integration of life participation in nephrology care, 

addressing a significant gap in the existing literature and contributing to the development of 

more holistic care models for individuals with CKD. 
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8. RESULTS  

 

These results present a descriptive and qualitative analysis of interviews conducted with 

chronic kidney disease (CKD) patients, their relations, health workers (a doctor and three 

nurses) and a social worker focusing on the impact of integrating life participation into 

nephrology care. The primary hypothesis is that such integration will lead to improved health 

outcomes and enhanced quality of life for CKD patients. The secondary hypotheses are that 

programs focused on life participation may reduce the frequency of hospitalizations and that 

increased patient engagement in life participation initiatives correlates with higher patient 

satisfaction and better self-reported health status.  

 

In total, the study included nine patients (44% female), two relevant others (50% female), and 

five healthcare professionals (three nurses, one nephrologist, one social worker; 100% 

female). Three participants (one patient, one church member and one family member) were 

linked to UZ Gent, seven participants (a mix of four patients, two nurses and a social worker) 

to AZ St. Lucas Gent and lastly six participants (four patients, one doctor and a nurse) to A.S.Z 

Aalst. The average age of the patients was 56 years old (36-80). Seven patients were receiving 

in-center haemodialysis, one patient was receiving peritoneal dialysis, and one patient was in 

the pre-dialysis phase. 

8.1 Demographics  

 

Table 1 The Demographics of CKD Patients Interviewed for the Study 

Participants  Sex   Age  Location  

(Nephrology 

 Centre)  

Treatment Type  SONG - HD 

FATIGUE   

SCORE (X̄)  

SONG LIFE 

PARTICIPATION 

SCORE (X̄)  

Participant One  Female   40   UZ GENT  Haemodialysis 2.33  3.5  

Participant Two  Male  57  AZ SINT-

LUCAS  

Haemodialysis 3  2  

Participant Three  Female  80  AZ SINT-

LUCAS  

Haemodialysis 2.67  4  

Participant Four  Female       78  AZ SINT-

LUCAS  

Haemodialysis 2.67  2  

Participant Five  Male  62  AZ SINT-

LUCAS  

Haemodialysis 1  4  
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Participant Six  Female   38  A.S.Z.AALST  Peritoneal 

dialysis 

3  3.25  

Participant 

Seven  

Male   36  A.S.Z.AALST  Haemodialysis 1.67  1.25  

Participant Eight  Male  62  A.S.Z.AALST  Haemodialysis 1  4.24  

Participant Nine  Male   49  A.S.Z.AALST  Pre-dialysis 1.33  4  

 

8.2 Findings 

8.2.1 Descriptive Finding 

Below, the descriptive results of the questionnaires are briefly explained, with an overview of 

the scores provided in the accompanying tables. 

8.2.1.1 IPA (Impact on Participation and Autonomy)  

The IPA scoring uses an ordinal scale from 0 to 4 (0=very good, 1=good, 2=fair, 3=poor,  4=very 

poor) for each question within a domain, and 0 to 2 (0=no problems, 1= minor problems, 2= 

major problems) for the problems experienced within that particular domain. In table 2 the 

results are presented, higher values mean worse abilities, and larger problems are 

experienced within that domain.  

 

Table 2 Descriptive Statistics of IPA 

  

N  Minimum  Maximum  Mean  

Std. 

Deviation  Skewness  Kurtosis  
 

Statistic  Statistic  Statistic  Statistic  Statistic  Statistic  

Std. 

Error  Statistic  

Std. 

Error  
 

My chances of 

getting around in 

my house where I 

want to are  

9  0  2  .89  .928  .263  .717  -2.018  1.400  

 

My chances of 

getting around in 

my house when I 

want to are  

9  0  4  1.22  1.394  1.276  .717  .829  1.400  

 

My chances of 

visiting relatives 

and friends when I 

want to are  

9  0  4  1.78  1.394  .146  .717  -1.060  1.400  
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 My chances of 

going on the sort of 

trips and holidays I 

want to are  

9  1  4  2.78  1.394  -.565  .717  -1.816  1.400  

 

if your health or 

your disability 

affect your chances 

of getting around 

where  and when 

you want, to what 

extent does this 

cause you 

problems?  

9  0  2  .78  .667  .254  .717  -.040  1.400  

 

My chances of 

getting washed and 

dressed the way I 

wish are  

9  0  4  1.33  1.414  .947  .717  -.018  1.400  

 

My chances of 

getting washed and 

dressed when I 

want to are  

9  0  4  1.00  1.225  2.100  .717  5.429  1.400  

 

My chances of 

getting up and 

going to bed when 

I want to are  

9  0  4  1.22  1.394  1.276  .717  .829  1.400  

 

My chances of 

going to the toilet 

when I wish and 

need to are  

9  0  4  1.00  1.323  1.666  .717  2.950  1.400  

 

My chances of 

eating and drinking 

when I want to are  

9  0  4  1.89  1.269  .260  .717  -.700  1.400  

 

If your health or 

your disability 

affect yourself 

care, to what 

extent does 

this cause you 

problems?  

9  0  2  1.11  .601  .018  .717  1.126  1.400  
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My chances of 

contributing to 

looking after my 

home the way I 

want to are  

9  1  3  2.00  .866  .000  .717  -1.714  1.400  

 

My chances of 

getting light tasks 

done around the 

house (e.g. making 

tea or coffee), 

either by myself or 

by others, the way I 

want them done 

are  

9  0  2  1.00  .500  .000  .717  4.000  1.400  

 

My chances of 

getting heavy tasks 

done around the 

house (e.g. 

cleaning), either by 

myself or by 

others, the way I 

want them done 

are  

9  0  4  2.33  1.581  -.217  .717  -1.886  1.400  

 

My chances of 

getting housework 

done, either by 

myself or by 

others, when 

I  want them done 

are  

9  0  4  1.67  1.225  .816  .717  .349  1.400  

 

My chances of 

getting minor 

repairs and 

maintenance work 

done in my 

house and garden, 

either by myself or 

by others, the way I 

want them done 

are  

9  1  4  2.44  1.130  .176  .717  -1.171  1.400  
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My chances of 

fulfilling my role at 

home as I would 

like are  

8  1  4  2.00  1.195  .669  .752  -1.204  1.481  

 

If your health or 

your disability 

affect your 

activities in and 

around your home, 

to what extent does 

this cause you 

problems?  

9  0  2  .89  .601  -.018  .717  1.126  1.400  

 

My chances of 

choosing how I 

spend my own 

money are  

9  1  4  2.33  1.323  .463  .717  -1.714  1.400  

 

If your health or 

your disability 

affect the 

opportunities you 

have 

over  spending 

your own money, 

to what extent does 

this cause you 

problems?  

