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Abstract

The aim of this research is to assess the psychosocial well-being of individuals with chronic
kidney disease (CKD) undergoing hemodialysis and their caregivers. This is a cross-cultural
mixed-methods project conducted in two countries (a Sri Lankan study and a Polish study) and
two phases (quantitative followed by qualitative). The project resulted in five publications: a
research protocol, and a scoping review on cross-cultural differences in shame and guilt among
individuals with chronic diseases. The remaining three were based on the findings of the

original qualitative and quantitative studies.

Publication 1. Research protocol

The project protocol included the background of the study, objectives, research questions, study
design, methods, planned data analysis, and discussion. It provided a comprehensive overview
of chronic kidney disease (CKD), including its nature, prevalence, different stages, and
available treatments. The protocol also provided relevant literature and highlighted the
significance of the psychosocial well-being of individuals living with the CKD and their

caregivers in a cross-cultural context.

The study was designed as a mixed-method investigation of the psychosocial well-being of
individuals with CKD undergoing hemodialysis, as well as their caregivers in both Sri Lanka

and Poland.

The quantitative phase was planned to include participants undergoing haemodialysis treatment
for CKD from Sri Lanka (n = 63) and Poland (n = 63). Participants were to be assessed using
a set of standardized measures, including the Kidney Disease Quality of Life-Short Form

(KDQOL-SF), the Beck Depression Inventory (BDI), the Test of Self-Conscious Affect



(TOSCA), the Courtauld Emotional Control Scale (CECS), the Acceptance of Illness Scale

(AIS), as well as a demographic and medical information form.

The qualitative phase consisted of semi-structured interviews conducted with individuals
diagnosed with CKD, randomly selected from the initial quantitative sample, along with their
caregivers or close relatives. The interview guide explored key topics such as personal
experiences of living with CKD, understanding and perceptions of the illness, emotional
reactions to diagnosis, lifestyle changes, family relationships, sources of social and community
support, coping strategies, interactions with the medical system, and the role of religion,

culture, and government support in managing the disease.

Importantly, the number of participants in the qualitative phase was not predetermined. Given

the exploratory nature of this phase, sample size was to be guided by data saturation.

Publication 2. Scoping literature review

This scoping review examined how individuals with chronic diseases experience and navigate
emotional challenges, with a particular focus on cross-cultural differences in shame and guilt.
The authors applied a three-stage search strategy across the databases PubMed, Academic
Search Complete, APA PsycArticles, and APA Psyclnfo, covering publications up to 14
September 2023. A total of 20 empirical studies were included, encompassing both qualitative
and quantitative designs. These studies investigated shame- and guilt-proneness in the context

of chronic illness and explicitly reported participants’ nationality and/or ethnicity.

The review classified the included studies into five thematic categories: (1) individual
experiences, (2) risk behaviours, (3) patient care, (4) social attitudes and stigma, and (5) self-
perception. Findings were compared across individualistic and collectivistic cultural contexts.

The results highlighted that although shame and guilt are universal self-conscious emotions,
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their triggers, trajectories, and psychosocial consequences differ substantially across cultures.
For example, guilt tended to be more prominent in individualistic cultures, where internal moral
standards are emphasized, whereas shame appeared more salient in collectivistic societies,
where external social evaluation and social sanctions play a stronger role. Recognizing these
cross-cultural nuances is crucial for developing culturally sensitive psychosocial support

interventions for individuals living with chronic diseases across diverse cultural settings.

Publication 3. The Qualitative Study 1 (based on the Sri Lankan Subsample)

This study explored the experiences of individuals living with end-stage kidney disease
(ESKD) undergoing hemodialysis, as well as the experiences of their caregivers in Sri Lanka.
It aimed to examine how participants lived with and coped with the disease and the challenges

associated with long-term treatment.

The study followed an exploratory qualitative design. Semi-structured interviews were
conducted with 10 individuals undergoing hemodialysis and 5 caregivers at a dialysis unit.

Interviews were audio-recorded, transcribed, and analyzed using qualitative content analysis.

The findings revealed three key themes:

1. Impact on Standard of Living (Quality of Life)
2. Coping Strategies

3. Medical Experience

Traditional beliefs and practices strongly influenced participants’ perspectives across all
themes. The findings highlight the need for a comprehensive approach to CKD management
that considers not only the physical but also the emotional, psychological, and social

dimensions of living with the disease. Further research is recommended to inform the

11



development of culturally appropriate interventions aimed at improving the quality of life of

CKD patients and their caregivers.

Publication 4. The Qualitative study 2-Cross-Cultural Comparison (based on the Sri

Lankan and Polish Subsamples)

This paper further examines the results from the qualitative phase of the project, focusing on
the psychosocial experiences and treatment-related processes of individuals with ESKD and
their caregivers in two cultural contexts: Sri Lanka and Poland. Using an exploratory
qualitative design, the research involved semi-structured interviews with 18 individuals (10
from the Sri Lankan-Sinhalese group and 8 from the Polish group) undergoing hemodialysis,

as well as 8 caregivers (5 from the Sri Lankan-Sinhalese group and 3 from the Polish group).

The data were analyzed using conventional qualitative content analysis, which identified three

main themes:

1. Quality of Life
2. Coping Strategies

3. Medical Experiences

The findings demonstrated significant cultural and systemic differences shaping participants’
psychosocial well-being. In Sri Lanka, communal values, familial support, and traditional
practices played a key role in coping with the challenges associated with limited healthcare
resources. In contrast, Polish participants benefited from well-equipped healthcare systems and

emphasized personal resilience and self-determination.

This research underscores the importance of cultural and systemic frameworks in shaping the
lived experiences of patients with ESKD and their caregivers. By comparing Eastern and

Western contexts, the study provides novel insights that can inform the development of a
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conceptual model integrating collective and individual approaches to care. Overall, the findings
contribute to advancing culturally sensitive strategies for supporting psychosocial well-being

in chronic illness.

Publication 5. The Quantitative study: Cross-Cultural Comparison (Based on the Sri

Lankan and Polish Subsamples)

This study examined the psychosocial well-being of individuals with ESKD in two culturally
distinct populations: Sri Lanka and Poland. Using a cross-sectional quantitative design, the
research examined cultural differences in psychosocial functioning and health related well-
being and quality of life among individuals undergoing hemodialysis. The sample included 50
patients from Sri Lanka and 43 from Poland. Participants completed the Kidney Disease
Quality of Life Short Form (KDQOL-SF) Questionnaire, the Beck Depression Inventory
(BDI), and the Acceptance of Illness Scale (AIS). In addition, relevant medical data were

extracted from participants' health records.

The findings indicated that although both groups reported similar challenges, including CKD-
related symptoms, sleep difficulties, cognitive issues, and the daily burden of living with CKD,
there were also notable cross-cultural differences. Participants in Sri Lanka reported higher
levels of depression, poorer social quality of life, and lower perceived social support compared

with participants in Poland.

These results underscore the critical role of cultural context in shaping the psychosocial
experiences of individuals living with ESKD. The findings offer valuable implications for
developing culturally sensitive interventions to enhance psychosocial support and improve

well-being among patients undergoing haemodialysis across diverse settings.
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Streszczenie

Celem podjetych badan jest ocena dobrostanu psychospotecznego oséb z przewlekla chorobg
nerek (PChN) poddawanych hemodializie oraz ich opiekundw. Jest to migdzykulturowy
projekt o charakterze mieszanym, realizowany w dwoch krajach (badanie lankijskie i polskie)
oraz dwoéch fazach (ilosciowej, a nastepnie jakosciowej). Projekt zaowocowal piecioma
publikacjami: protokolem badawczym, przegladem literatury dotyczacym réznic kulturowych
w doswiadczaniu wstydu i poczucia winy u oséb z chorobami przewlektymi oraz trzema

publikacjami opartymi na wynikach oryginalnych badan jakosciowych i ilosciowych.

Publikacja 1. Protokél badawczy

Protokot projektu zawierat tlo badania, cele, pytania badawcze, projekt i metody badawcze,
planowang analiz¢ danych oraz oméwienie. Zawieral szczegétowy opis PChN, jej charakteru,
rozpowszechnienia, etapdw, dostgpnych metod leczenia, przeglad literatury oraz znaczenie
badania dobrostanu psychospolecznego os6b z chorobg i ich opiekunéw w kontekscie
migdzykulturowym. Badanie zaplanowano jako projekt o charakterze mieszanym, obejmujacy

zaréwno osoby z PChN poddawane hemodializie, jak i ich opiekunéw w Sri Lance i w Polsce.

W fazie ilosciowej planowano udzial uczestnikéw z Sri Lanki (n = 63) i Polski (n = 63), jednak
ostateczna liczba badanych zostata zmniejszona z powodu trudnosci praktycznych. Uczestnicy
byli oceniani przy uzyciu zestawu narzedzi, takich jak: Kwestionariusz jakosci zycia (KDQOL-
SF), Skala Depresji Becka (BDI), Test Samoswiadomego Afektu (TOSCA), Skala Kontroli
Emocji (CECS), Skala Akceptacji Choroby (AIS) oraz kwestionariusz danych

demograficznych i medycznych.

Faza jakosciowa obejmowata potustrukturyzowane wywiady z osobami chorujacymi na PChN

oraz ich opiekunami, wybranymi losowo z proby ilosciowej. Przewodnik wywiadu obejmowat
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zagadnienia takie jak: osobiste doswiadczenia zycia z choroba, postrzeganie choroby, reakcje
emocjonalne na diagnoze, zmiany w stylu zycia, relacje rodzinne, Zrodla wsparcia spotecznego,
strategie radzenia sobie, kontakty z systemem opieki zdrowotnej oraz rola religii, kultury i
wsparcia panstwa w radzeniu sobie z chorobga. Liczba uczestnikow fazy jakosciowej nie byta

z gbry okreslona — ustalano ja na podstawie nasycenia danych.

Publikacja 2. Przeglad literatury (Scoping Review)

Przeglad ten analizowal, w jaki sposob osoby z chorobami przewlektymi doswiadczaja i radza
sobie z emocjonalnymi trudnosciami, ze szczeg6lnym uwzglednieniem réznic kulturowych w
przezywaniu wstydu i poczucia winy. Autorzy zastosowali trdjstopniowa strategie
wyszukiwania (bazy danych: PubMed, Academic Search Complete, APA PsycArticles i APA
PsycInfo, stan na 14 wrzesnia 2023 r.) i wylonili 20 badan empirycznych o charakterze
jakosciowym i ilosciowym, w ktorych analizowano podatnos¢ na wstyd/poczucie winy u 0sob
z chorobami przewleklymi, przy jednoczesnym wskazaniu narodowosci lub pochodzenia

etnicznego uczestnikow.

Wyniki badan zostaly pogrupowane w pie¢ kategorii tematycznych (do$wiadczenia
indywidualne, zachowania  ryzykowne, opicka nad  pacjentem, postawy
spoteczne/stygmatyzacja oraz samoocena). Przeglad wykazal, ze chociaz wstyd i poczucie
winy sg emocjami uniwersalnymi, ich zrédta, przebieg i konsekwencje psychospoteczne r6znia
si¢ znaczaco w zaleznosci od kontekstu kulturowego. W kulturach indywidualistycznych
dominuje poczucie winy zwigzane z wewnetrznymi standardami moralnymi, natomiast w
kulturach kolektywistycznych — wstyd oparty na zewngtrznych sankcjach spolecznych.
Zrozumienie tych roznic jest kluczowe dla opracowania kulturowo wrazliwych interwencji

psychospotecznych dla 0s6b z chorobami przewlektymi.
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Publikacja 3. Badanie jakoSciowe 1 (préba lankijska)

Badanie to analizowalo doswiadczenia oso6b z koncowym stadium choroby nerek (ESKD)
poddawanych hemodializie oraz ich opiekunéw w Sri Lance. Miato na celu zrozumienie, w

jaki sposob doswiadczajg oni choroby i radzg sobie z wyzwaniami zwigzanymi z leczeniem.

Zastosowano  jakosciowy,  eksploracyjny  projekt = badawczy.  Przeprowadzono
pétustrukturyzowane wywiady z 10 pacjentami i 5 opiekunami. Dane zostaty przeanalizowane

metoda analizy tresci.

Wyniki ujawnity trzy gtéwne tematy:

1. Wplyw na standard zycia (jakos$¢ zycia)
2. Strategie radzenia sobie

3. Doswiadczenia medyczne

Tradycyjne wierzenia i praktyki silnie wptywaly na wszystkie tematy. Badanie podkresla
potrzebe kompleksowego podejscia do leczenia PChN, uwzgledniajacego nie tylko aspekty

fizyczne, lecz takze emocjonalne, psychologiczne i spoteczne.

Publikacja 4. Badanie jako$ciowe 2 — poréwnanie mi¢dzykulturowe (préba lankijska i

polska)

Artykut ten analizowal doswiadczenia psychospoleczne i proces leczenia 0sob z ESKD oraz
ich opiekunow w dwoch kontekstach kulturowych — w Sri Lance i w Polsce. Zastosowano
eksploracyjny projekt jakosciowy, przeprowadzajac poétustrukturyzowane wywiady z 18
pacjentami (10 z grupy lankijsko-syngaleskiej i 8 z grupy polskiej) oraz 8 opiekunami (5 z Sri

Lanki i 3 z Polski).

Analiza tresci ujawnila trzy gtéwne tematy:
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1. Jakos¢ zycia
2. Strategie radzenia sobie

3. Doswiadczenia medyczne

Wyniki wykazaly istotne réznice kulturowe i systemowe wplywajace na dobrostan
psychospoteczny uczestnikow. W Sri Lance kluczowg rolg odgrywaty wartosci wspolnotowe,
wsparcie rodziny i praktyki tradycyjne w kontekscie ograniczonych zasobow opieki
zdrowotnej, podczas gdy uczestnicy z Polski korzystali z lepiej wyposazonych systemow

medycznych i podkreslali osobista odporno$¢ oraz samodzielnos¢.

Badanie podkresla znaczenie ram kulturowych i systemowych w ksztalttowaniu doswiadczen
pacjentow z ESKD i ich opiekunéw oraz dostarcza podstaw do tworzenia kulturowo

wrazliwych strategii opieki.