9  0  2  .78  .667  .254  .717  -.040  1.400  

 

My chances of 

using leisure time 

the way I want to 

are  

9  1  4  2.00  1.225  .525  .717  -1.714  1.400  

 

If your health or 

your disability 

affect how you use 

your leisure time, 

to what  extent 

does this cause 

you problems?  

9  0  2  1.00  .500  .000  .717  4.000  1.400  

 

My chances of 

talking to people 

9  0  2  1.00  .500  .000  .717  4.000  1.400  
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close to me on 

equal terms are  

The quality of my 

relationships with 

people who are 

close to me  

9  1  2  1.11  .333  3.000  .717  9.000  1.400  

 

The respect I 

receive from 

people who are 

close to me is  

8  0  4  1.25  1.165  2.259  .752  6.205  1.481  

 

My relationships 

with acquaintances 

are  

9  1  2  1.11  .333  3.000  .717  9.000  1.400  

 

The respect I 

receive from 

acquaintances is  

9  1  2  1.11  .333  3.000  .717  9.000  1.400  

 

My chances of 

having an intimate 

relationship are  

6  1  3  1.67  1.033  .968  .845  -1.875  1.741  

 

My chances of 

seeing people as 

often as I want are  

9  0  4  1.78  1.394  .858  .717  -.304  1.400  

 

If your health or 

your disability 

affect your social 

life and 

relationships, to 

what extent does 

this cause you 

problems?  

8  0  1  .88  .354  -2.828  .752  8.000  1.481  

 

My chances of 

helping or 

supporting people 

in any way are,  

9  1  4  2.11  1.167  .340  .717  -1.579  1.400  

 

If your health 

problems or 

disability affect 

your opportunities 

to help other 

people, to what 

9  0  2  1.00  .707  .000  .717  -.286  1.400  
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extent does this 

cause you 

problems?  

My chances of 

getting or keeping 

a paid or voluntary 

job that I would like 

to do are  

8  1  4  2.63  1.506  -.152  .752  -2.542  1.481  

 

My chances of 

doing my paid or 

voluntary work the 

way I want to are  

7  1  4  2.57  1.512  -.190  .794  -2.647  1.587  

 

My contacts with 

other people at my 

paid or voluntary 

work are  

7  1  3  1.29  .756  2.646  .794  7.000  1.587  

 

My chances of 

achieving or 

keeping the 

position that I want, 

in my paid or 

voluntary work 

are,  

6  1  4  2.33  1.506  .215  .845  -2.829  1.741  

 

My chances of 

getting different 

paid or voluntary 

work are  

6  1  4  2.67  1.506  -.215  .845  -2.829  1.741  

 

If your health or 

your disability 

affect your paid or 

voluntary work, to 

what extent does 

this cause you 

problems?  

8  0  2  1.50  .756  -1.323  .752  .875  1.481  

 

My chances of 

getting the 

education or 

training I want are  

4  1  4  2.75  1.258  -1.129  1.014  2.227  2.619  

 

If your health 

problems or 

4  0  2  1.00  .816  .000  1.014  1.500  2.619  
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disability affect 

your opportunities 

in education or 

training, to what 

extent does this 

cause you 

problems?  

My chances of 

living life the way I 

want to are  

9  1  4  2.67  1.323  -.463  .717  -1.714  1.400  

 

Valid N (listwise)  2                   

 

Table 3 Mean Sore of IPA Results by Domain for Each Patient 

Participants Mobility  

  

  

  

SCORE(X̄)  

Self-care   

  

  

  

SCORE(X̄)  

Activities  

In and 

around the 

house  

SCORE(X̄)  

Control on 

money  

  

  

SCORE(X̄)  

Leisure  

  

  

  

SCORE(X̄)  

Social life  

and  

Relationships  

  

SCORE(X̄)  

Helping  

And  

Supporting  

  

SCORE(X̄)  

Work  

  

  

  

SCORE(X̄)  

Education 

and  

Training   

  

SCORE(X̄)  

Participant One 1.8  2.33  2.57  1  1  1  2.5  3.67  -  

Participant Two  4  2.17  3.14  2.5  3  1.5  2  2.33  -  

Participant Three 2.4  0  0.86  1.5  0.5  0.87  1  -  -  

Participant Four 1.4  1  2.29  1.5  2  1.63  3  1.67  -  

Participant Five 0.6  0.83  0.71        1  1  0.87  1  1.33  2  

Participant Six 1.4  1.67  1.71  3  0.5  1.25  0.5  3.17  2  

Participant 

Seven 

 2  1.67  1.86  3  2.5  0.87  1.5  3.5  3  

Participant Eight 1.6  1.17  1.17  0.5  1  1.12  0.5  0.83  0.5  

Participant Nine 0.2  0.33  0.86  0.5  2  1.12  2  0.86  -  

Rating Scale: 0= Very good, 1= good, 2= fair , 3= poor, 4= very poor 

 

8.2.1.2 SONG 

The SONG instruments, SONG-Life Participation (LP) and SONG-HD Fatigue, were scored 

on an ordinal scale from 1 to 5 (1= never, 2= rarely, 3=sometimes, 4=usually, 5=always) in 

regards to the ability to perform activities on that level, and from 0 to 3 (0=not at all, 1=a little, 

2=quite a bit, 3= severely) in regards to their experienced fatigue. 

 

Table 4 The Mean Score of CKD SONG-LP and Song- Fatigue Results Per Each Patient 

Higher scores on LP increase life participation abilities, higher scores on HD Fatigue means 

worse experienced fatigue. 
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Participant   CKD SONG-LP  

SCORE(X̄)  

SONG- HD FATIGUE  

SCORE(X̄)  

Participant One  3.5  2.33  

Participant Two  2  3  

Participant Three  4  2.67  

Participant Four  2  2.67  

Participant Five  4  1  

Participant Six  3.25  3  

Participant Seven  1.25  1.67  

Participant Eight  4.24  1  

Participant Nine  4  1.33  

Total  28.24  18.67  

Rating Scale: 1= Never, 2= Rarely, 3= Sometimes, 4= usually, 5= always for LP; 0=not at all, 1=a little, 

2=quite a bit, 3= severely for HD Fatigue 

 

8.2.1.3 EUROQOL 5D-5L 

EQ-5D-5L scores were calculated by summing up the numerical values assigned to each 

domain as suggested by Feng et al. (2021). The scoring results started from five (5) (1,1,1,1,1) 

and ended at 25 (5,5,5,5,5). The higher the value, the more severe the issue. In Table 5 

the total scores per domain are provided, in table 6 the total results per participant. 

 

Table 5 EQ-5D-5L Results Per Domains 

Rating scale  Mobility  

(MO)  

   n  

Self-care 

(SC)  

n  

Usual  

Activities(UA)  

n  

Pain/  

Discomfort (PD) 

n  

Anxiety/  

Depression (A/D) 

n  

            

I have no problem (1)  3  6  2  4  6  

I have slight problems (2)  2  1  1  1  1  

I have moderate problems (3)  2  -  5  3  -  

I have severe problems (4)  -  2  -  1  2  

I am unable to (5)  2  -  1  -  -  

 Total  9 9 9 9 9 

Rating scale forEQ-5D-5L: 1= I have no problem…, 2= I have slight problem…, 3= I have moderate problem …, 4= I have 

sever problem…, 5= I am unable to… A higher number indicates the severity of the case. 
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EQ-5D-5L Results Per Participating Patient 

PARTICIPANTS  
 

EQ-5D-5L  

SCORE(X̄)  

EQ5D5L  

ANALOG SCALE %  

  

Participant One  12  95    

Participant Two  18  50    

Participant Three  5  100    

Participant Four  11  65    

Participant Five  7  90    

Participant Six  10  65    

Participant Seven  11  55    

Participant Eight  9  80    

Participant Nine  13  65    

        

Coding: Mobility (MO) , Self-care (SC), Usual Activities (UA), Pain/Discomfort (P/D), Anxiety/Depression (A/D)    

Rating scale forEQ-5D-5L: 1= I have no problem…, 2= I have slight problem…, 3= I have moderate problem …, 4= I have 

severe  problem…, 5= I am unable to…  

 

8.2.2 Qualitative Findings 

The analysis identified five major themes related to the integration of life participation into 

nephrology care. These themes highlight the multifaceted needs and experiences of patients 

with Chronic Kidney Disease (CKD) and underscore the importance of a holistic approach to 

their care. 

 

8.2.2.1 Summary of Interviews with Patients 

Patient One  

Patient one, almost 40 years old and unmarried, lives in Belgium after moving from Ghana at 

the age of 16. Diagnosed with chronic kidney disease in 2000, she has undergone dialysis and 

multiple transplants. Despite facing major medical challenges, including an amputation due to 

complications, she relies strongly on her faith and the support of her family. Her faith led her to 

temporarily discontinue dialysis, which she resumed after her family's intervention. She 

maintains fierce ties with her church community and has adapted to her new reality with 

resilience, embracing music as a source of strength. 
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Patient Two 

Patient two, a 57-year-old married man with three children and three grandchildren, has 

experienced substantial lifestyle changes due to renal failure and dialysis, diagnosed in April 

2021 after suffering COVID-19 infection. Dialysis has severely limited his mobility and social 

activities, causing fatigue, nausea and headaches. He misses his cultural roots in Turkey, 

where most of his family lives, and feels isolated in Belgium. Financial pressure and reliance 

on government support add to his challenges. Despite the emotional toll, he remains hopeful 

for a kidney transplant and finds joy in his family's support and the occasional positive 

experiences. 

 

Patient Three  

Patient three, an 80-year-old Belgian woman, has had diabetes for 10 years and chronic kidney 

disease for two years. Despite significant fatigue after dialysis, she remains independent to a 

large extent and manages her household and personal care. Her social life remains active with 

supportive relationships. Financially secure, she sees her life as a "second life" and stays 

positive. She suggests improvements in healthcare, such as meals after dialysis, to improve 

patient care. 

 

Patient Four 

Patient four, a 78-year-old Belgian woman, has had kidney disease for thirty-seven years. Her 

return to dialysis has affected her daily activities, allowing her to engage in fewer social and 

physical activities. Despite these challenges, she remains active within her limits and 

appreciates the support of her partner and the care system. She suggests extra financial 

support for transport and better healthcare staff to improve the quality of care. 

 

Patient Five 

Patient five, a 62-year-old man working in fisheries, has been on dialysis for four years. His 

work involves a lot of physical activity, which he manages by adapting his tasks to his treatment 

schedule. Despite a decline in social activities, he enjoys hobbies such as motorcycling. He is 

financially stable thanks to good health insurance coverage and expresses satisfaction with 

health care support. However, concerns about privacy during interviews highlight the need for 

better institutions to encourage openness. 
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Patient Six  

A 38-year-old woman who has had chronic kidney disease since she was nineteen. She 

performs peritoneal dialysis at home but faces significant financial pressures and social 

isolation because she cannot work. Her motivation to face challenges comes from her desire 

to support her children. She advocates for better financial support and public awareness about 

kidney disease. Despite chronic fatigue, she can manage household chores and feels well 

supported by her caregivers. 

 

Patient Seven  

Patient seven, a 36-year-old man, has had diabetes since the age of four, leading to significant 

kidney damage and dialysis. He experiences physical restrictions and financial strain due to 

reduced income and medical expenses. His condition affects his social life and his role as a 

father and partner. He proposes systemic improvements such as better financial support and 

public awareness about kidney disease to improve patients' experiences. 

 

Patient Eight  

Patient eight, a 62-year-old man, works for a financial institution and started undergoing 

haemodialysis in 2022. Dialysis has significantly affected his social life, travel and daily 

activities, leaving him fatigued and having to carefully manage his schedule. Despite these 

challenges, he remains devoted to his work and hobbies. He recommends better 

communication and individualised support from healthcare providers to improve his quality of 

life. 

 

Patient Nine 

A 49-year-old pre-dialysis patient manages his French Fries shop with increasing dependence 

on his wife due to declining kidney function. His condition limits his physical activities and 

causes anxiety about future dialysis. He appreciates the support of his wife and twin sister, but 

feels a need for better counselling and support programmes. His approach to managing his 

health proactively reflects his resilience despite the major impact of his condition on daily life. 
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8.2.2.2 Thematic Findings from Interviews with Patients 

 

Themes Identified from Interviews 

Themes Subthemes 

1. Patient-Centered Care Approach Holistic Care Integration 

 Regular Check-ins 

 Comprehensive Support 

2. Financial Strain and Support Systems Financial Burden 

 Dependence on Family 

 Systemic Healthcare Gaps 

3. Autonomy and Life Participation Maintaining Employment 

 Engagement in Hobbies and Social Activities 

 Financial Stability 

4. Family Support and Social Engagement Family Involvement 

 Community and Faith-Based Support 

 Respectful Treatment 

5. Psychological Support and Counseling  

 

1. Patient-Centered Care Approach 

The study’s findings identified a strong consensus on the need for a more patient-centred care 

approach to CKD care, integrating medical treatment with life participation initiatives. This 

included regular check-ins about non-medical issues, access to social services, and programs 

that promote overall well-being. Under the broad theme of patient -centered care the following 

subthemes were also identified. 

 

Holistic Care Integration:  

Incorporating non-medical aspects into CKD care, such as social services and wellness 

programs, was essential. "A holistic approach to my care has made a huge difference. It’s not 

just about the dialysis, but my whole life" (Patient Nine). 