Publikacja 5. Badanie iloSciowe — porownanie miedzykulturowe (préba lankijska i

polska)

Celem tego badania byto poréwnanie dobrostanu psychospotecznego osob z ESKD w dwoch
odmiennych kulturowo populacjach: w Sri Lance i w Polsce. W badaniu przekrojowym wzi¢lo
udzial 50 pacjentéw z Sri Lanki i 43 z Polski. Zastosowano kwestionariusze: Kwestionariusz
jakosci zycia (KDQOL-SF), Skala Depresji Becka (BDI) oraz Skala Akceptacji Choroby

(AIS).

Wyniki pokazaly, ze chociaz pewne trudnosci — takie jak objawy choroby, problemy ze snem,
zaburzenia poznawcze i codzienne obcigzenia — sa wspodlne, to jednak istniejg wyrazne roznice
migdzy grupami. Uczestnicy z Sri Lanki wykazywali wyzszy poziom depresji, gorszg jakos¢

zycia spolecznego i mniejsze wsparcie spoleczne w poréwnaniu z uczestnikami z Polski.
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Wyniki te podkreslaja znaczenie kontekstu kulturowego w ksztaltowaniu doswiadczen
psychospotecznych os6b z ESKD i stanowig podstawe do opracowania kulturowo
adekwatnych interwencji wspierajacych dobrostan pacjentéw w réznych srodowiskach

kulturowych.

Stowa kluczowe: przewlekla choroba nerek, hemodializa, dobrostan psychospoteczny,

opiekunowie, poréwnanie migdzykulturowe, strategie radzenia sobie.
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Introduction

Background

More than half of the general population lives with at least one chronic disease, with
approximately one-third experiencing multiple chronic conditions (Keles et al., 2006; USRDS
Annual Data Report: Epidemiology of Kidney Disease in the United States, 2020; Fuertes et
al., 2025). Medical advancements have extended the lifespans of many individuals afflicted
with chronic diseases. Therefore, a key aim of healthcare in chronic disease management

should be to maintain a satisfactory health-related quality of life (HRQOL).

According to the World Health Organization (WHO), quality of life (QOL) is a multifaceted
concept defined as individuals' perceptions of their position in life within the context of their
culture and value systems, relative to their goals, expectations, and standards (Megari, 2013).
HRQOL refers to a specific form of QOL related to health and diseases (Dean et al., 2017) and
a multidimensional concept connected with physical, mental, emotional, and social functioning
(Senanayake et al., 2020). Hence, HRQOL can be identified as a subjective phenomenon that
can be influenced by individuals’ experiences, expectations, and beliefs (O'Shaughnessy &
Elder, 2009). Chronic diseases typically progress slowly over a prolonged period and often
require long-term medical intervention. Most chronic illnesses have the potential to deteriorate
patients' overall health by restricting their ability to lead fulfilling lives, limiting functional
abilities and productivity, reducing HRQOL, and significantly increasing healthcare expenses
(Devins, 1983). According to Megari (2013), these health conditions include cancer, stroke,

diabetes, HIV, bowel diseases, renal disease, and central nervous system disorders.
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Chronic Kidney Disease

Chronic kidney disease (CKD) is a progressive disease characterized by its incurable nature
and high levels of morbidity and mortality. Therefore, CKD has emerged as one of the most
prominent causes of death and suffering in the 21st century (Kovesdy, 2022; Zaragoza-
Fernandez et al., 2025). It is prevalent among the general adult populace, particularly those
afflicted with diabetes and hypertension (Kalantar-Zadeh et al., 2021). The understanding and
categorization of CKD have changed over the years. Currently, global standards define CKD
as a reduction in kidney function, indicated by a glomerular filtration rate (GFR) below 60
mL/min per 1.73 m?, or the presence of kidney damage markers, or both, persisting for at least
three months, irrespective of the root cause (Webster et al., 2017). Because GFR is closely
associated with the risk of complications, CKD is categorized into five stages based on GFR
levels: Stage 1, with a GFR greater than 90 mL/min per 1.73 m?; Stage 2, with a GFR between
60 and 89 mL/min per 1.73 m?; Stage 3, with a GFR between 30 and 59 mL/min per 1.73 m?
Stage 4, with a GFR between 15 and 29 mL/min per 1.73 m? and Stage 5, with a GFR less
than 15 mL/min per 1.73 m? (Levey & Coresh, 2012). Once an individual enters stage 5, their
condition advances to what's known as end-stage kidney disease (ESKD). This signifies a
critical point where kidney function is severely impaired, rendering it incapable of adequately
supporting the body's needs. At this juncture, patients typically necessitate treatments such as
dialysis, renal transplant therapy, or conservative care to manage their condition (Webster et

al., 2017).

Prevalence of CKD

A 2010 study on CKD prevalence and its impact revealed that, globally, 10.4% of men and
11.8% of women aged 20 and above had CKD stages 1-5. Notably, differences were observed

based on geographic regions and income levels, with higher prevalence in low- and middle-
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income countries. Specifically, CKD stages 3-5 affected 4.7% of men and 5.8% of women in
this age group worldwide (Kovesdy, 2022). Numerous nations have implemented surveillance
initiatives aimed at tracking cases of kidney failure managed through dialysis and
transplantation. The incidence and prevalence rates fluctuate due to variations in the prevalence
of underlying diseases and the accessibility of government-funded treatment. Webster et al;
(2017) found that diabetes and hypertension are the main causes of CKD in all high-income,
middle-income, and many low-income countries. Thus, they mentioned, that 30%-50% which
is 285 million people are suffering from diabetes worldwide and it is expected to increase by
69% in developed countries and 20% in middle-income and low-income countries by 2030.
Furthermore, more than a quarter of the adult population estimated to have hypertension in
2000 and it is was expected estimated to be increased by 60% by 2025 (Kearney et al., 2005).
In several countries, the incidence has surged to approximately 200 cases per million annually.
Notably, in the USA, Taiwan, and certain parts of Mexico, the incidence is approaching 400
cases per million, with the sharpest rise observed among older individuals (Levey & Coresh,
2012). Diabetes is recognized as the primary cause of CKD, and it's projected that the incidence
of diabetes will surge by more than 150% in South Asia alone from 2000 to 2035 (Liyanage et
al., 2022). Moreover, there's a growing occurrence of CKD cases with unknown origins in
certain regions of South Asia, such as Sri Lanka and India (Ranasinghe et al., 2019; Tatapudi
et al., 2018). The prevalence of CKD has been rising over the last three decades, especially
among Sri Lankan farming communities, due to the identifying CKD with unknown etiology
(CKDu) and the increment of non-communicable diseases (NCDs) such as hypertension and
diabetes mellitus (Kafle, 2019). CKD is increasing worldwide at an annual growth rate of 8%
(Senanayake et al., 2017) and is ranked among the top 20 causes of death according to the
Global Burden of Diseases (Adejumo et al., 2019). Furthermore, complications of CKD include

anemia, bone disease, and increased risk of cardiovascular disease and cancer (Webster et al.,
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2017). Moreover, due to economically nonviable treatment methods, there is expected to be an
increase of 70% in ESRD among patients in developing countries (Gunathilaka et al., 2014).
However, there remains a lack of high-quality epidemiological data regarding contemporary
CKD prevalence in many regions, which limits accurate projections for the future.
Additionally, kidney registries in Asia have primarily focused on systematic data collection for
patients who have reached kidney failure and require kidney replacement therapy, thereby

limiting the availability of comprehensive information (Liu et al., 2015).

Polish data indicate that CKD is a significant contributor to cardiovascular disease risk
(Zdrojewski et al., 2016). A study conducted in Poland among individuals with CKD, both on
and off hemodialysis, found a higher prevalence of depression among those receiving
hemodialysis treatment (Cwiek et al., 2017). This finding emphasizes the importance of
monitoring mental health in CKD patients and ensuring access to timely psychological support.
Another study examined the prevalence of CKD and its association with socioeconomic status
among older adults in Poland, reporting that approximately one-third of the elderly population
is affected by CKD (Chudek et al., 2013). Notably, CKD was more common among urban
residents, non-smokers, individuals who abstain from alcohol, and those with lower levels of
physical activity. Additionally, a comparative study assessing the quality of life of
hemodialysis patients with ESRD showed a significantly lower quality of life compared to a

healthy control group (Dembowska et al., 2022).
Quality of Life and Psychosocial Well-being

Psychosocial well-being is a broad concept that encompasses emotional and psychological
health, as well as social functioning and community well-being. According to the Encyclopedia
of the UN Sustainable Development Goals (Kumar, 2020), psychosocial well-being is a

multifaceted notion intertwined with various determinants of health, such as physical,
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economic, social, mental, emotional, cultural, and spiritual factors. Diener & Diener (1995)
emphasized that subjective well-being, closely related to perceived quality of life, includes both
cognitive evaluations of life satisfaction and emotional responses. They highlighted personality
traits, income levels, and social support in influencing well-being across diverse cultures.
Importantly, perceptions and experiences of factors contributing to well-being may diverge
between individualistic and collectivist cultures. Psychosocial well-being is predictive of QOL,
both in the general population and among those with chronic illnesses (Dean et al., 2017).
Because, the concept of QOL is akin to psychosocial well-being, encompassing emotional,

social, and physical elements (Eirosa-Orosa, 2020).

The Rationale for the Current Study

The present research project, “Psychosocial well-being among individuals with chronic kidney
disease undergoing hemodialysis treatment and their caregivers: A mixed-method study in Sri
Lanka and Poland,” is grounded in several key considerations drawn from existing empirical

evidence.

Firstly, CKD remains a significant global health challenge that requires urgent attention.
Despite advancements in CKD management, particularly in developed countries, the burden of
the disease persists in low- and middle-income countries such as Sri Lanka. This underscores
the importance of addressing the psychosocial well-being of CKD patients undergoing
hemodialysis, as clinical concerns often overshadow this aspect. Research by McKercher et al.
(2013), Wimalawansa (2015), and Liyanage (2015) highlights the multidimensional impact of
CKD on patients' lives, emphasizing the need for comprehensive care approaches.
Additionally, the provision of psychosocial support to both patients and their families, as
advocated by Ranasinghe and Ranasingha (2015), is critical to mitigating the broader societal

and individual challenges posed by CKD.
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Secondly, CKD is often associated with stigma and psychosocial challenges, including feelings
of' shame, guilt, and social isolation. These challenges may be exacerbated by the visible effects
of dialysis and changes in physical appearance, as highlighted by Pedreira Robles and Aguayo-
Gonzélez (2019). Addressing stigma-related processes and emotional distress is therefore vital

to strengthening resilience and improving overall well-being among patients and caregivers.

Thirdly, cultural beliefs and behaviors significantly influence health perceptions and treatment-
seeking behaviors. As emphasized by Kleinman et al. (1995) and Turner (1996), understanding
cultural contexts is essential for delivering effective healthcare. Conducting a study in two
culturally distinct settings - Sri Lanka and Poland, enables a comparative examination of how
cultural beliefs and practices shape the psychosocial experiences of CKD patients and their
caregivers. This cross-cultural approach not only broadens the understanding of culturally

specific needs but also informs the development of tailored interventions.

Moreover, learning from the experiences of countries such as Poland, which adhere to WHO
and EU standards for CKD treatment, can provide valuable insights into best practices that

could be adapted to improve CKD care in Sri Lanka.

This comparative approach may help identify strategies to strengthen psychosocial support,
improve healthcare delivery, and guide policy development for individuals undergoing

hemodialysis.

In conclusion, this mixed-method study addresses an important research gap by examining the
psychosocial well-being of individuals with CKD receiving hemodialysis treatment and their
caregivers in Sri Lanka and Poland. By integrating cultural context and employing a mixed-
method design, the study aimed to generate actionable insights and recommendations to

improve psychosocial support and quality of care in both settings. Furthermore, drawing on
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Poland’s implementation of WHO/EU treatment standards may help identify adaptable
practices to strengthen CKD management in Sri Lanka. This cross-cultural framework is
therefore essential for informing effective, culturally responsive healthcare strategies for

individuals living with CKD.

Objectives

Objectives of the Original Study (Publications 1, 3, 4, 5)

The study’s primary objective is to investigate the psychosocial well-being of individuals with
CKD undergoing hemodialysis and their caregivers in Sri Lanka and Poland. The specific

objectives were as follows:

To compare the psychosocial well-being of individuals with chronic kidney

disease undergoing hemodialysis in Sri Lanka and Poland.

e To evaluate medical (having diabetes, having hypertension) and social factors
(gender, age, marital status) that might be associated with psychosocial well-
being of individuals with chronic kidney disease undergoing hemodialysis.

e To explore how individuals with chronic kidney disease undergoing
hemodialysis and their caregivers experience the disease and the process of
treatment in Sri Lanka and Poland.

e To provide guidelines / recommendations to improve psychosocial well-being

among individuals with chronic kidney disease undergoing hemodialysis and

their caregivers in Sri Lanka.

Objective of the Scoping Literature Review (Publication 2)

o To review and synthesize the existing literature on shame and guilt in the

context of chronic diseases across different cultures.
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Materials and Methods

This study was conducted according to the guidelines of the Declaration of Helsinki and
approved by the Ethics Committee for Research Projects at the Open University of Sri Lanka
(Protocol number: ER/2022/007; date of approval:15.07.2022) and the University of Gdansk
(protocol number: 03/2023; date of approval:13.03.2023). Informed consent was obtained from

all participants involved in the study.

Study Design

This PhD research employed a convergent mixed-methods design to investigate the
psychosocial well-being of individuals with ESKD undergoing hemodialysis and their
caregivers in Sri Lanka and Poland. The mixed-methods approach enabled the integration of
quantitative assessments of psychosocial outcomes with qualitative exploration of lived
experiences, thereby offering a comprehensive and culturally informed understanding of
psychosocial well-being. The study was conducted in sequential phases, and findings from both
components were later integrated. Detailed methodological procedures are presented in the

published protocol and empirical studies included in this thesis.

Study Setting and Study Group

The study was conducted in two purposively selected hemodialysis units: the General Hospital
(Teaching) in Kandy, Sri Lanka, and the University Clinical Center of the Medical University
of Gdansk, Poland. These sites were selected to represent differing healthcare contexts and

sociocultural environments.

The study population consisted of adult individuals diagnosed with stage 5 CKD and receiving
hemodialysis, as well as their primary caregivers. Caregivers were defined as individuals

identified by the participants with CKD as their main providers of emotional and/or practical
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support. Both related and non-related caregivers were included to capture diverse caregiving

arrangements.

Eligibility Criteria

Individuals with CKD

Individuals were eligible for inclusion if they were aged between 18 and 70 years, had a
confirmed diagnosis of stage 5 CKD, and were undergoing hemodialysis treatment at the time
of recruitment. Participants were required to have been receiving hemodialysis for at least six
months to ensure adequate exposure to the psychosocial demands associated with long-term
treatment. To support culturally grounded comparisons, eligibility was limited to Sinhala-
speaking participants in the Sri Lankan sample and Polish nationals in the Polish sample. The

presence of comorbid medical conditions was not considered an exclusion criterion.

Individuals were excluded if they did not meet the inclusion criteria, declined to provide
informed consent, or were unable to participate due to physical or psychological limitations

that prevented meaningful engagement in the study.

Caregivers

Caregivers were eligible for inclusion if they were identified by participating individuals with
CKD as significant caregivers, were aged 18 years or older, and provided informed consent.
Both family members and non-related caregivers, such as close friends, were considered

eligible.

Caregivers were excluded if they did not meet the inclusion criteria, refused to provide consent,

or lacked the physical or mental capacity to participate in the study procedures.
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Data Collection and Procedure

Data collection was carried out in two sequential phases. In the quantitative phase, individuals
with CKD completed a set of standardized self-report questionnaires assessing psychosocial
well-being, along with a sociodemographic survey. HRQOL was assessed using the KDQOL-
SF, depressive symptoms were measured using the BDI, and acceptance of illness was
evaluated using the AIS. The sociodemographic survey collected information on variables such
as age, gender, marital status, education level, employment status, and self-reported clinical
characteristics. Quantitative analyses included comparisons between Sri Lankan and Polish
participants using parametric and non-parametric statistical tests, depending on data
distribution, with effect sizes reported where appropriate (see the details of the publication 5

for full details).”

The qualitative phase involved in-depth interviews with a subsample of individuals with CKD
undergoing hemodialysis who had participated in the quantitative phase, as well as their
caregivers, who were recruited specifically for the qualitative phase. The number of
participants for this phase ware not predetermined; instead, recruitment continued until data
saturation was achieved. Qualitative data were analysed using conventional content analysis.

Detailed qualitative procedures and analytic procedure are reported in the Publication 3 and 4.

Findings from the quantitative and qualitative phases were subsequently integrated using a
convergent mixed-methods design. This integration provided a comprehensive understanding
of psychosocial well-being among individuals undergoing hemodialysis and their caregivers

and informed the subsequent studies included in this doctoral thesis.
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Scientific Publications

Protocol (Publication 1)

This chapter is based on: Bulathwatta, D. T., Borchet, J., Rudnik, A., & Bidzan, M. (2023).
Psychosocial well-being among individuals with chronic kidney disease undergoing
hemodialysis treatment and their caregivers: A protocol of a mixed method study in Sri Lanka

and Poland. Frontiers in Psychology, 14. https://doi.org/10.3389/fpsyg.2023.1194991

Overview of the protocol

The protocol outlined the study’s background, objectives, methods, data analysis, general
discussion about expected outcomes. The following section summarizes this protocol, which

constitutes the first publication included in this thesis.

The protocol addresses the psychosocial dimensions of chronic kidney disease (CKD) among
patients undergoing hemodialysis and their caregivers in two distinct cultural contexts-Sri
Lanka and Poland (Bulathwatta et al., 2023). Although CKD has been extensively examined
from biomedical and epidemiological perspectives, relatively little research has explored the
psychosocial burden associated with long-term hemodialysis, particularly within cross-cultural
frameworks. The increasing global prevalence of CKD and its multifaceted impact on patients’
physical, emotional, and social well-being, underscores the need for comparative research in

this area (Kovesdy, 2022; Webster et al., 2017).

The protocol conceptualizes CKD as a chronic, life-altering illness that extends beyond
physiological deterioration to encompass substantial psychological distress, social isolation,

and economic strain. Patients undergoing hemodialysis often experience limitations in
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mobility, dietary freedom, and employment, while caregivers shoulder considerable emotional
and practical responsibilities. Together, these factors contribute to reduced health-related
quality of life (HRQOL) and compromised psychosocial well-being (Gerogianni &

Babatsikou, 2014; Filgueiras de Assis Mello & Angelo, 2018).

Despite these challenges, psychosocial aspects of CKD remain underrepresented in the
literature, particularly in non-Western contexts such as Sri Lanka, where sociocultural factors-
including stigma, shame, and guilt-may influence health behaviors and perceptions (Pedreira
Robles & Aguayo-Gonzalez, 2019; Ranasinghe & Ranasingha, 2015). In contrast, Poland
represents a European context with more established health infrastructure and adherence to
WHO/EU CKD treatment standards. Comparing these two settings enables an examination of
how cultural orientations (e.g., collectivistic vs. individualistic tendencies) may influence the
experiences of patients and caregivers, including coping processes and illness acceptance

(Diener & Diener, 1995; Kleinman et al., 1995).

Furthermore, the protocol highlights the significance of understanding emotional regulation
mechanisms such as emotional suppression, guilt, and shame proneness, which may vary across
cultural and social environments. These psychosocial processes can affect treatment adherence,
resilience, interpersonal functioning, and, ultimately, patients’ HRQOL and caregivers’ mental

health (Stage, 2022; King-Wing Ma & Kam-Tao Li, 2016).

By integrating quantitative measures of HRQOL, depression, emotional suppression, shame
and guilt proneness, and acceptance of illness with qualitative exploration of lived experiences,
the protocol adopts a mixed-method design. This approach ensures a comprehensive
understanding of CKD’s psychosocial dimensions while accommodating cultural variability

and contextual nuances (Bulathwatta et al., 2023).

31



Research Questions

This study aimed to explore the psychosocial well-being of individuals with CKD undergoing
hemodialysis and their caregivers in Sri Lanka and Poland. The research questions were as

follows:

Quantitative Phase:

e Are there differences in HRQOL, depression, emotional suppression, shame- and guilt-
proneness, and acceptance of illness among individuals with CKD undergoing

hemodialysis in Sri Lanka and Poland?

e Do demographic and clinical factors (e.g., gender, age, marital status, diabetes, and
hypertension) predict variations in HRQOL, depression, emotional suppression, shame-
and guilt-proneness, and acceptance of illness among individuals with CKD undergoing

hemodialysis?

Qualitative Phase:

e How do patients with CKD experience the disease and the process of hemodialysis
treatment?
e How do caregivers of individuals with CKD undergoing hemodialysis experience the

disease and the caregiving process?

Methods

The study adopted a mixed-methods design to explore the psychosocial well-being of
individuals with ESKD undergoing hemodialysis and their caregivers in Sri Lanka and Poland.
Two hemodialysis units-District Teaching Hospital, Kandy (Sri Lanka) and the University
Clinical Center of the Medical University of Gdansk (Poland)-were purposively selected to
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ensure diverse representation. Participants included adults diagnosed with stage 5 CKD and

their primary caregivers who met inclusion criteria and provided informed consent.

In the quantitative phase, psychosocial well-being was assessed using standardized self-report
instruments measuring health-related quality of life (KDQOL-SF), depression (BDI),
emotional suppression (CECS), and illness acceptance (AIS), along with a sociodemographic
survey. Data from 126 participants (63 Sri Lankans, 63 Polish) were analyzed using SPSS 25,
employing regression models and group comparisons to examine cross-cultural differences and

predictors of psychosocial outcomes.

The qualitative phase included semi-structured interviews with a purposively selected
subsample of individuals undergoing hemodialysis and their caregivers. The exact sample size
was not predetermined, as the qualitative component was exploratory; instead, recruitment
continued until data saturation was achieved. Interviews focused on participants’ lived
experiences, coping strategies, and sources of social and emotional support. Qualitative data

were analyzed using conventional content analysis to identify key themes and patterns.

Finally, findings from both phases were integrated to provide a comprehensive understanding

of psychosocial well-being and to guide the subsequent studies in this PhD project.

Table 1
Summary of Study Design
Phase Group 1 Group 2 Method Instruments Study Data
(Sri (Polish) design analysis
Lankan)
1 63 patients 63 patients  Quantitative Kidney Cross- Statistical
Disease sectional analysis:
Quality of design regression
Life-Short models,
Form testing
(KDQOL-SF) differences
Version 1.3 between two
Beck samples (t-
Depression test for two
Inventory
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The The sample Qualitative
sample size is not

size is pre-

not pre- determined

determined beforehand

beforehand

Test of Self-
Conscious
Affect
(TOSCA-3)
Courtauld
Emotional
Control Scale
(CECS)
Acceptance of
Illness Scale
(AIS)
Semi-
structured
interviews

Cross-
sectional
design

independent

samples or
U

Mann—
Whitney
test)

Qualitative
content
analysis
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Discussion

This study investigates the psychosocial well-being of individuals with CKD undergoing
hemodialysis and their caregivers in Sri Lanka and Poland using a mixed-methods approach.
By integrating quantitative assessments and qualitative interviews, the study provides a
comprehensive understanding of both measurable outcomes-such as health-related quality of
life, depression, emotional suppression, shame- and guilt-proneness, and acceptance of illness-

and the lived experiences of patients and caregivers (Bulathwatta et al., 2023).

The research addresses an important gap in cross-cultural studies of CKD, highlighting the
ways in which cultural and systemic factors may shape psychosocial well-being. Comparing
Sri Lankan and Polish samples enables exploration of potential differences in coping strategies,
access to social and emotional support, and the broader impact of CKD and hemodialysis on
patients and caregivers. The findings from this study are expected to inform culturally sensitive

interventions and contribute to guidelines for holistic care (Bulathwatta et al., 2023).

Several potential challenges were anticipated. These include participants’ understanding of the
study purpose, particularly in Sri Lanka, where individuals from low-income backgrounds
might expect financial or material benefits from participation. To reduce this risk, detailed
participant information sheets and clear verbal explanations were used to manage expectations
and ensure informed consent. In addition, the study acknowledges potential limitations related
to sample size; therefore, appropriate statistical methods and cautious interpretation of findings

were applied to reduce bias and enhance validity (Bulathwatta et al., 2023).

Ethical considerations were rigorously addressed. Approval was obtained from the the Ethics
Committee for Research Projects at the Open University of Sri Lanka (ER/2022/007) and the
University of Gdansk (03/2023). Informed consent is obtained from all participants who were

informed of their right to withdraw at any time without consequences. Confidentiality was
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ensured, and all data were securely stored and will be destroyed in accordance with ethical

guidelines following publication. (Bulathwatta et al., 2023).

Overall, this study is expected to make a meaningful contribution to understanding the
psychosocial well-being among CKD patients and their caregivers across different cultural
contexts. The findings may provide a foundation for culturally appropriate psychosocial

support and informing healthcare policies and practices (Bulathwatta et al., 2023).
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Scoping Literature Review (Publication 2)

This chapter is based on: Bulathwatta, D. T., Borchet, J., Rudnik, A., & Bidzan, M. (2024).
The cross-cultural differences in shame and guilt among individuals with chronic diseases —

A scoping review. Polskie Forum Psychologiczne (Polish Psychological Forum), 29(2), 135—

164. https://doi.org/10.34767/PFP.2024.02.02

Introduction

Publication 2 serves as a comprehensive literature review that examines the experience of
shame and guilt among individuals with chronic illnesses across diverse cultural contexts.
Specifically, it highlights the contrasting ways these emotions are experienced in

individualistic versus collectivist cultures, particularly in relation to chronic health conditions.

Emotions are critical to understanding the lived experiences of individuals with chronic
diseases, as they play a pivotal role in the recovery process. While extensive research has been
conducted on psychological issues such as depression and anxiety- emotions often
characterized by sadness and fear-there remains a significant gap in the literature concerning
how individuals experience shame and guilt in the context of chronic illness (Bulathwatta et
al., 2024a). Even less attention has been paid to the influence of culture on these emotions and
their subsequent impact on recovery. Therefore, the objective of this study is to review and
synthesize existing literature on shame and guilt in the context of chronic diseases across

different cultures.
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Method

This study employed a scoping review methodology to comprehensively explore how shame
and guilt are experienced by individuals with chronic diseases across different cultural contexts
(Bulathwatta et al., 2024a). The approach followed the framework proposed by Arksey and
O’Malley (2005), which is designed to map existing literature, identify conceptual gaps, and
accommodate both qualitative and quantitative studies. Unlike systematic reviews, this method
was particularly appropriate given that many included studies treated culture as a contextual or

sample-related factor rather than a primary variable (Bulathwatta et al., 2024a).

A structured three-step search strategy was conducted on 14 September 2023 across four major
electronic databases: PubMed, Academic Search Complete, APA PsycArticles, and APA

PsycInfo. The search combined terms related to chronic illness, culture, and shame/guilt (e.g.,

2% 99 <¢ 9% <

“chronic,” “culture,” “shame-proneness,” “guilt-proneness”). The initial search identified 63
articles, which were screened for relevance based on titles and abstracts, resulting in 20 studies

meeting inclusion criteria (Bulathwatta et al., 2024a).

Eligible studies included individuals diagnosed with chronic diseases, explored shame or guilt
experiences, and specified participants’ cultural backgrounds to allow classification into
collectivistic (shame-based) or individualistic (guilt-based) cultures. Only observational
empirical studies (qualitative or quantitative) published in English and peer-reviewed journals

were included (Bulathwatta et al., 2024a).