 

Regular Check-ins: Routine assessments of patients' non-medical needs improved 

satisfaction and health outcomes. "Regular check-ins about my overall well-being make me 

feel cared for and understood" (Patient Six)."Having frequent assessments of my needs will 

keep me on track and satisfied with my care" (Patient Nine). 
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Comprehensive Support: Addressing psychological, social, and medical needs led to better 

self-reported health status. "Comprehensive care that includes all my needs will make my 

treatment much more effective" (Patient Seven). 

 

Key Findings: There was a strong consensus on the need for a patient-centered care 

approach that integrates medical treatment with life participation initiatives. A holistic approach, 

addressing both medical and non-medical needs, was seen as crucial for higher patient 

satisfaction and better health outcomes.  

 

 

2. Financial Strain and Support Systems 

Financial Burden: The cost associated with treatment, especially transportation for dialysis, 

was a significant financial burden. "The cost of transportation for dialysis is very high. I suggest 

that additional financial assistance for transportation would be beneficial" (Patient Four). 

"The financial toll of my condition is acknowledged, and while government disability funds help, 

they are insufficient to cover all my needs" (Patient Two). "Saving is no longer possible. I have 

fallen ill and am now on 60% of my salary. So 60% that is actually just over half. So I have to 

watch what I do" (Patient Seven). "Financially I think it has a major impact. Because I was 

nineteen years when I got sick. I have never been able to save money " (Patient Six). 

 

Dependence on Family: Many patients relied heavily on family for financial and practical 

support. "My family, especially my mother, becomes the primary support system, adapting her 

work life to meet my care needs" (Patient One). 

Systemic Healthcare Gaps: Patients highlighted inconsistencies in the healthcare system, 

particularly in providing essential services. "The healthcare system's inconsistencies, 

particularly in providing essential services like cleaning and nursing care, are a struggle" 

(Patient One). 

 

Key Findings: Financial strain due to the cost of treatment and transportation was a common 

concern among patients. Dependence on family for financial support was prevalent, and 

patients frequently pointed out gaps in the healthcare system that exacerbated their financial 

challenges. 
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3. Autonomy and Life Participation 

The ability to engage in everyday activities, maintain employment, and actively participate in 

various social events was crucial for patients' overall sense of normalcy, independence, and 

overall well-being. It was widely recognized that initiatives and programs specifically designed 

to encourage and enable patients to continue pursuing their hobbies, interests, and passions 

were highly valued by the entire community. The following sub-themes were also identified.  

 

Maintaining Employment: The ability to work was crucial for a sense of normalcy and 

financial stability. "Working keeps me grounded and gives me a sense of purpose" (Patient 

Eight). "Being able to continue working has been a major part of maintaining my normal life" 

(Patient Five).  

 

Engagement in Hobbies and Social Activities: Participation in hobbies and social events 

fostered a sense of belonging. "I still go fishing when I can. It’s a great way to relax and feel 

normal" (Patient Two). "Engaging in my hobbies helps me forget about my condition for a while" 

(Patient One, Three) 

 

Financial Stability: Financial management and support were necessary to mitigate the 

economic impacts of CKD. "Managing my finances has been tough, but with proper support, 

it’s manageable" (Patient Seven). 

 

Key Findings: Patients valued the ability to engage in everyday activities, maintain 

employment, and participate in social events. These activities provided distraction, enjoyment, 

and a sense of community. Financial stability played a critical role in life participation, 

suggesting that financial counselling should be part of CKD care. 

 

 

4. Family Support and Social Engagement 

The role of family and social networks was highlighted as essential for the well-being of CKD 

patients. Regular communication and support from family members helped patients manage 

their condition and maintain a positive outlook. The following sub-themes were identified. 

 

Family Involvement: Support from family was crucial for managing their condition and 

maintaining a positive outlook. "My family’s support is everything. They help me stay positive 

and keep fighting" (Patient Four). "My partner and children are my pillars. Without them, I 

couldn't handle this" (Patient One, Two, Three, four, Six, Seven, Nine) 
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Community and Faith-Based Support: Church and community groups provided spiritual and 

practical assistance. "My church community has been incredibly supportive. Their prayers and 

visits uplift my spirits" (Patient One). 

 

Respectful Treatment: Positive interactions with family, friends, and healthcare providers 

were vital for emotional well-being. "I feel respected and valued by my healthcare team, which 

makes a big difference in my attitude towards treatment" (Patient Six, patient Three). 

 

Key Findings: The role of family and social networks was essential for the well-being of CKD 

patients. These networks helped mitigate the emotional and physical burdens of dialysis, with 

faith-based institutions offering significant support. Social isolation was a significant issue for 

many patients, with reduced social interactions and feelings of disconnection from their 

community. Community and church groups played a crucial role in providing emotional and 

practical support. However, maintaining social relationships was challenging due to treatment 

schedules and physical limitations. Incorporating social support systems into nephrology care 

was suggested to enhance patient outcomes. 

 

 

5. Psychological Support and Counseling 

Patients consistently stressed the utmost importance of psychological support in order to 

effectively manage and navigate through the overwhelming emotional weight brought about by 

Chronic Kidney Disease (CKD). Recognizing the indispensable role played by psychologists, 

the provision of accessible and continuous counselling sessions emerged as a fundamental 

necessity for preserving and nurturing mental well-being. The resounding consensus among 

patients was resolute. Psychological support serves as a paramount pillar not only in alleviating 

the burden imposed by CKD but also in fostering resilience and overall psychological 

equilibrium. 

 

Overview of Thematic Analysis of Interviews Conducted 

Theme  Description  Representative Quotes  

Patient Centered Care 

Approach  

Integrating medical treatment 

with non-medical aspects like 

social services and overall well-

being programs.  

"A holistic approach to my care has 

made a huge difference. It’s not just 

about the dialysis, but my whole 

life" (Patient Nine). <br> "Regular 

check-ins about my overall well-
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being make me feel cared for and 

understood" (Patient Six). <br> 

"Comprehensive care that includes 

all my needs will make my 

treatment much more effective" 

(Patient Seven). 

Financial Strain and Support  

Systems 

Financial challenges related to 

CKD treatment and the 

importance of support systems. 

"The cost of transportation for 

dialysis is very high. I suggest that 

additional financial assistance for 

transportation would be beneficial" 

(Patient Four). <br> "Saving is no 

longer possible. I have fallen ill and 

am now on 60% of my salary 

(Patient Seven). <br> "Financially I 

think it has a major impact. 

Because I was nineteen years 

when I got sick. I have never been 

able to save money" (Patient Six). 

Autonomy and Life Participation The value of maintaining 

independence and engaging in 

daily activities and employment 

for a sense of normalcy. 