The final set of studies was categorized into five thematic areas: individual experiences, risk
behaviors, patient care, social attitudes/stigma, and self-perception in the context of chronic

diseases (Bulathwatta et al., 2024a).
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Results

The review analyzed 20 empirical studies spanning approximately 69 years, focusing on self-
conscious emotions-shame and guilt-among individuals with chronic diseases across diverse
cultural contexts (Bulathwatta et al., 2024a). Findings were organized into five thematic
categories reflecting key psychosocial dimensions: individual differences, risk behaviors,
patient care, social attitudes/stigma, and self-perception. Within each category, studies were
further classified according to cultural settings: individualistic, collectivistic, and comparative

studies.
Category 1: Individual Differences

Emotional experiences of shame and guilt were influenced by cultural, demographic, and
psychological factors. In individualistic cultures (e.g., Netherlands: Ten Klooster et al., 2014;
Canada: Harrison et al., 2017), societal acceptance and disease awareness were associated with
lower emotional distress. Conversely, collectivistic cultures (e.g., Turkey: Taskintuna &
Ozgiiriimez, 2011; Egypt: EI-Mansoury et al., 2008) showed that cultural norms and communal
expectations could heighten guilt, depression, and anxiety, highlighting the critical role of

cultural context in shaping emotional responses to chronic illness.
Category 2: Risk Behaviors

Two qualitative studies examined shame, guilt, and risk behaviors. Shahram et al. (2017) found
that Indigenous pregnant women in Canada who used psychoactive substances linked low self-
esteem and internalized negative feedback to shame and guilt, which in turn hindered help-
seeking. In Sweden, Lindqvist and Hallberg (2010) reported that guilt was associated with
smoking in individuals with chronic obstructive pulmonary disease (COPD), indicating self-

blame as a barrier to positive health behaviors.
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Category 3: Patient Care

Three studies addressed shame and guilt in patient care within cultural contexts. Mondia et al.
(2011) highlighted how family closeness, hierarchical respect, and gender roles influenced
emotional expression in Asian American families. Okazaki (2000) reported that shame and
stigma delayed treatment in Asian Americans with severe mental illness, despite family
support. Abrams and Finesinger (1953) found that guilt-driven denial and avoidance of
symptoms hindered timely cancer care. These findings underscore the need for culturally

sensitive care that addresses emotional barriers to treatment.

Category 4: Social Attitudes/Stigma

Four studies examined social attitudes and stigma. Cerna et al. (2022) found guilt—but not
shame—associated with chronic physical conditions. Gilbert (2000) reported interrelations
among shame, social anxiety, and depression in the UK, while guilt was unrelated. In the
collectivistic Dominican Republic, Cantisano et al. (2012) observed high shame and guilt
among individuals with HIV/AIDS, limiting emotional disclosure. Browne et al. (2013) noted
stigma, blame, and restricted opportunities for type 2 diabetes patients in Australia.
Collectively, these studies illustrate the influence of cultural context on emotional responses

and experiences of stigma.

Category 5: Self-Perception

Four studies examined self-perception in collectivistic cultures. Ho and Goh (2017) reported
HIV patients in Singapore reconstructing identity within a shame-based society. Dam et al.
(2016) compared hepatitis B virus (HBV) stigma in Vietnamese populations in Ho Chi Minh
City and Chicago, revealing cultural differences in self-blame and shame. Walker et al. (2017)
highlighted regret, self-blame, and systemic marginalization among Maori with CKD in New

Zealand. Subandi and Good (2018) identified shame as a cultural indicator for illness, recovery,
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and relapse among Javanese individuals with psychotic disorders. These findings emphasize

the importance of culturally tailored approaches for effective chronic disease care.
Synthesis

Across the 20 studies, cultural context was a primary determinant of shame and guilt
experiences in chronic illness. Individualistic cultures generally emphasized guilt linked to
personal responsibility, whereas collectivistic cultures emphasized shame connected to
communal expectations and social norms. These cultural differences intersected with
demographic and psychological factors, affecting emotional responses, risk behaviors,
healthcare engagement, and self-perception. Overall, the findings highlight the importance of
culturally sensitive research, clinical care, and psychosocial interventions for individuals living

with chronic diseases (Bulathwatta et al., 2024).
(For full results, please refer to the Results section in Publication 2).
Discussion

The scoping review provides important insights into how culture shapes the emotional
experiences of individuals with chronic diseases, particularly regarding shame and guilt
(Bulathwatta et al., 2024a). Findings indicate that in individualistic cultures, higher awareness
of disease, access to advanced treatments, and social support networks enhance coping and
reduce stigma, with guilt serving as a motivator for proactive disease management. Conversely,
collectivistic cultures emphasize interconnectedness and communal values, often amplifying
shame, which may hinder help-seeking and emotional disclosure (Ho & Goh, 2017; Tagkintuna

& Ozgiirimez, 2011; Subandi & Good, 2018).

Cultural influences on shame and guilt are persistent, even when individuals migrate to
societies with different healthcare systems, highlighting the enduring impact of native cultural

norms on emotional responses (Dam et al., 2016; Mondia et al., 2011; Okazaki, 2000).
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Additionally, psychosocial and demographic factors—such as social support, personal beliefs,
and education—interact with cultural background to shape emotional experiences to a greater
extent than clinical disease characteristics alone (Ten Klooster et al., 2014; Harrison et al.,

2017; El-Mansoury et al., 2008).

These findings underscore the need for culturally sensitive interventions in chronic disease
care. Tailored strategies that consider cultural attitudes toward shame and guilt can improve
emotional well-being, reduce stigma, and promote effective disease management across
diverse populations (Bulathwatta et al., 2024a). The review also highlights the importance of
incorporating cultural nuances into clinical practice and psychosocial support, ensuring holistic

and inclusive care for patients from both individualistic and collectivistic backgrounds.
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Qualitative Study 1 (Publication 3)

This chapter is based on : Bulathwatta, D. T., Rudnik, A., & Bidzan, M. (2024). All good
without anything good. Beyond survival: Understanding the psychosocial experiences of
individuals with chronic kidney disease and their caregivers in Sri Lanka. Health Expectations,

27(4), e14157. https://doi.org/10.1111/hex.14157

Introduction

Chronic kidney disease (CKD) has emerged as a major health challenge within Sri Lanka,
particularly in rural farming communities where both chronic kidney disease of unknown
etiology (CKDu) and lifestyle-related causes such as hypertension and diabetes are prevalent
(Kafle et al., 2019). Within the Sri Lankan healthcare system-historically shaped by colonial
biomedical models and often limited in psychosocial resources-patients and caregivers
experience substantial emotional, social, and cultural burdens throughout the illness trajectory
(Mills, 2007). Traditional beliefs, limited access to supportive care, and stigma surrounding
illness further shape how individuals experience treatment and cope with the disease. In this
context, the present study aimed to explore the psychosocial experiences and treatment
journeys of individuals undergoing hemodialysis and their caregivers in Sri Lanka, to identify
culturally grounded needs and inform more holistic approaches to patient care (Bulathwatta et

al., 2024b).

Method

Procedure

This qualitative study is part of a larger mixed-method project examining the psychosocial

well-being of individuals with CKD undergoing hemodialysis and their caregivers in Sri Lanka
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and Poland. All participants received an informational document outlining the study objectives
and provided written consent. Data were collected through semi-structured interviews
conducted at the hemodialysis unit of the National Hospital, Kandy, Sri Lanka, between
October 1 and October 31, 2022. The interviews were conducted by the principal investigator,
a qualified female researcher with expertise in qualitative methods, who is also a university

lecturer holding an MSc degree and practicing as a psychologist.

Participants

15 participants were recruited through purposive sampling, including 10 patients with Stage 5
CKD undergoing hemodialysis and 5 caregivers identified by the patients as their primary
supporters. The sample comprised 8 females (53%) and 7 males (47%), with a mean age of 48
years. Inclusion criteria for patients were Stage 5 CKD, hemodialysis treatment for at least six
months, age 18—70 years, and Sinhala nationality with Buddhist faith. Caregivers were required
to be 18 years or older and identified by the patient as a significant supporter, irrespective of
relationship type. Detailed demographic information is reported in the published article

(Bulathwatta et al., 2024b).

Data Collection

Interviews ranged from 35 to 60 minutes and continued until data saturation was reached. All
interviews were audio-recorded, transcribed verbatim in Sinhala, and translated into English.
Back-translation was performed to ensure accuracy, and independent researchers cross-
checked the translations. Participants were invited to review their transcripts to confirm

accuracy before analysis.

Data Analysis

An inductive approach using conventional content analysis was employed (Bulathwatta et al.,

2024b). Two researchers independently coded the data to enhance reliability and reduce bias,
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following triangulation guidelines. Themes and categories were finalized after consensus
discussions between the researchers, in line with Elo and Kyngids (2008). Open-ended
interview questions facilitated a rich exploration of participants’ lived experiences and

psychosocial challenges related to CKD.

Results

Following data analysis, three overarching themes emerged: (a) standard of living (quality of
life), (b) coping strategies, and (c¢) medical experience. The themes were found to be mutually

interconnected, with the “power of tradition” influencing all three (see Fig. 1).

Theme 1: Standard of Living (Quality of Life)

The quality of life was impacted across three categories:

e Work life: Most participants reported disruptions in employment, difficulties

continuing jobs, or early retirement due to dialysis schedules.

o Family life: Disease affected family dynamics; some participants experienced isolation

as relatives and friends withdrew.

o Everyday life: Daily living was challenged by dietary restrictions, financial difficulties
(reported by 9 out of 10 participants), and the ongoing need to adapt to the disease and

comorbidities.

Theme 2: Coping Strategies

Participants relied on multiple strategies to manage CKD:
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Attitudes: Experiences ranged from helplessness to proactive adherence to hospital

timetables, dietary restrictions, and medication.

Psychosocial support: Support from family, friends, and limited government assistance

(reported 2 out of 10 participants) helped mitigate the challenges.

Spirituality/Religion: Buddhist beliefs and cultural practices (e.g., Bodhi Puja,
protective rituals) provided emotional relief and shaped perceptions of suffering,

destiny, and karma.

Perception of the disease: Many were surprised at their diagnosis and struggled with

understanding CKD, leading to lowered life expectations.

Theme 3: Medical Experience

This theme encompasses participants’ experiences with diagnosis, gaining knowledge, and

treatment:

Process of Diagnosis: Participants reported varied experiences—some developed
CKD secondary to diabetes or hypertension, while others progressed to ESKD
suddenly, requiring immediate dialysis. Frequent testing for dialysis and
transplantation often caused insecurity and anxiety.

Gaining Knowledge: Many participants felt they received insufficient information from
doctors. Explanations were often limited to prescribing medications, leading to

confusion due to inconsistent or unclear guidance from multiple sources.

Treatment: Treatment challenges included: Treatment challenges included difficulties
with travel, medication availability, transplantation, and interactions with healthcare

staff.
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Cross-Cutting Influence: Power of Tradition

The power of tradition was evident across all themes, influencing coping strategies, illness
perceptions, and engagement with treatment. Cultural and religious beliefs provided meaning,
resilience, and guidance in navigating daily challenges, emphasizing the importance of

culturally informed interventions for patients and caregivers.

Figure 1
A Model lllustrating the Mutual Relationship among Three Identified Themes and the

Influence of the Power of Tradition on Them.

The Power
of Tradition

Quality of Life
(Standard of living)

VAN

Coping Strategies ¢«———> Medical experience

Discussion

This study explored the psychosocial experiences of individuals with stage 5 CKD and their
caregivers in Sri Lanka, revealing three key areas: standard of living, coping strategies, and
medical experiences, with the “power of tradition” acting as a cross-cutting influence that

shaped these dimensions.
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Living with CKD significantly disrupted daily life, leading to financial hardship, social
isolation, and emotional strain. Similar to findings in Europe, social support and positive
psychological appraisals were found to be vital for sustaining well-being (Maguire et al., 2021;
Roberti et al., 2018). However, in the Sri Lankan context, psychosocial distress was further
exacerbated by structural constraints, including limited resources, long travel distances
required to access dialysis, and underfunded healthcare services. These findings align with
evidence suggesting that socioeconomic barriers and systemic inequalities intensify the burden

of CKD, particularly in low-resource settings (Roberti et al., 2018).

Coping strategies reflected a complex interplay of religious beliefs, acceptance, and resilience.
Participants often turned to Buddhism and other cultural practices—such as meditation, bodhi
puja, and wearing protective charms—as means of emotional regulation. These strategies
mirror the importance of spirituality and religious coping reported in prior studies (Chatrung
et al., 2014; Bravin et al., 2019; Burlacu et al., 2019). The concept of karma and the acceptance
of impermanence helped individuals interpret illness as part of destiny, which may serve as a
psychological buffer in the context of limited healthcare access. As Joshi (2014) and
Wimalasena and Marks (2019) note, such beliefs play an important, though sometimes

uncritical, role in guiding coping behaviors in Sri Lankan society.

Medical experiences profoundly influenced psychosocial well-being. Participants often felt
inadequately informed about treatment, experienced logistical difficulties, and struggled with
limited access to medication. These challenges highlight gaps in patient-centered
communication and continuity of care, reflecting broader concerns in global CKD management
(Kalantar-Zadeh et al., 2021). Moreover, uncertainty about treatment outcomes and limited
understanding of disease progression contributed to emotional distress. This finding contrasts
with evidence from other chronic illness populations, where more positive and coherent illness
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perceptions are associated with better psychological adjustment and coping (Rymon Lipinska
& Nowicka-Sauer, 2022). Symptoms of depression and anxiety were frequently described,
consistent with evidence that CKD patients are at heightened risk of psychological distress

(Hedayati, 2010; Senanayake et al., 2018).

Overall, this study (Bulathwatta et al., 2024b) highlights the intersection between biomedical
care and traditional belief systems in shaping the psychosocial realities of CKD in Sri Lanka.
The results underscore the need for integrated and culturally responisive interventions that that
combine health education, psychological support, and an awareness of local explanatory

models of illness in order to improve the quality of life of both patients and caregivers.
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Introduction

This study explores and compares the psychosocial experiences of individuals with end-stage
kidney disease (ESKD) and their caregivers in Sri Lanka and Poland, emphasizing how cultural
meanings and healthcare systems shape their lived realities. In Sri Lanka, the rising burden of
CKD, particularly in rural agricultural regions, intersects with economic hardship, limited
medical resources, and deeply rooted cultural beliefs (Kafle et al., 2019; Bulathwatta et al.,
2024b). Despite the availability of free public healthcare, the ongoing economic crisis and
resource limitations have led to medication shortages, restricted access to essential services,
and increased dependence on informal support networks (Kumar, 2019; Weerakoon et al.,
2024). Within this context, Buddhist concepts such as karma and impermanence often influence

how individuals interpret illness and suffering, offering both comfort and a sense of resignation.

In contrast, Poland’s universal healthcare system ensures broad access to dialysis and
transplantation (R6j, 2020; Debska-Slizien et al., 2021), yet patients still face psychological
distress and emotional isolation (Cwiek et al., 2017). Polish cultural traditions, shaped by
Catholic values and an emphasis on individual responsibility, foster different coping

strategies—often centering on endurance, autonomy, and personal strength.
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By comparing these two contexts, the study aims to uncover how sociocultural values and
healthcare structures interact to shape the psychosocial well-being of individuals and caregivers
living with ESKD. The findings contribute to the development of culturally sensitive

approaches to chronic illness care and psychosocial support.

Methods

Design

This study employed a qualitative design as part of a broader mixed-method project
investigating the psychosocial well-being of patients with ESKD undergoing hemodialysis and
their caregivers in Sri Lanka and Poland. Written informed consent was obtained from all
participants after providing detailed study information. Semi-structured interviews were
conducted in hemodialysis units in Sri Lanka (October 2022) and Poland (October 2023—May
2024). One Polish caregiver interview was conducted online due to logistical constraints.
Trained researchers in both countries conducted interviews, ensuring ethical conduct,

debriefing, and psychological support when needed.

Participants

A purposive sampling approach was used to recruit participants aligned with the study
objectives (Palinkas et al., 2015; Bulathwatta et al., 2023). The final sample included 18
patients (10 Sri Lanka, 8 Poland) and 9 caregivers (5 Sri Lanka, 4 Poland). Participants were
selected based on nationality and religion to ensure cultural homogeneity: Sinhala Buddhist for
Sri Lanka and Polish Catholic for Poland. Patients were diagnosed with Stage 5 CKD (ESKD),
undergoing hemodialysis for more than six months, aged 18—84 years. Caregivers were
identified by patients as significant supporters and were aged 18 or older. Participants who did

not meet inclusion criteria, declined consent, or lacked capacity were excluded.
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Data Collection

Semi-structured interview guides were developed for patients and caregivers, covering
experiences, emotions, relationships, social support, and medical care. Interviews lasted 35-60
minutes, with field notes taken. All interviews were audio-recorded, transcribed verbatim in
Sinhala or Polish, and translated into English. Translations were verified via back-translation
and independent review to ensure cultural and linguistic accuracy. Member checking was
conducted to confirm transcript fidelity. Triangulation of interviews, field notes, member

checking, and independent analyses by multiple researchers enhanced trustworthiness.

Data Analysis

An inductive conventional content analysis approach was employed to identify patterns,
categories, and overarching themes in the data (Joffe et al., 2004; Hsieh & Shannon, 2005).
Researchers independently coded transcripts developed subcategories and categories, and
refined themes collaboratively. Triangulation, analytic notes, and team discussions ensured
credibility and reliability. Key findings were visualized using thematic maps and country-

specific conceptual models (Figure 3).

Results

Participant Characteristics

The study included 15 participants from Sri Lanka (53% female, 47% male; mean age 48 years)
and 12 participants from Poland (75% female, 25% male; mean age 29 years). Participants
included both patients with ESKD and their caregivers, representing the targeted cultural and

religious backgrounds: Sinhala Buddhists in Sri Lanka and Polish Catholics in Poland.
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Identified Themes

Three major themes emerged across both countries, illustrating the complex psychosocial
experiences of patients and caregivers: quality of life, coping strategies, and medical
experiences. These themes appeared to be interconnected, highlighting the complex interplay
of factors affecting participants’ experiences and summarized in the thematic map (Figure 2).
Cultural context influenced these experiences, with the “Power of Tradition” shaping the Sri
Lankan participants’ experiences, while the “Power of (my)self” was predominant among

Polish participants (Figure 3).

Figure 2

Thematic Map Illustrating the Main Themes, Categories, and Subcategories
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Theme 1: Quality of Life

Quality of life was shaped by four categories: financial hardship, work life, family life, and

everyday life.

o Financial hardship was more pronounced among Sri Lankan participants, reflecting

economic crisis, out-of-pocket healthcare costs, and travel difficulties for dialysis.
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Polish participants experienced more variable financial consequences, with some

reporting strain and others relative stability.

Work life was affected in both samples, including resignations, part-time or remote
work arrangements to accommodate treatment, and adjustments due to caregiving

responsibilities.

Family life was central to participants’ support systems in both countries, providing

practical and emotional assistance.

Everyday life challenges included dietary restrictions, social isolation, and reduced
social participation, particularly among Sri Lankan participants due to structural

barriers and limited resources.

Theme 2: Coping Strategies

Participants employed adaptive and maladaptive strategies to manage disease-related

challenges.

Adaptive coping included family cohesion, social support, religious/cultural practices

(Sri Lanka), positive thinking, goal setting, and knowledge-seeking (Poland).

Maladaptive coping involved helplessness, hopelessness, withdrawal, mistrust, and

social isolation, affecting participants’ ability to manage illness effectively.

Theme 3: Medical Experiences

Medical experiences encompassed knowledge of the disease, self-management, and attitude

towards the treatment process.
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o Knowledge and self-management: Sri Lankan participants reported limited
understanding of ESKD, whereas Polish participants actively sought information and

engaged in self-care practices.

e Treatment : Sri Lankan participants highlighted infrastructural challenges, medication
shortages, and long travel for dialysis, while Polish participants reported high

satisfaction with accessible, individualized healthcare services.

Figure 3

Mutual Relationships among the Three Themes under the Influence of the “Power of
Tradition” (Sri Lanka) and the “Power of (My) Self” (Poland).

The Power The Power
of Tradition of (My)Self
Quality of Life Quality of Life
(Standard of living) (Standard of living)
Coping Strategies «——> Medical experience Coping Strategies <——> Medical experience

Discussion

This study provides a cross-cultural comparison of the psychosocial experiences and treatment
processes of patients with ESKD and their caregivers in Sri Lanka and Poland. The findings
highlight three interrelated themes-quality of life, coping strategies, and medical experiences-
shaped by cultural, economic, and healthcare contexts. Participants in both countries reported
significant physical, psychological, and financial burdens due to ESKD. While Polish

participants generally benefited from systemic healthcare support and financial stability, Sri
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Lankan participants faced widespread economic challenges compounded by resource
limitations and the ongoing economic crisis (Bulathwatta et al., 2023; Senanayake et al., 2018;
Zigtalewicz & Bargiel-Matusiewicz, 2024). Despite these differences, family support emerged

as a universal factor fostering resilience across contexts.

Cultural context strongly influenced coping strategies. Polish participants emphasized
autonomy, goal-setting, and cognitive reframing, reflecting individualistic cultural values,
whereas Sri Lankan participants relied on communal support, religious rituals, and traditional
values consistent with collectivist societal norms (Bulathwatta et al., 2023; Maguire et al.,
2021; Fischer & Gronning, 2021). Importantly, both samples also described maladaptive
coping responses, such as hopelessness, withdrawal, and symptoms of depression, highlighting

the universal need for psychosocial interventions to support both patients and caregivers.

Medical experiences revealed disparities in healthcare accessibility and quality. Polish
participants reported satisfaction with individualized care within a well-structured healthcare
system, whereas Sri Lankan participants encountered infrastructural challenges, long travel
distances for dialysis, and medication shortages (Bulathwatta et al., 2023; Boonstra et al.,
2022). These findings underscore the importance of culturally and contextually sensitive

strategies that address local resource constraints while enhancing patient and caregiver support.

The study further conceptualizes two frameworks influencing psychosocial wellbeing: the
“Power of (My)Self” in Poland, emphasizing resilience and self-reliance, and the “Power of
Tradition” in Sri Lanka, highlighting communal and spiritual influences. These models
demonstrate how cultural, spiritual, and psychological factors interact to shape coping and

overall wellbeing (Bulathwatta et al., 2023; Eloia et al., 2021; Siqueira et al., 2019).

Overall, the study emphasizes the need for culturally tailored interventions that integrate local

values, address healthcare disparities, and foster both individual and communal coping
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strategies. Its findings provide actionable insights for patient-centered care, psychosocial
support, and health policy, particularly in resource-limited settings, while contributing to a

global understanding of culturally sensitive ESKD management.
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Introduction

Beyond its physiological impact, end-stage kidney disease (ESKD) imposes considerable
psychosocial burdens, affecting emotional well-being, social functioning, and overall quality
of life. While these effects have been explored within single-country contexts, cross-cultural
differences in healthcare systems, social support structures, and cultural beliefs may shape

patients’ psychosocial outcomes in distinct ways.

This study investigates the psychosocial well-being of individuals with ESKD undergoing
hemodialysis in Sri Lanka and Poland. Specifically, it examines the association between key
social and medical factors and psychosocial well-being, as well as cross-country differences in
health-related quality of life, depression, and illness acceptance. By integrating medical and
social variables within a cross-cultural framework, the study aims to provide insights that
inform contextually appropriate strategies to enhance the psychosocial care of individuals

living with ESKD in diverse healthcare settings.
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Methods

Study Design

This quantitative study is part of a broader mixed-methods project examining psychosocial
well-being among individuals with ESKD undergoing hemodialysis in Sri Lanka and Poland.
A cross-sectional design was employed, using standardized questionnaires and medical records
to assess health-related quality of life (HRQoL), depression, and illness acceptance. This
approach facilitated structured data collection, group comparisons, and assessment of social

and medical factors associated with psychosocial well-being.

Study Setting

Data were collected from two purposively selected hemodialysis units: the District Teaching
Hospital in Kandy, Sri Lanka, and the University Clinical Center of the Medical University of
Gdansk, Poland. Kandy was selected for its central location and access to patients from across
Sri Lanka, while Gdansk was chosen as an urban, well-connected setting within a tertiary

healthcare institution.

Participants

Participants were recruited through purposive sampling to ensure comparable age and gender
distributions between countries. Inclusion criteria were age over 18, diagnosed with CKD stage
G5D, undergoing hemodialysis, and of Sinhalese (Sri Lanka) or Polish (Poland) nationality. A
total of 93 participants were included (N = 50 in Sri Lanka; N = 43 in Poland). Participants
provided informed consent and were assigned unique identifiers to ensure anonymity. Ethical

approval was obtained from the Open University of Sri Lanka and the University of Gdansk.
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Data Collection

Participants completed validated instruments, including the Kidney Disease Quality of Life—
Short Form (KDQOL-SF 1.3), Beck Depression Inventory (BDI), and Acceptance of Illness
Scale (AIS) to measure HRQoL, depression, and illness acceptance. Sociodemographic data
(age, gender, education, marital status, occupation, religion) were collected via survey. Medical
information was obtained from two sources: self-reports (time since CKD diagnosis, diabetes,
hypertension) and hospital records (hemoglobin levels, dialysis adequacy as Kt/V). In Sri
Lanka, questionnaires were administered by the principal investigator, while in Poland, unit

staff assisted due to language-related and organizational considerations.

Data Analysis

All analyses were conducted using SPSS Version 29. Group differences were assessed with
independent sample t-tests, Mann—Whitney U tests, chi-square, or Fisher’s exact tests, with
p<0.05 considered statistically significant. Effect sizes were calculated using Cohen’s d.
Equity-relevant factors, including nationality, age, gender, education, occupation, marital

status, and religion, were considered following the PROGRESS-Plus framework.

Results

Study Group Description

A total of 93 individuals with ESKD undergoing hemodialysis were recruited, including 50
participants from Sri Lanka (Sinhalese) and 43 from Poland (Polish). The Sri Lankan sample
consisted mostly of men (n = 34) and women (n = 16), aged 24 to 75 years (M = 51.08, SD =
10.99). The Polish sample was more gender-balanced (male n = 22; female n = 18; 3
participants did not report gender), aged 27 to 88 years (M = 54.21, SD = 14.07). Time since

CKD diagnosis ranged from 6 to 169 months in Sri Lanka (M = 37.90, SD = 37.60) and less

64



than a month to 30 years in Poland (M = 102.16, SD = 123.03). Further participant

characteristics are presented in Table 2.

Table 2

Sample Characteristics (N=93)

Sinhala Polish
Variable Pvalue
(N =50) (N =43)
Gender Man, n (%) 34 (68) 22 (55) 0.296 (chi-
Woman, n (%) 16 (32) 18 (45) sq2x2)
Not reported, n 0 3
Age Mean (SD) 51.08 (10.99) 53.23 (14.78) 0.490 (U
Not reported 0 4 Mann-
Whitney)
Education Primary, n (%) 6 (12.0) 3(7.7) <0.001
Junior secondary, n (%) 28 (56.0) 6(154) (Fisher 4x2)
Senior secondary, n (%) 15 (30.0) 17 (43.6)
Collegiate & tertiary, n (%) 1(2.0) 13 (33.3)
Not reported 0 4
Occupational Employed, n (%) 19 (38.0) 23 (76.7) 0.022 (chi-
status Unemployed, n (%) 31(62.0) 7(23.2) sq2x2)
Not reported, n 0 13
Marital status Married, n (%) 39 (81.3) 20 (48.8) <0.001
Single, n (%) 9 (18.8) 7 (17.1) (Fisher 5x2)
Informal relationship, n (%) 0 6 (14.6)
Widowed, n (%) 0 4(9.8)
Divorced, n (%) 0 4(9.8)
Not reported 2 2
Religion Buddhist, n (%) 50 (100.0) 0 <0.001
Christian (not specified), n 0 3 (15%) (Fisher
(%) 6x2)
Catholic, n (%) 0 13 (30.2%)
Atheist, n (%) 0 1 (5%)
Muslim, n (%) 0 1 (5%)
Jehowah's witness, n (%) 0 2 (10%)
missing data 0 23
Diabetes Present, n (%) 32 (64.0) 14 (37.8) 0.028 (chi-
Not reported, n 0 6 sq2x2)
Hypertension Present, n (%) 43 (86.0) 27 (75%)
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Not reported, n 0 7 0.311 (chi-
sq2x2)
Cardiovascular | Present, n (%) 4 (8.0) 16 (45.7) <0.001
disease Not reported, n 0 8 (chi-sq 2 x
2)
Time since Mean (SD), months 37.90 (37.60) | 102.12 0.504 (U
CKD diagnosis (123.03) Mann-
Not reported 0 10 Whitney)
Haemoglobin Mean (SD), g/dL 9.1 (1.3) 10.7 (0.7) <0.001 (U
level Not reported 33 26 Mann-
Whitney)
KV Mean (SD) 1.64 (0.31) 0.480 (U
1.61 (0.25) Mann-
Whitney)

Note: K#/V = hemodialysis treatment adequacy

Social and Medical Factors

Social factors differed significantly between groups, with disparities observed in education,
marital status, religion (p < 0.001), and occupational status (p = 0.02). Age and gender were
similar between groups due to the matching sampling approach. Medical factors were largely
comparable, including time since CKD diagnosis (p = 0.50), self-reported hypertension (p =
0.31), and dialysis adequacy (Kt/V; p = 0.48). However, Polish participants had higher
prevalence of diabetes (p < 0.05), cardiovascular disease (p < 0.001), and higher hemoglobin

levels (p < 0.001), reflecting differences in healthcare access.