"Working keeps me grounded and 

gives me a sense of purpose" 

(Patient Eight). <br> "Being able to 

continue working has been a major 

part of maintaining my normal life" 

(Patient Five). <br> "Managing my 

finances has been tough, but with 

proper support, it’s manageable" 

(Patient Seven). 

Family Support and Social  

 Engagement 

The importance of support from 

family, social networks, and 

community in managing CKD 

and maintaining a positive 

outlook. 

"My family’s support is everything. 

They help me stay positive and 

keep fighting" (Patient Four). <br> 

"My church community has been 

incredibly supportive. Their prayers 

and visits uplift my spirits" (Patient 

One). <br> "The health condition 

has led to a reduction in social 

interactions and a feeling of 
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disconnection from the community 

and cultural activities" (Patient 

Two). 

Psychological Support The need for consistent 

psychological support and 

counseling for managing 

emotional stress and mental 

health. 

"Patients emphasized the need for 

psychological support to cope with 

the emotional burden of CKD." 

<br> "Yes, I would have a 

psychologist who would talk to 

everyone." 

  

8.2.3 Findings of Other Participants 

8.2.3.1 Demographics 

 

The Demographics of Workers and Neighbours Interviewed for the Study 

Interviewee Role Location Age Experience Specializatio

n 

Neighbour 

One 

Deacon of 

Church of 

Pentecost 

Church of 

Pentecost 

Belgium, 

Gent 

54 N/A None 

Neighbour 

Two 

Sibling of 

Patient 1 

Family 

Home 

N/A N/A None 

Worker One Nephrologist ASZ Aalst 44 17 Nephrology 

Worker Two Nurse ASZ Aalst 44 18 Social Nurse 

Worker 

Three 

Head Nurse AZ Sint-

lucas Gent 

62 40 Nursing and 

Management 

Worker Four Dialysis 

Nurse 

AZ Sint-

Lucas Gent 

47 18 Nursing 

Worker Five Social 

Worker 

AZ Sint-

Lucas Gent 

58 37 Social work 
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8.2.3.2 Summary of Interviews 

Neighbour One  

Key Findings: Neighbour 1, a deacon at the Church of Pentecost, has known Patient One for 

twenty years. The church provides strong spiritual and emotional support, which is crucial for 

the patient's resilience. Despite her illness, Patient One remains actively involved in church 

activities, which are mostly conducted online due to her condition. 

Quotes: 

"She did not allow her sickness to take her out of the church; rather, the church is her hope." 

"The church offers emotional and motivational support to improve the quality of life." 

 

Neighbour Two 

Key Findings: The illness has brought Neighbour two closer to their sister, Patient One. 

Emotional and practical challenges are significant, with support coming from family and church. 

Neighbour two highlights the need for better home care and mental health resources. 

Quotes: 

"The main challenges are managing my time and dealing with the emotional stress." 

"More access to home care services, mental health resources, and financial assistance would 

be beneficial." 

Worker 1  

Key Findings: The nephrologist discussed the comprehensive care provided in the nephrology 

department but noted significant challenges due to financial constraints and late support. She 

emphasizes the need for early involvement of dietitians, social workers, and psychologists. 

Quotes: 

"Support often comes too late in the patient's care journey." 

"We need a full-time psychologist and social worker on the dialysis unit and better integration 

of physical and nutritional wellness. 

 

 

 

 



40 
 

Worker Two 

Key Findings: Worker two highlights the emotional and social challenges faced by dialysis 

patients, noting the lack of support for financial and family issues. She underscores the need 

for regular consultations and holistic support. 

Quotes: 

"Patients often do not discuss financial and family issues openly." 

"More clarify in EPD or other technology, and regular patient meetings are needed." 

 

Workers Three, Four and Five 

Key Findings: The interview with a head nurse, dialysis nurse, and social worker underscores 

the importance of balancing technical duties with patient interaction. They suggest tools for 

better managing schedules and finances and emphasize the need for increased staff and 

space for personalized care. Additionally, they advocate for the introduction of peer support 

programs where experienced CKD patients share their experiences with new patients. 

 

Quotes: 

"Encouraging patient autonomy amidst logistical barriers." 

"Better supportive tools like apps for managing schedules and finances." 

"Involving experienced patients as mentors provides crucial psychological support." 

 

8.2.3.3 Thematic Findings from Interviews with Neighbours and Health Workers 

 

Themes: Neighbours and Health Workers 

Main Themes 

1. Community and Spiritual Support 

2. Home Care and Mental Health Resources 

3. Comprehensive and Early Intervention 

4. Patient-Centered Care Approach 

5. Patient Autonomy and Practical Tools 

6. Peer Support Programs 
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Community And Spiritual Support 

Neighbour 1: Strong spiritual and emotional support from the church is crucial for the patient's 

resilience. The patient remains actively involved in church activities. 

Neighbour 2: The illness has brought the neighbour closer to their sister, with significant 

emotional and practical challenges. Support from family and church is vital. 

Quotes: 

"She did not allow her sickness to take her out of the church; rather, the church is her hope." 

"The church offers emotional and motivational support to improve the quality of life." 

"The main challenges are managing my time and dealing with the emotional stress." 

"More access to home care services, mental health resources, and financial assistance would 

be beneficial." 

 

Home Care and Mental Health Resources 

Neighbour 2: Significant emotional and practical challenges necessitate better home care and 

mental health resources. 

Worker 2: Emotional and social challenges faced by dialysis patients are often not discussed 

openly. There is a need for regular consultations and holistic support. 

Quotes: 

"More access to home care services, mental health resources, and financial assistance would 

be beneficial." 

"Patients often do not discuss financial and family issues openly." 

"More clarity in EPD or other technology, and regular patient meetings are needed." 

 

Comprehensive and Early Intervention 

Worker 1: Comprehensive care is provided but is challenged by financial constraints and late 

support. Early involvement of dietitians, social workers, and psychologists is necessary. 

Worker 2: Highlights the need for regular consultations and holistic support for patients, 

addressing both medical and non-medical aspects. 
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Patient-Centered Care Approach:  

Integrating medical treatment with non-medical aspects like social services and overall well-

being programs. 

Quotes: 

"Support often comes too late in the patient's care journey." 

"We need a full-time psychologist and social worker on the dialysis unit and better integration 

of physical and nutritional wellness." 

"A holistic approach to my care has made a huge difference. It's not just about the dialysis, but 

my whole life." 

"Comprehensive care that includes all my needs will make my treatment much more effective." 

 

 Patient Autonomy and Practical Tools 

Workers 3, 4, 5: Emphasize the importance of balancing technical duties with patient 

interaction. Suggest tools for better managing schedules and finances. 

Quotes: 

"Encouraging patient autonomy amidst logistical barriers." 

"Better supportive tools like apps for managing schedules and finances." 