Psychosocial Well-Being

Comparison of psychosocial outcomes indicated that Sri Lankan patients reported lower
HRQoL in positive domains, including social support, patient satisfaction, emotional well-
being, social functioning, and general health perceptions (Cohen’s d > 0.8). They also reported
higher levels of depression, role limitations, pain, and fatigue (d > 0.8), indicating a greater
burden in negative domains. Moderate differences were observed for burden of kidney disease,
quality of social interactions (d > 0.5), and sexual function (d > 0.5). No significant differences
were found for symptom levels, daily life impact, sleep, physical and cognitive functioning,

work status, dialysis staff encouragement, or illness acceptance (p > 0.05).
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Overall, both groups showed similar levels of illness acceptance, but Sri Lankan patients

experienced a higher burden of disease, more pain, greater role limitations, higher depression,

and lower social support and functioning. This suggests lower overall psychosocial well-being

among Sri Lankan patients compared to their Polish counterparts. These results are summarized

in Table 3.

Table 3

Psychosocial well-being among Sri Lankan (SL) and Polish (PL) ESKD Patients

Parameters Subsample M | SD t/Z  p-value effect size (Cohen’s
(n) value d)

KDQOL symptom SL (50)  69,50[14,76 -,257 ,798 -,053
PL (43)  70,44[20,57

KDQOL effect of kidney disease on daily life ~ SL (50)  53,19|12,41 -,858 ,393 -,180
PL (42) 56,65]25,16

KDQOL burden of kidney disease SL (50)  25,00[19,19 -3,538 <,001%*** - 736
PL (43) 43,12[29,74

KDQOL work status SL (50)  18,00[33,14 -1,782  ,078 -,371
PL (43)  31,40[39,37

KDQOL cognitive function SL (50) 71,60{16,21 -,538 ,592 -,113
PL (41)  73,98]25,73

KDQOL quality of social interactions SL (50) 57,33|16,82 -2,842 ,006* - 616
PL (41) 69,43]22,61

KDQOL sexual function SL (46)  70,3830,32 2,742  ,008* ,626
PL (33) 49,24]38,14

KDQOL sleep SL (50)  42,53[14,59 -1,043  ,300 -,220
PL (43) 46,03|17,42

KDQOL social support SL (50)  55,33[22,45 -4,474 <,001%** -,935
PL (42)  76,19[22,13

KDQOL dialysis staff encouragement SL (50) 67,25|16,34 -1,704  ,093 -,368
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PL (41)  74,09[20,99

KDQOL patient satisfaction SL (50) 4,0210,65 -6,342 <,001*** -1,336

PL (41)  5,32|1,25

SF36 physical functioning SL (50) 44,20/15,82 -1,723 ,088 -,358

PL (43) 52,67]30,32

SF36 role limitations caused by physical SL (50) 1,50110,61 -5,891 <,001*** -1,241
problems

PL (41) 38,2142,53

SF36 pain SL (50)  39,21{18,40 -4,418 <,001*** -925

PL (42) 62,1430,76

SF36 general health perceptions SL (50)  18,90]10,51 -5,366 <,001*** -1,116

PL (43)  36,52020,28

SF36 emotional wellbeing SL (50)  37,44{19,37 -7,093 <,001*** -1,482

PL (43)  66,98]20,57

SF36 role limitations caused by emotional  SL (50) 11,39[26,58 -8,884 <,001*** -1,872
problems

PL (41)  72,36/38,66

SF36 social function SL (50)  36,50{15,74 -4,848 <,001%** -1,015

PL (42) 61,0131,38

SF36 energy or fatigue SL (50) 31,40[16,78 -4,580 <,001%** -953

PL (43) 50,81123,90

BDI SL (49) 18,04[6,26 4,079 <,001*** ,852

PL (43) 11,56/8,89

AIS SL (33) 22,85/3,73 -1,296  ,199 -,301

PL (42) 24,81]8,03

Note: Kidney Disease Quality of Life = KDQOL-SF, Beck Depression Inventory = BDI, Acceptance of Illness
Scale = AIS; t = t-test value, Z = Z test value, *p<0.05; **p=0.01; ***p<0.001

Discussion

The quantitative findings reveal both universal and culture-specific psychosocial impacts of
ESKD among Sri Lankan and Polish participants. Common challenges included illness
acceptance, symptom burden, physical and cognitive difficulties, sleep problems, and the effect
of CKD on daily life, consistent with global data on CKD patients (Fletcher et al., 2022;

Senanayake et al., 2017; Gunarathne et al., 2022).
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Illness acceptance did not differ significantly between groups, suggesting a potentially
universal coping response to life-threatening illness (Felton et al., 1984). However, cultural
beliefs, particularly Theravada Buddhism in Sri Lanka, may shape how acceptance is
understood and expressed. For example, illness may be interpreted through a karmic
framework, and suffering may be viewed as inevitable, which may support psychological
adjustment without necessarily translating into improved quality of life (Silva, 2011;

Obeyesekere, 1985; Ananda & Ali, 2022).

Significant differences emerged in psychosocial outcomes. Sinhalese participants reported
higher depression, greater role limitations, more pain, and weaker social support, reflecting
both systemic healthcare limitations and cultural factors (Karran et al., 2023; Wanigasuriya,
2019; Senanayake et al., 2018). In contrast, Polish patients experienced better emotional well-
being, social functioning, and general health perceptions, which may be associated with greater
access to healthcare resources, stronger institutional support, and rehabilitation services
(Kubanek et al., 2024; Senanayake, 2018). Nevertheless, some domains, such as sexual
function, were lower among Polish patients, possibly due to co-morbidities, treatment burden,
and culturally shaped barriers to discussing sexuality in more conservative settings (Izdebski

et al., 2022; Szelewa, 2021).

The study highlights the role of social determinants and systemic inequities in shaping
psychosocial outcomes. Rural residence, limited health literacy, financial constraints, and
cultural misconceptions contributed to the higher psychosocial burden among Sri Lankan
patients (Liyanage, 2022; Bulathwatta et al., 2024b; O'Neill et al., 2014; De Maio, 2015). These
findings underline the need for culturally sensitive interventions, integration of psychological
support, and educational initiatives to address stigma, enhance coping, and improve overall
psychosocial well-being in CKD care.
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Strengths of this study include its cross-cultural design, providing comparative insights into
how cultural, social, and healthcare factors influence psychosocial well-being. Limitations
include the small sample size, cross-sectional design, and reliance on self-reported data, which

may introduce cultural bias and limit generalizability.

In conclusion, while some aspects of psychosocial burden are universal, Sinhalese patients
experience higher depression and weaker social support than Polish patients, highlighting the
need for systemic and culturally tailored interventions to reduce inequities and improve
psychosocial care for ESKD patients (Barsoum, 2006; Izdebski et al., 2022; Szelewa, 2021;

Bulathwatta et al., 2024a).
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Discussion and Summary of own Research

General Discussion

This doctoral project examined the psychosocial well-being of individuals with CKD
undergoing hemodialysis and their caregivers in Sri Lanka and Poland through a mixed-
methods design integrating a scoping review, qualitative investigations, and a quantitative
comparison. Together, these studies offered a multidimensional understanding of how culture,
healthcare systems, and social structures shape the lived experience and emotional adaptation

of patients and their caregivers.

The project revealed both universal and culture-specific dimensions of psychosocial well-
being. Across contexts, patients experienced fatigue, pain, sleep difficulties, depressive
symptoms, and functional limitations, reflecting a global pattern of emotional and physical
burden among individuals with ESKD (Fletcher et al., 2022; Senanayake et al., 2017;
Gunarathne et al., 2022). However, clear cultural contrasts emerged. Sri Lankan-Sinhalese
participants, embedded in a collectivist society guided by Buddhist and traditional values,
relied heavily on religious and communal coping but reported higher depression, weaker social
support, and lower quality of life than Polish participants (Karran et al., 2023; Wanigasuriya,
2019; Senanayake et al., 2018). In contrast, Polish participants demonstrated stronger
autonomy-based coping and emotional well-being, benefitting from a structured healthcare

system and psychosocial rehabilitation (Kubanek et al., 2024; Senanayake, 2018).

The findings also confirm that illness acceptance may represent a universal coping response,
although its meaning appears to differ across cultural contexts. For Sinhalese participants,
acceptance reflected spiritual resignation linked to karma and impermanence (Silva, 2011;
Obeyesekere, 1985; Ananda & Ali, 2022) whereas for Polish patients it was often associated
with realistic adjustment and active management of illness. Synthesizing evidence across the
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included studies supports the conceptual distinction between two overarching frameworks: the
“Power of (My)Self” (autonomy-driven resilience in Poland) and the “Power of Tradition”
(community and spirituality in Sri Lanka. These frameworks help explain how sociocultural

values shape emotion regulation, coping strategies, and patterns of help-seeking across settings.
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Table 4

Collective Characteristics of Publications Included in the Doctoral Cycle

Publication Study type Study Aim Design and Key findings Main conclusion
number group/Sample tools used
1 Protocol Not applicable To design and Conceptual Established Provided structured foundation
outline the mixed- paper methodological and and ensured methodological
method project on describing ethical framework for coherence across qualitative and
psychosocial well- research subsequent empirical quantitative phases.
being of individuals rationale, studies.
with CKD ethics, and
undergoing mixed-method
hemodialysis and design.
their caregivers in
Sri Lanka and
Poland
2 Scoping Literature on To explore cross-  Scoping review Identified cultural Highlighted the need for
literature review  chronic diseases  cultural differences guided by differences in emotional  culturally sensitive psychosocial
(global) in shame and guilt Arksey and responses to chronic approaches in chronic
among individuals O’Malley disease—shame in disease management.
with chronic (2005) collectivist, guilt in
diseases. framework individualist cultures
3 Qualitative Study ~ Sri Lankan CKD to delve into the An exploratory ~ Three interrelated main Conclusion: Highlights the need
1 patients and psychosocial Qualitative themes emerged: (1) for holistic CKD care integrating
caregivers experiences and design was Impact on Standard of physical, emotional, and social
treatment journeys employed, Living (Quality of Life), aspects while addressing
of individuals utilizing semi (2) Coping Strategies, traditional influences.
diagnosed with structured and (3) Medical
CKD and their interviews Experience, with a strong
caregivers. influence of traditional
beliefs and practices
4 Qualitative Study ~ Sri Lankan and To explore the An exploratory  Three themes—quality of The study underscores the
2 Polish CKD psychosocial

qualitative life, coping, and medical

importance of culturally informed
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Quantitative
Study

patients and
caregivers

Sri Lankan and
Polish CKD
patients
undergoing
hemodialysis

experiences and
treatment processes
of individuals with
ESKD and their
caregivers in Sri
Lanka and Poland,
focusing on
cultural, systemic,
and personal
influences on
wellbeing.
To examine the
psychosocial well-
being of individuals
with ESKD in Sri
Lanka and Poland,
exploring how
cultural differences
may influence their
psychological
experiences and
quality of life.

design was
employed,
utilizing semi
structured
interviews

Cross-sectional
survey;
validated
psychometric
instruments;
KDQOL, BDI
and AIS

experiences—emerged.
Polish participants relied
on individual resilience
(“Power of Self”), while
Sri Lankans depended on
cultural and communal
coping (“Power of
Tradition™); resource
gaps and emotional
struggles varied between
contexts
CKD symptoms, sleep
problems, cognitive
difficulties, and overall
burden were common to
both groups. However,
Sri Lankan participants
reported higher
depression, lower social
quality of life, and
weaker social support
than Polish participants.

care, suggesting that interventions
should acknowledge and integrate
both autonomy-based and
tradition-based coping styles to
meet diverse psychosocial needs
in ESKD management.

Cultural context strongly shapes
psychosocial experiences in
ESKD, underscoring the need for
culturally sensitive interventions
to enhance psychosocial support
and quality of life.
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Integration of Study Components

The scoping review provided an empirical foundation by mapping cultural variations in shame
and guilt across chronic illnesses. It showed that guilt in individualistic societies can promote
self-regulated behavior and health-seeking, whereas shame in collectivist cultures often leads
to withdrawal and concealment (Bulathwatta et al., 2024a). These insights framed the later
empirical investigations by identifying emotional constructs relevant to understanding

psychosocial adaptation in CKD (Bulathwatta et al., 2024b; Bulathwatta et al., 2025).

The qualitative studies expanded on these concepts within the lived realities of patients and
caregivers. Study 1 (Sri Lanka) exposed the dominance of traditional and religious coping,
economic strain, and inadequate health literacy, thereby situating illness experience within
broader structural and cultural constraints (Bulathwatta et al., 2024b). Study 2 (Sri Lanka and
Poland) illustrated how contrasting healthcare infrastructures and cultural worldviews produce
divergent psychosocial pathways- self-reliance versus communal reliance-while also reflecting

universal emotional struggles shared across both contexts (Bulathwatta et al., 2025).

Finally, the quantitative study statistically supported several qualitative observations,
demonstrating significant cross-cultural differences in depression, pain, role limitations, and
social support while confirming comparable illness acceptance levels across groups. Together,
these findings establish a coherent mixed-method narrative linking structural inequities,

cultural meaning systems, and individual adaptation.

Strengths and Limitations
This project’s principal strength lies in its cross-cultural, mixed-method triangulation, allowing
a comprehensive understanding of psychosocial well-being in ESKD across two culturally

distinct populations. The use of both qualitative narratives and quantitative measures enabled
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deep contextual insight and cross-validation of findings across methodological approaches.
This integration strengthened the overall interpretation by capturing both culturally specific
and universally shared psychosocial experiences.

However, several limitations should be acknowledged. First, modest sample sizes in both
countries may limit statistical power and the generalizability of the findings. Second, since self-
report measures formed a core component of the study, cultural response bias may have
influenced participants’ answers, particularly given different norms regarding emotional
expression across settings. Third, the Sri Lankan sample consisted exclusively of Sinhala
Buddhist participants. Major ethnic and religious groups-such as Tamil, Muslim, and Burgher
communities-were not included. This limits the cultural representativeness of the Sri Lankan
findings and constrains the extent to which the conclusions can be generalized to the broader
Sri Lankan population.

Despite these limitations, the integration of qualitative and quantitative findings across
culturally distinct contexts enhances the credibility, depth, and applicability of the conclusions.
The triangulated design provides a robust foundation for understanding psychosocial well-
being in ESKD and offers valuable insights for the development of culturally sensitive

interventions.

Theoretical Implications

The project contributes to psychosocial and cultural health psychology by demonstrating that
cultural frameworks shape both emotional regulation and illness representation in chronic
disease. The dual concepts of the Power of (My) Self and the Power of Tradition extend
existing models of coping by integrating spirituality, collectivism, and self-agency into the

understanding of chronic illness management.
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These findings also enrich the PROGRESS-Plus framework, emphasizing how socioeconomic
status, residence, and culture intersect with psychological processes to determine health
outcomes (Karran et al., 2023; Wijewickrama & Herath, 2022). Overall, the results highlight
the importance of embedding cultural meaning systems within biopsychosocial models of
chronic illness, moving beyond universalist assumptions toward more context-sensitive

psychological theory.

Practical Implications

The results point to the need for culturally sensitive psychosocial interventions in kidney care.
In collectivist societies such as Sri Lanka, programs should integrate community-based mental
health services, religious leaders, and family networks to address stigma and improve
engagement. Psychological interventions could draw on Buddhist practices like mindfulness
and compassion while promoting accurate illness education to counter misconceptions about

karma and destiny.

In contrast, for contexts such as Poland, strengthening self-efficacy, autonomy, and goal setting
within rehabilitation programs may enhance emotional adaptation. Across both contexts,
embedding psychological screening and counseling within dialysis units, expanding social
support systems, and ensuring equitable healthcare access are key strategies for improving

patients’ quality of life.

Implications for Future Research

Future investigations should pursue longitudinal, mixed-method, and intervention-based
designs to examine how psychosocial adaptation evolves over time and across treatment
modalities. Comparative work including other ethnic groups in Sri Lanka could clarify the role

of religion and social class in coping and illness perception. Further, cross-cultural studies
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could test the proposed Power of (my) Self, Power of Tradition model empirically across

broader regions to evaluate its generalizability.

Research integrating caregiver perspectives and exploring the dynamic between patient and
family adaptation would also be valuable, as caregiving stress and reciprocal coping emerged
as salient themes. Finally, intervention studies assessing the effectiveness of culturally tailored
psychoeducational and counseling programs are essential to translate these findings into

practice.

Summary of own Research

In summary, this doctoral project demonstrates that while CKD patients worldwide face
common physical and emotional burdens, cultural context fundamentally shapes their
interpretation, coping, and psychosocial outcomes. The Sri Lankan-Sinhalese sample
embodied collective resilience grounded in tradition yet burdened by structural inequities and
stigma, whereas Polish participants exhibited autonomy-oriented coping supported by systemic

healthcare and psychosocial services.

The synthesis across studies reveals that psychosocial well-being in chronic illness is neither
purely medical nor purely cultural but arises from the interplay of biological, psychological,
social, and cultural dimensions. By articulating this interplay, the thesis advances a culturally
responsive framework for understanding chronic illness and provides actionable directions for

both theory and practice in health psychology.
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Chronic Kidney Disease (CKD) can be identified s one of the non-communicable
diseases (NCDs) which affect millions of people worldwide, including in Sri Lanka
and Poland. The prevalence of CKD has been rising over the last three decades
due to the identification of CKD with unknown etiology and the increment
of NCDs such as hypertension and diabetes mellitus among the Sri Lankan
population. Poland can be identified as a European country that has 4 million
patients with CKD, which is the second most common chronic disease in the
country. CKD is associated with the physical, economic, psychological, and social
burden on patients and their caregivers. The current study is aimed to investigate
the psychosocial well-being of CKD patients and their caregivers in Sri Lanka
and Poland. The current study is a mixed-method study aimed to investigate the
psychosocial well-being of individuals with chronic kidney disease undergoing
hemodialysis and their caregivers in Sri Lanka and Poland. Participants in the
quantitative part of the project will be individuals with chronic kidney disease
undergoing hemodialysis from Sri Lanka (n=63) and Poland (n = 63) who are
currently undergoing hemodialysis treatment. Kidney Disease Quality of Life-
Sort Form, Beck Depression Scale, Test of Self-Conscious Affect, The Courtauld
Emotional Control Scale, Acceptance of Iliness Scale, and a demographic and
medical information sheet will be used in both Sri Lankan and Polish samples.
Apart from that, the qualitative phase of the study will involve semi-structured
interviews with individuals diagnosed with CKD, selected randomly from the initial
part of the research, and their close relatives. Notably, the participant count will
remain undetermined, as this approach addresses the inherent challenges of
exploratory research.

KEYWORDS

chronic kidney disease, psychosocial well-being, shame and guilt-proneness, emotional
i of llness, ixed-method study
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1 Introduction and the background to
the study

Chronic Kidney Disease (CKD) can be identified as one of the
non-communicable diseases (NCDs) which affect millions of people
worldwide, including in Sri Lanka and Poland, every year (Lameire
etal, 20215 Adoli etal, 2022). Ihe prevalence of CKD has been rising
over the last three decades, especially among Sri Lankan farming
communities, due to the identifying CKD with unknown etiology
(CKDu) and the increment of NCDs such as hypertension and
diabetes mellitus (Rajapakse et al., 2016; Kumaresan and Senawirathne,
2017; Kafle etal,, 2019). Although the definition and the classification
have evolved over time, according to international guidelines, CKD is
a condition that can decrease kidney function as measured by
glomerular filtration rate (GFR) of less than 60M1/min per 1.73m? or
‘markers of kidney damage, or both and thi dition needs to last for

10.3389/fpsyg.2023.1194991

non-viable treatment methods, there is expected to be an increase of
70% in ESRD among patients in developing countries (Gunathilaka
etal, 2014). Abraham et al. (2015) stated the effect of ethnicity on
CKD development. According to them, the prevalence of CKD is
lower in whites than in Asians. Furthermore, they have identified
South Asia as a “hotspot” for developing ESRD due to a lack of
managing patient registries, poor access to health care, and limited
opportunities for early detection and management of the disease.
Another study also highlights the high incidence of ESRD among
Indo-Asian residents in the United Kingdom. This high incidence of
ESRD is in part due to the prevalence of diabetic mellitus, small
Kidneys, unremarkable urinary sediment, and unknown etiology
(Ball, 2001). Similarly, Chandic Shaw et 2l (2002) found that Indo-
Asian people who are residents in the Netherlands had a 40-fold risk
of having ESRD due to type II diabetics compared to the native Dutch
popul, Moreover, according to the results of a cohort study

at least 3 months regardless of the underlying cause (Webster et al .
2017). Furthermore, hypertension and diabetes are the leading causes
of CKD and their incidence is increasing at an alarming rate
(Hernandez and Nasri, 2013; Kovesdy, 2021).

CKD is a progressive disease that does not have any warning
signs. Sometimes people lose up to 90% of their kidney function
before getting any symptoms, and they progress to a state that can
be called end-stage kidney discase (ESKD)/end-stage renal discase
(ESRD), or end-stage kidney failure (Vithange et al. 2021).
According to the proposed criteria of the National Kidney
Foundation (2002), CKD is divided into five stages based on the
function of the individual’s kidneys, and conservative treatment is
recommended until the disease reaches its fourth stage (Andrade
12). However, as a consequence of the disease reaching
the fifth stage (ESRD), people need artificial filtering or a kidney
transplant. ‘There are two types of artificial fillering which are called

and Sesso,

peritoneal dialysis (PD) and hemodialysis (HD). However, HD can
be identified as the most frequent treatment modality in the world
(Gerogianni and Babatsikou, 2014a, b; Odette Dorcas et al., 2018).
HD is a treatment method in which the patient is connected to a
machine that takes over the function of the damaged kidneys. This
treatment method is inconvenient as the procedure is time-
consuming and needs to be performed frequently - often lasts
several hours and must be performed at least three times a week.
Moreover, patients need to restrict their fluid intake (Lindsay et al,
2014). ¥ patients’ lives are not only due to
the long-term nature of their diseases but also because of the nature
of the treatment they are undergoing. According to a study on
hemodialysis patients, the quality of life of hemodialysis patients
was poor and even though hemodialysis increases patients’ lifespan,
it has serious physical, psychological, and social implications that
impact their quality of life and their families (de Assis etal, 2018).
Hence, ESRD can be identified as a multi-dynamic health hazard as

it affects significantly their family, education, financial and
professional status, physical and social functioning, and mental

health (Gerogianni and Babatsikou, 2014a, b).

CKD s increasing worldwide at an annual growth rate of 8%
(Senanayake et al, 2017 Senanayake, 2018) and is ranked among the
top 20 causes of death according to the Global Burden of Discases
(Adejumo etal, 2019). Furthermore, complications of CKD include
anemia, bone disease, and increased risk of cardiovascular disease and
cancer (Webster et al, 2017). Moreover, due to economically
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between British and South Asian infants, South Asian infants have
smaller kidneys than British white infants, even after considering
potential confounding factors such as birth weight (Roderick
etal,, 2015).

Psychosocial well-being can be identified as a superordinate
construct as it includes emotional or psychological well-being, as well
as collective well-being (Firosa-Orosa, 2020). According to

of the UN Development Goals (Kumar,
2020), well-being is a i ional construct
incorporated with the physical, economic, social, mental, emotional,
cultural, and spiritual determinants of health. Dicner and Dic
(1995) pointed out that, subjective well-being, which is comparable
to one’s quality of life, pertains to both the cognitive evaluation of life
satisfaction and the emotional responses experienced by the
individual. He has emphasized that personality traits, income levels,
and social support play key roles in shaping the well-being of
individuals across cultures. Notably, the way people perceive and
experience the factors contributing to their well-being can vary
between individualistic and collectivist cultures.

The term “quality of ife” (QOL) is similar to psychosocial well-
being as it involves emotional, social, and physical components
(Eirosa-Orosa, 2020). Further, this term is used in healthcare

research to measure how an individual’s well-being is affected by
medical conditions over time. Especially, chronic diseases can reduce
the life expectancy or the life quality of individuals (Christensen ot
2004). QOL is not just an abstract or subjective concept but holds
tangible relevance in the context of ESRD patients. It implies that how
patients perceive their own well-being and daily functioning has a
direct impact on their health outcomes, including the risk of
developing complications or even death (Kimmel et al., 1998; Kimmel,
2006). ESRD can affect a patient’s health-related quality of life
(HRQOL) in many ways. The symptoms, side effects of the medicines,
various food and fluid restrictions, limitations related to social life, as

well as associated stigma and taboo can negatively affect the well-
being of patients with CKD (Senanayake et al., 2020). According to
the reports of some patients with advanced CKD, their health-related
quality of life was equivalent to those with terminal malignancy
(Webster et al, 2017). Ultimately, HRQOL will affect the overall
well-being of individuals with chronic kidney disease undergoing
hemodialysis.

‘Therefore, the Kidney Discase Outcomes Quality Initiative (K/
DOQI), aleading organization developing standards and guidelines
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related to CKD, and the Center for Medicare Services in the
United States have identified the importance of health-related quality
of life of all patients undergoing dialysis treatment (Senanayake
etal,, 2020).

Furthermore, the prevalence of mental health conditions are
much higher among ESRD patients than among patients with other
chronic conditions (Chilcot el ul, 2010). Depression has been
recognized as the most common psychological problem that causes
resistance to treatment and there is a significant associa between

10.3389/fpsyg.2023.1194991

Hence, activities aimed at prevention, early detection, treatment, care,
surveillance, and social interventions also were recommended. Even
though the Sri Lankan government has implemented the
recommended activities to a certain extent for 30 years, CKD is still a
tragedy for those who are affected. CKD outcomes already overburden
the country’s health sector, and yet there are indications of cutting
back on services such as dialysis and kidney transplant (Liyanage,
2015). According to Ranasinghe and Ranasingha (2015) providing

al support to both i with CKD and their family

depression and mortality of dialysis patients (Andrade ctal. 2010; Ma
and Li, 2016). Moreover, Andrade and Sesso (2012) found that the
percentage of depressive symptoms among patients undergoing
dialysis is slightly higher compared to patients under conservative
treatment of CKD. According to the authors, the disease’s physical
discomforts and the demands of dialysis treatment can worsen
individuals’ functional capacity, potentially resulting in unemployment
and a lack of monthly income, ultimately leading to depression.
However, individuals undergoing conservative treatments face fewer
challenges in comparison to those on hemodialysis.

Moreover, caregivers of patients with advanced CKD who are
undergoing dialysis play a pivotal role in the coordination of care, such

members, increasing the allowances, and effectively using all
personnel, ministries, and media support are important to eliminate
this health hazard from Sri Lankan society. An ethnographic study by
it is crucial to conceptual shift to an ethno-medical
model to address CKD in Sti Lanka. The author suggested improving
the cultural competency and communication skills of healthcare
providers to apply the “bio-psychosocial perspective in the healthcare
delivery system to bridge the gap between the community and the
hospital. Moreover, although the international human rights regime
ould address the needs of chronic diseases
like CKD, the domestic jurisdiction is yet not to be prepared to address
this fatal disease (\Wijayath, 2019).

Liyanage (202

In our paper, we emphasized that psychosocial well-being is a
multifaceted concept often referred to as quality of life. One of the
f quality of life is health-related quality of life (HRQOL),

as ion of a special diet,
transportation to the hospital for clinical attendance, dialysis, and
personal care (Adcjumo et al, 2019). Deterioration of family
relationships, stress, and social isolation are frequently encountered
by CKD caregivers (Brunier and McKeever, 1993). Low et al. (2008)
the imp f promoting the psychological health of lated aspects and

which specifically pertains to the experiences of individuals dealing
with chronic illnesses. Nevertheless, quality of life goes beyond just

close persons of individuals with ESRD to continue to care effectively.
Furthermore, they highlighted the lack of studies regarding how
health services support close persons of individuals with ESRD and
the necessity of further research to explore the relationship between
health services and close persons to empower the interventions of
individuals with ESRD.