 

Peer Support Programs 

Key Findings: 

Workers 3, 4, 5: Advocate for the introduction of peer support programs where experienced 

CKD patients share their experiences with new patients. 

Quotes: 

"Involving experienced patients as mentors provides crucial psychological support." 
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9. SWOT ANALYSIS 

 

Based on the patient interviews, here is a  unified SWOT analysis for CKD patients who took 

parts in this research. This  SWOT analysis highlights the strengths, weaknesses, 

opportunities, and threats faced by these CKD patients, emphasizing the need for holistic, 

patient-centered approaches in healthcare policy and support systems. (Refer to Appendix 

12.3 for more details) 

   

STRENGTHS  

 

Resilience and Adaptability:   

Support Systems  

Healthcare Access  

Faith and Spirituality  

WEAKNESSES  

Weaknesses   

Physical Limitations  

Financial Strain  

Social Isolation  

Systemic Healthcare Gaps  

  

OPPORTUNITIES  

Opportunities   

Healthcare and Technological Advances   

Community and Social Support  

Government and Non-profit Resources   

Personal Development and Advocacy  

THREATS  

Health Deterioration:  

Social and Economic Insecurity  

Healthcare System Flaws  

  

  

  



44 
 

10. DISCUSSION  

 

The findings from the interviews strongly support the primary hypothesis that integrating life 

participation into nephrology care greatly enhances health outcomes and significantly 

improves the quality of life for patients suffering from CKD. Notably, patients expressed 

immense satisfaction and reported experiencing remarkable positive changes in their overall 

quality of life as a direct result of being able to actively participate in a wide range of social, 

physical, and recreational activities. These activities not only fostered a heightened sense of 

autonomy but also brought a profound sense of normalcy, contributing significantly to their 

mental and emotional well-being in the most profound ways imaginable.  

  

Strong family and social support networks were identified as essential for patients' overall well-

being. Regular contact with family members and social support helped patients manage their 

condition more effectively as identified in the work of Saud et al. (2021). These support 

programs and services played a crucial role in improving patients' quality of life and treatment 

outcomes. The presence of family care not only enhances the self-confidence of the patient 

but also cultivates a sense of belonging and resilience in their journey towards better health. 

This means that, amongst other things, the value of the nephrology nurse as a compassionate 

and empathetic link between the knowledgeable medical staff and the patient, family, and 

friends cannot be overstated. The nurse not only provides expert care for the medical situation 

but also actively fosters meaningful connections and nurtures the relationships that flourish 

within the patient's support circle. In doing so, the nurse plays a pivotal role in not just healing 

the body but also healing the spirit and fortifying the bonds that uphold the patient's well-being.  

  

This function is strikingly present during the delivery of education around initiation of ESRD 

treatments. The nurse should ensure that the patient's desires and those of their family 

correspond to the reality of the medical staff. Some medical doctors and academics such as 

Wong et al. (2020) believe that medical decisions in general and in particular in the ICUs can 

and should be delegated to the family's joint decision. They also argue that shared decision-

making generally leads to satisfying results for both patients and relatives.   

 

A Patient-centred approach to Chronic Kidney Disease (CKD) care, addressing both medical 

and non-medical needs, was seen as absolutely essential in providing optimal treatment. In 

order to enhance patient experience and improve health outcomes, it was found that 

incorporating elements of life participation into their care played a significant role. Ensuring 

utmost patient satisfaction and placing emphasis on overall well-being, which encompasses 
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psychological and social health, showed to be of paramount importance as posited by Lin and 

Hwang (2020) in their study.   

 

This comprehensive and holistic approach, which goes beyond mere medical treatment, has 

the potential to result in heightened patient satisfaction and a better self-reported health status. 

The discussion solidifies the pressing need for a more integrated and all-encompassing 

approach to patient care that considers every facet of a patient's life, realizing the profound 

impact it can have on their overall well-being.  

The study identifies the need to highlight the necessity for comprehensive home care services 

and mental health support. Policies should aim to integrate these services more effectively into 

chronic disease management programs. By acknowledging and addressing both medical and 

non-medical aspects, healthcare providers can truly optimize the delivery of care and pave the 

path towards a higher quality of life for individuals affected by CKD.  

 

Findings from the interviews also revealed that access to structured physical activity programs 

and nutritional guidance significantly contributed to the improvement of patients' physical well-

being and overall quality of life. According to Marquez et al. (2020), these programs not only 

helped patients stay physically active but also empowered them to effectively manage their 

dietary needs, leading to enhanced health outcomes.  They also argued that by incorporating 

tailored exercise regimens and personalized nutritional guidance, patients were able to 

achieve better control over their physical health, experience increased vitality, and enjoy a 

higher quality of life. The availability of these comprehensive programs positively impacted 

patients' ability to maintain an active lifestyle and make informed choices regarding their 

nutrition, ultimately promoting their overall well-being and longevity.  

 

Patients highly appreciated and placed great importance on various initiatives and programs 

that enabled and empowered them to uphold their independence and actively engage in their 

day-to-day activities with utmost enthusiasm and joy. This profound sense of individual 

autonomy, which served as an integral part of their identity, not only added immense value to 

their overall life satisfaction but also significantly contributed to their overall well-being, 

fostering a state of complete physical, mental, and emotional harmony.  

  

Theys et al. (2020) argue that the ability to exercise one's freedom of choice and decision-

making in every aspect of their lives not only give them a deep sense of fulfilment but also 

reinforces their self-confidence and resilience, allowing them to navigate through life's 

challenges with grace and determination. Consequently, this empowerment becomes the 
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cornerstone of their holistic health as it fuels their motivation to embrace a proactive approach 

in maintaining their well-being, nurturing their relationships, and pursuing their passions. Once 

patients experienced the liberating effects of these initiatives, they felt an unwavering 

commitment to consistently embrace their autonomy and actively participate in these 

empowering programs, propelling them towards a life of fulfilment, purpose, and optimal 

health.  

  

Consistent psychological support, which was identified as a crucial element of effective care 

for Chronic Kidney Disease (CKD), plays a paramount role in enhancing patients' well-being 

and fostering successful coping mechanisms. By providing access to highly trained 

psychologists and counselling sessions, healthcare providers empower patients to address the 

intricate challenges of CKD while nurturing their mental health. Consequently, these individuals 

collectively experience profound improvements in their psychological well-being, leading to a 

higher quality of life and improved self-management of the disease (McKeaveney et al., 

2021).   

  

Results from the interviews revealed a significant gap in the availability of psychological and 

social support for CKD patients. Insufficient resources and a lack of specialized staff, such as 

psychologists, social workers, and dietitians, limit the ability to provide comprehensive care 

that addresses both medical and non-medical needs. Enhancing these support systems could 

improve patients' quality of life and reduce hospitalizations, supporting the secondary 

hypothesis that life participation programs reduce the frequency of hospitalizations.  

Another significant aspect of debates to support life participation is a missing link with livelihood 

issues concerning renal patients. The urgent need for work coordination in dealing with lost 

and gainful employment, social benefits, and related issues has not yet shown itself, reflecting 

a failure to bring livelihood to the policy discourse. As long as livelihood support is seen as a 

cost and not as an investment, the existing involvement will remain very limited, unbalanced, 

and characterized by arbitrary regulation. If life participation truly is to be one of the final 

dimensions of successful treatment in clinical work, the appreciation of and policy debates 

about this work must reflect the way coordination is created within a broader field of restricted 

choices.  

 

This study has a few limitations which offer valuable guidance for future research. From a 

practical point of view, the sample size was small which included nine patients, two relations, 

and five staff from three nephrology centres. There is also an underrepresentation of patients 

in the pre-dialysis phase, and the sample is mostly comprised of people who are still working 

and have high educational backgrounds. Indeed, persons with financial limitations and low 
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educational levels may have distinct life participation experiences. Future research could 

increase the sample size in these specific and delicate subgroups to understand the potential 

generalization of these results.   
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11. PRACTICE IMPLICATIONS AND RECOMMENDATION 

FOR FURTHER STUDIES 

 

This study offers practical implications to improve nephrology care by stimulating an increased 

awareness of life participation in the nephrologists themselves, which would automatically lead 

to improvements in their practice, and by highlighting their potential to guide patients with CKD 

towards a well-established network of experts on life participation who strive to motivate and 

support them to cope with the impact of their disease on their daily lives. The study offers the 

concept of the team itself functioning as an educational potential that, where goal-directed, 

amplifies the professional's competence. Viewing the team as competent educators for their 

patients is an appealing, low-cost model to success. The study noted an interest among 

Belgian nephrologists in navigating patients towards health professionals who help patients to 

reflect on how life will look like in the future and help to anticipate these changes.  

  

To integrate life participation more effectively in the context of renal units, an overall mind-shift 

at the level of the renal care community is needed. Materials such as educational material for 

staff and patients, information on kidney disease programs, and system change approaches 

should be available and accessible for renal care professionals. Inter-professional 

collaboration should be made possible. The presence and mindfulness of patients' potential 

for life participation should be mirrored by the facility, including its decoration and equipment. 

Visits should feel like being in one's own living room. All of this would involve patient 

organizations, ethical and public health professionals, and care facility designers. Programs 

and implementation of supportive tools (like apps) can be developed  to help patients manage 

their schedules and finances effectively. 

 

Emphasizing the importance of community and spiritual support in chronic illness 

management, healthcare providers should consider partnering with local community 

organizations to offer holistic support. Also, establishing programs where experienced CKD 

patients mentor new patients, offering emotional support and practical advice is likely to help 

improve patient engagement and outcomes. 

 

It is proposed to expand nursing care and health services research through consideration of 

concepts and care activities focusing more broadly on the maintenance or enhancement of life 

participation, leading in time to enhanced health and well-being. The presented results also 

invite strategies aimed towards more person-centred clinical practices and educational 
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programs in health-related domains, including nephrology. These could emphasize exploring 

the life experiences and valuables of the patients, providing further encouragement and 

consultancy advice on a range of possible supportive responses, and a reconsideration of the 

current time allocation. These strategies may enhance the alignment between patient and 

professional behaviours during the time spent in the outpatient setting, which is important for 

patient engagement, a sense of autonomy, and alignment with the care plan commitments.  are 

positive that our ethnographic study will chef diversity to reflect on patients' persons and to aim 

for holistic and strengthened life participation outcomes.  

 

This research was conducted with nine middle-aged CKD patients selected from Ghent 

University Hospital (UZ Gent), General Hospital St. Lucas Ghent (AZ ST. LUCAS GENT), and 

General City Hospital Campus AALST (A.S.Z Aalst), future research could be done using 

teenage children of CKD patients and a large sample size enable generalization of findings.  
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12. CONCLUSION 

 

The thematic analysis of the interviews reveals that integrating life participation into nephrology 

care is essential for improving health outcomes and quality of life for CKD patients. Programs 

that provide psychological support, social and family involvement, physical activity, and 

nutritional guidance are crucial components of effective CKD care. These initiatives not only 

enhance patient satisfaction but also have the potential to reduce hospitalizations by promoting 

better overall health management. Moving forward, nephrology care should prioritize these 

elements to ensure comprehensive support for CKD patients.  

  

The results of this study also show that a nephrology centre is more than a place where people 

are treated for medical conditions. The patients visiting the nephrology centre have a pit stop 

in a socio-medical centre in which they can participate in a variety of social and life activities. 

Moreover, when family members and significant others are actively involved as participants in 

the activities of the nephrology centre and are understood to be part of the care for the chronic 

patient, it results in the creation of a life-world in which the patients and the nephrology centre 

staff experience being part of a community.   
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14. APPENDIX 

 

14.1 Ethnographic Approach 

  

Ethnographic Approach in Studying Supporting Life Participation 

Ethnography is an approach that offers an exceptional chance to expeditiously divulge the multifaceted 

nature of specific actions, happenings, and circumstances by delving into comprehensive submergence 

in and mastery of the cultures and contexts that are currently under scrutiny (Hockey & Forsey, 2020). It 

enables researchers to have a significant engagement and intimate acquaintance with the subjects being 

studied, facilitating a profound exploration and analysis of the intricate interplay between individuals, 

biological, psychological and social dynamics at play. (Andreassen et al., 2020).   

 

Moreover, ethnography empowers investigators to not only glean insights from observations and 

interviews but also unravel the underlying meanings, values, and beliefs that guide and shape human 

actions and interactions within certain cultural domains. Through its holistic and immersive nature, 

ethnography provides a unique lens through which scholarly inquiry can unravel the tapestry of human 

experience, celebrating the diversity and complexity of our shared world. (Lydahl et al.2021)  

 

The purpose of this study was to examine how integrating life participation into nephrology care can 

improve the quality of life and health outcomes for patients with Chronic Kidney Disease (CKD). To 

achieve this, a qualitative ethnographic approach was used allowing deep and sensitive understanding 

from of the healthcare from multiple perspectives (Loizeau et al., 2023).  
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14.2 Theoretical Foundations 

 
Theoretical Foundations  
 
Biopsychosocial Model   
The biopsychosocial model of health, expanded upon from Engel and later incorporated more fully 
by Engel and Aronson, proposes that medical understanding and treatment of an illness or health 
condition can't be completely understood or effectively managed without considering the biological 
causative agents and health outcomes, psychological factors that involve the individual’s thoughts, 
emotions, and behaviours and social drivers of the presenting distress (Aghakhani et al., 2014).   
model is a conceptual framework that assumes the combination of biology (Physical), psychology 
(mental), and sociology (lifestyle) are essential in understanding a patient's case, especially 
chronic and disabling physical health conditions. The biopsychosocial model aligns with how 
nephrology trainees are being taught to understand and manage patient illnesses, as a team 
collaboration through multidisciplinary care (Yarosh et al., 2020). It also aligns with the nephrology 
program’s goal of supporting patients within the context of their life participation.   
   
Social Constructivism and Life Participation   
This study emanated from social constructivism, which provides ways of understanding the world 
by focusing on social and cultural practices. (Hyde, 2020). It can also be seen as a critique of 
positivism. Social constructionism includes a commitment to recognizing the social significance 
given to certain phenomena. This significance has been established through ongoing interaction 
and in non-chronological sequences and mirrors the power relations of interaction partners. 
(Romaioli & McNamee, 2021). The development of comprehensive dialysis services to support the 
life participation of these patients in their society requires an integrative and transformative 
approach that considers how medicine interfaces with social reality in dialysis centres (Himmelfarb 
et al.2020).    
   
The social constructivist theoretical standpoint argues that the social world and the individuals 
within it represent the products of their social, economic, and historical surrounding or the result of 
face-to-face interactions (Nickerson, 2024). At its base lies the notion that the human world exists 
through and within our interactions with others. Furthermore, the construction of the social world is 
accomplished through exchanges, similar to the way physical objects are constructed through their 
physical properties and the exchanges between them. Social interactions or dialogues with the 
‘significant others’ create and stabilize a consensual understanding of the world. (James, 2022).   
   
As the number of patients with End-Stage Renal Disease (ESRD) rises by roughly, nephrology 
centres seek additional staff and facilities to care for them (Cervantes et al., 2021). Their primary 
goal is maintaining patient life participation and wellbeing. To achieve these goals, more in-depth 
understanding and wider insights are essential. It is believed that investigating the social context 
(people), social relationships, and social exchanges can be beneficial in understanding the 
complexity of lived individual experiences (Cymorr Kirby Martinez, 2019). Social constructivist 
theory blends well with this study purpose by providing insights on the role of the social world in 
forming an individual. Patient life participation is a good lens to understand how patients with ESRD 
navigate their sufferings and adversities in everyday life (Cymorr Kirby Martinez, 2019).  
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14.3 SWOT Analysis 

 

Strengths  
 

Resilience and Adaptability:Several patients 
demonstrate high resilience, adjusting to new 
daily routines and staying optimistic in the 
face of serious health issues. This is evident 
in their ability to handle self-care on their own, 
exploring new interests, and adapting to the 
physical requirements of undergoing dialysis. 
  
 
Support Systems:Robust family support 
systems, which encompass both emotional 
and practical aid from partners, offspring, and 
other relatives, are prevalent. Additionally, 
community support, such as engagement with 
a church, also contributes significantly to the 
preservation of emotional health.  
 
 
Healthcare Access:Accessing medical care 
and being placed on the kidney transplant 
waitlist offers a prospect of better health 
results. Many individuals often express 
contentment with dialysis centres' and 
medical professionals' structure and 
assistance.  
 
 
Faith and Spirituality:Many patients draw 
strength and motivation from their firm beliefs 
and spiritual faith, finding comfort and hope in 
the face of health-related challenges.  

Weaknesses  
 
Physical Limitations:Continued health 
problems and the necessity for consistent 
dialysis greatly limit physical capabilities, 
movement, and vitality, affecting the 
independence and life quality of individuals. 
Exhaustion, discomfort, and other symptoms 
associated with dialysis restrict everyday 
tasks and social engagement.  
 
Financial Strain:The financial strain caused 
by transportation costs for dialysis and other 
medical needs is notable, especially when 
coupled with inadequate healthcare coverage 
or financial assistance. This often results in 
patients being unable to work or experiencing 
a decrease in income, ultimately leading to 
financial hardship.  
 
Social Isolation:Health issues and 
prescribed treatments often result in 
decreased social engagement and a sense of 
detachment from community and cultural 
events. This seclusion has the potential to 
affect mental and emotional well-being, 
leading to increased feelings of solitude and 
discontentment.    
 
Systemic Healthcare Gaps:Discrepancies 
within the healthcare system, like deficiencies 
in post-discharge assistance and home 
support aid, impact patients' access to all-
encompassing care.  

Opportunities  
 
 
Healthcare and Technological 
Advances:Progress in medical technology 
and therapies for kidney disease presents 
potential for enhancing health outcomes and 
easing can potentiallyis. Telehealth and 
home-based care choices have the potential 
to enhance access and lessen the need for 
hospital trips.  
 
Community and Social Support:Improving 
community support initiatives and building 
social connections for people with long-term 
health conditions can offer added emotional 

Threats  
 
 
Health Deterioration:The unpredictable 
course of CKD, and its potential for advancing 
into more severe stages, presents an ongoing 
challenge to patients' well-being and overall 
quality of life. The possibility of additional 
health issues arising and impacting treatment 
outcomes looms as a prominent worry.  
 
 
Social and Economic Insecurity:Limitations 
on participating in social events and activities 
could result in heightened feelings of being 
alone and can negatively affect mental well-
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assistance and lessen feelings of seclusion. 
Personalized communication and supportive 
tactics tailored to specific patient 
demographics can enhance the impact of 
healthcare.  
 
Government and Non-profit 
Resources:Exploring additional resources, 
subsidies, or assistance programs through 
government or non-profit organizations could 
help alleviate financial and practical 
challenges .Policy changes and increased 
financial support for transportation and home 
care services are potential areas for 
improvement  
 
Personal Development and 
Advocacy:Patients' ability to bounce back 
from difficult situations and maintain optimistic 
attitudes create chances for their own 
development and activism, allowing them to 
motivate and assist others dealing with 
comparable obstacles.  

being. Continual and possibly rising medical 
costs, along with the inability to work, may 
result in financial instability and could impact 
the ability to obtain essential medical care.  
 
 
Healthcare System Flaws:Deficiencies and 
ineffectiveness in the healthcare system could 
lead to insufficient care or assistance, directly 
impacting the patients' capacity to handle 
their condition. Relying on the healthcare 
system for overall wellness underscores the 
necessity for continual and thorough care.  
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14.6 Informed Consent for Patients 
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14.7 Informed Consent for Workers  
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14.8 Informed Consent for Neighbours 
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14.9 Interview Guide 
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14.10 Pictures During Research  

 

Sunday church service at The Pentecost Church of Belgium (Ghent) 

Permission was granted by PIWC Ghent to publish this picture 
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14.11 Questionnaires
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2. SONG-HD Fatigue 
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3. SONG Life Participation Care Outcome Measure

 

 

4. EQ-5D-5L 
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