According to Polish statistics, CKD is a major risk factor for

various aspects of daily life,
including emotional well-being, marital status, income, housing,
cultural background, personal values, spirituality, and overall life
satisfaction. Kimmel (2006) pointed out that there is still a lack of clear
and adequate methods for evaluating the QOL in individuals with
CKD and it is essential to establish a standardized framework that
specifically addresses QOL assessment, including aspects like
depressive affect, the perception of the burden of illness, and social

cardiovascular disease (/d-ojcvwski et al. 2016). A study on a Polish  support. Therefore, this study aims to evaluate the quality of life of
sample of CKD hemodialyzed and non-dialyzed patients revealed that  indi with ESRD by all the
there is a higher rate of dep: among h dialyzed patients aspect

(Cwick et al. 2017). Furthermore, this study highlighted the Chronic Kidney Disease (CKD) carries stigma due to factors like

importance of monitoring the mental state of CKD patients and
providing timely psychological care. Another study investigated the
prevalence of CKD and its relation to the socioeconomic status among
the Polish elderly population. The results indicated that CKD is a
frequent disease and aflects one-third of the Polish elderly population
(Chudek et al. 2013). Additionally, CKD s frequently present among
urban residents, non-smokers, alcohol abstainers, less physically
active people, and less educated women. A comparative study on the
quality of life in patients with ESRD and undergoing hemodialysis
revealed that their quality of life is low compared to the control group
(Dembowska ctal., 2

Based on the information provided, CKD can be recognized as a
worldwide public health threat that has not yet been adequately
tackled (McKercher et al., 2013 Wimalawansa, 2015). In developing
countries like Sri Lanka, the need to provide not only accessible
healthcare for the patients but also mental health support is urgent.
According to the report of the International Expert Consultation on
Chronic Kidney Disease of unknown etiology in Sri Lanka (\World
Health Organization, 2016), developing effective interventions for
promoting the well-being of CKD patients was highly recommended.
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the need for dialysis, changes in appearance, functional issues
causing pain, feelings of constraint, and sexual challenges (Pedreira
Robles and Aguayo-Gonzilez, 2019). These stigmas can lead to
feelings of shame and guilt in individuals with CKD. Although there
is research on guilt and shame related to chronic illnesses, no studies
have explored shame and guilt connected to chronic conditions
across both individualistic and collectivist cultures. Therefore, this
study addresses the gap in the research literature. Moreover, cultural
beliefs and behaviors influence an individual's perception of disease
etiology, illness, treatment, and disease labels (Klcinman etal, 1995;
Iurner. 1996). Hence, the cultural approach of the patient becomes
a significant factor, as it determines the patient’s care-seeking
behavior, treatment options, choices, and compliance. Therefore, this
study will provide an opportunity to understand how cross-cultural
beliefs determine the und ding of the disease and

toward individuals with CKD and their caregivers.

Learning from the experience of other countries that are
d ing the process of 1 ing the WHO/UE CKD
treatment standards, such as Poland, can inform the practitioners
working with CKD patients in Sri Lanka. However, according to the
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research literature, the importance of providing comprehensive
psychosocial support to patients with advanced CKD and with
hemodialysis was highlighted regardless of the socioeconomic status
of the country. Thus, assessing ESRD patients’ psychosocial well-being
in these two countries and comparing their healthcare systems might
enable them to form recommendations for the Sri Lankan
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3a. How do patients with CKD experience the disease and process
of treatment?

3b. How do the caregivers of individuals with chronic kidney
disease undergoing hemodialysis experience the disease and process
of treatment?

health service. We hypothesized that there are d in psychosocial well-
being (operationalized as health-related quality of life, depression,

shame and guilt-p emotional on, and &
1.1 Objectives of the illness) among individuals with chronic kidney disease
undergoing hemodialysis in Sti Lanka and Poland. As CKD affects
‘The study’s primary objective is to investigate the psychosocial  popul in different regions of the world unequally and as a

well-being of individuals with chronic kidney discase undergoing
hemodialysis and their relatives in Sri Lanka and Poland. Its specific
objectives are as follows:

1. To compare the p ial well-being among i

result of their demographic characteristics, comorbidities, and
access to healthcare resources (Kovesdy, 2021), we presume that
there will be group differences in psychosocial well-being. Limited
research has delved into the notion of acceptance of illness within
the context of Chronic Kidney Disease (CKD), despite the

with chronic kidney disease alysis in
Sri Lanka and Poland.

. To evaluate medical (having diabetes, having hypertension)
and social factors (gender, age, marital status) that might
be associated with psychosocial well-being of individuals with
chronic kidney disease undergoing hemodialysis.

To explore how individuals with chronic kidney disease
undergoing hemodialysis and their caregivers experience the
disease and the process of treatment in Sri Lanka and Poland.

~

B

=

To provide guidelines to improve psychosocial well-being
among individuals with chronic kidney disease undergoing
hemodialysis and their caregivers in Sri Lanka.

1.2 Research questions

1. Are there differences In TIRQOL, depression, emotional
suppression, shame and guilt proneness, and acceptance of illness
among individuals with chronic Kidney disease undergoing
hemodialysis In Sri Lanka and Poland?

2a. Does gender predict variations in HRQOL, depression,
emotional suppression, shame and guilt proneness, and acceptance of
illness among individuals with chronic kidney disease
undergoing hemodialysis?

2b. Does age predict variations in HRQOL, depression,
emotional ion, shame and guilt proneness, and
of illness among individuals with chronic kidney disease
undergoing hemodialysis?

2¢. Does marital status predict variations in HRQOL, depression,
eemotional suppression, shame and guilt proneness, and acceptance of
illness among individuals with chronic kidney disease
undergoing hemodialysis?

2d. Does having diabetes predict variations in HRQOL,
depression, emotional suppression, shame and guilt proneness,
acceptance of illness among individuals with chronic kidney disease
undergoing hemodialysis?

2e. Does having hypertension predict variations in HRQOL,
depression, emotional suppression, shame and guilt proneness and
acceptance of illness among individuals with chronic kidney disease
undergoing hemodialysis?
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focus on other chronic illnesses (Chan, 2013). Notably,
the degree of acceptance appears to be more pronounced in
recipients of kidney transplants in comparison to individuals
undergoing dialysis. Moreover, this acceptance level is linked to
factors like age, ethnicity, and even instances of transplant failure
(Keogh and Fechally, 1999). Stage (2022) investigated the intricate
impact of shame on individuals with chronic conditions,
particularly through storytelling. The study revealed that shame is
connected to feeling tired and sluggish and shaped by cultural and
political factors, which challenges the notion of solely concentrating
on personal health enhancement. Moreover, Sharing stories of
shame among peers on social media can help alleviate this pressure.
Stage concluded that the experience of shame related to chronic
conditions is not well-studied, and the study provides a starting
point for understanding this topic.

In addition, we assumed that gender, age, marital status, diabetes,
and hypertension predict the psychosocial well-being of individuals
with chronic kidney disease undergoing hemodialysis. According to
previous studies, the prevalence of CKD is higher among females than
‘males (Kafle et 2l 2019; Kovesdy, 2021). Some studies pointed out the

gender disparities in the quality of life of CKD patients. Mujais ct al
(2009) found that the female gender was a significant predictor of low
HRQOL in CKD patients. Similarly, Paaskevi (2011) reported female
patients who have ESRD are more depressed than male patients.
However, another study confirmed that both male and female patients
presented with high levels of depression compared to the control
group (Fountoulakis et al, 2001). However, Senanayake et al. (2020)
found that gender was not a significant predictor of HRQOL. Kovesdy
(2021), mentioned that the prevalence of CKD increased with
advancingage. Paraskevi (2011), reported that younger CKD patients
have better QOL in physical, psychological, and social well-being and
that the older patients are falling behind in social act
interests, being more socially restricted and depressed.
Concerning marital status, previous studies note it as a protective
factor for CKD patients’ QOL. Marital status is positively associated
with the good quality of life of patients with ESRD (Gero
Babatsikou, 20144, b). Furthermore, Paraskevi (2011) found that

ies and

anni and

compared to divorced CKD patients, married patients enjoy a better
quality of life and are satisfied in their lives. However, according to
John and Thomas (2012), intimate relationships and sexual activities
among couples are badly affected by ESRD.
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Mujais et al. (2009) found that the HRQOL of CKD patients is not
only influenced by the stage of the CKD, age, and gender, but also by
having diabetes. According to Megari (2013) and Anees et al. (2011)
having diabetes and experiencingits complications s directly associated
with decreased quality of life. Comparably, Scnanayake t al. (2020)
reported that the advanced stage of CKD and being diagnosed with
depression were significantly associated with low HRQOL. Andrade
and Sesso (2012) found that depression was associated with some
clinical and sociodemographic variables. However, Andrade cf al
(2010) reported that there was no significant difference between the
stages of the disease. Last but not least, Soni 2010) highlighted the
importance of controlling hypertension for better HRQOL. Thus,
we presume that having diabetes and hypertension will predict CKD
patients’ psychosocial well-being and depression.

2 Methods
2.1 Study design

“Ihe project consists of two phascs and assumes a mixed-method

10.3389/fpsyg.2023.1194991

models and dependent group differences will be tested. The qualitative
data (phase 2 of the project) will be collected using semi-structured
interviews and analyzed with qualitative content analysis (1able 1).

‘The project’s initial phase aims to enroll a total of a minimum
126 individuals with chronic kidney disease undergoing
hemodialysis undergoing dialysis treatment, with at least 63
participants from each country (see for reference Kohn and Senyak,
2021). The selection of this sample size takes into account practical
considerations related to the clinical population. Additionally, a
matching sampling technique will be employed specifically for the
Polish group, which will enhance the study’s validity. Although
larger sample sizes might be preferred, the chosen number is the
most feasible and suitable given the study’s objectives and
limitations. Sample size bias will be taken into account while
processing the data and making conclusions while at the same time,
we are mindful of resource limitations and the unique characteristics
of our study population.

Randomly selected individuals with chronic kidney disease
undergoing hemodialysis who participated in the first phase of the
study and their caregivers will participate in the second phase

study design to deeply investigate the psychosocial well-being of

litative part) of the study from cach country. Lowever, the specific
number of participants for this phase will not be predetermined, as

individuals with chronic kidney disease und; i
and their caregivers. Hence, quantitative and qualitative methods will
be combined. The quantitative research will evaluate the psychosocial
well-being of individuals with chronic kidney disease undergoing
hemodialysis by measuring their HRQOL and levels of depression as
psychosocial well-being is a multifaceted concept. The qualitative
study will focus experiences of individuals with chronic kidney
disease undergoing hemodialysis and their caregivers to address the
areas that cannot be assessed with quantitative study (e.g., thick
description of perceptions, knowledge, beliefs, emotions, social, and
medical support of individuals with chronic kidney disease
undergoing hemodialysis and their caregivers which addresses the
psychosocial wellbeing). There are several ways of mixing quantitative
and qualitative methods. In this study, qualitative and quantitative
data will be collected and analyzed simultaneously. Then the results
of both studies will be integrated and discussed in view of the main
bjective of the study (Adoli t al., 2022). The methodologies of the
quantitative and qualitative studies and the strategies for integration
of the results will be discussed in the next sections.

The quantitative data (phase 1 of this project) will be collected in
& cross-sectional study and analyzed with SPSS 25 software, Regression

TABLE 1 Summary of study design.

the sample size in advance is inherently challenging due
to the exploratory nature of this study. The data saturation will
determine the sample size.

To achieve the target sample size, participants will be recruited at
the hemodialysis units of the hospitals. Once the research proposal
receives approval from relevant ethical committees in both countries,
the field arrangements will be (inalized. Data collection will commence
only after obtaining all the necessary permissions and consent of the
participants and relevant personnel.

2.2 Study setting

The project will be held in two countries (Poland and Sri Lanka)
in two hemodialysis units of the following hospitals based on a
purposive sampling design: the Hemodialysis Unit of the District
‘Teaching Hospital, Kandy, Sri Lanka, and the Hemodialysis Unit of
‘The University Clinical Center of the Medical University of Gdaisk,
Gdassk, Poland. Kandy Hospital is planned to choose as the
Sri Lankan study location as it lies in the central part of Sri Lanka and
patients from different parts of the country can easily access this

Phase = Group 1 (S Group 2 Method Instruments Study [PEIEEREIE
Lankan) (Polish) design
1 63 patients 63 patients Quantitative | Kidney Disease Quality of Life-Short Form | Cross-sectional | Statistical analysis:
(KDQOLSP) Version 1.3 design regression models, testing

Beck Depression Inventory
Test of Self-Conscious Affect (TOSCA-3)
Courtauld Emotional Control Scale (CECS)
Acceptance of Illness Scale (AIS)

differences between two
samples (t-test for two.
independent samples or U

Mann-Whitney test)

2 The sample sizeis | The sample size is not. | Qualitative | Semi-structured interviews Cross-sectional | Qualitative content
not pre-determined | pre-determined design analysis
beforehand beforehand
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hospital. Therefore, it is easily accessible for the patients. The
University Clinical Center of the Medical University of Gdarisk is
planned to participate in the study as this is the only Polish Nephrology
Clinic for adults that is part of the European Reference Network for
Rare Kidney Diseases.

2.3 Eligibility criteria

‘The study participants with CKD will be recruited according to
the following eligibility criteria:

being a person who is diagnosed with stage V of CKD, as
patients whose CKD advancement is from stages I to IV are not
undergoing dialysis treatment;

(2) being a person who is undergoing hemodialysis treatment;
(3) being within the age range from 18 to 70years;

(4) beinga person whose CKD treatment has been lasting for more
than 6months as this time duration might bring a significant
burden for patients.

the study has also nationality inclusion criteria, which are
Sinhala for the Sri Lankan sample and Polish for the
Polish sample.

(6) comorbidities will not be considered for inclusions.

&)

‘The exclusion criteria for patients include:

(1) Persons who do not meet the defined inclusion criteria,

(2) Persons who decline to provide consent.

(3) Persons who lack the physical or mental capability to
participate in the study.

‘The inclusion criteria for caregivers include:

(1) Caregivers (who can be related or non-related, e.g., friend,
spouse, child, sibling, or parent) of CKD patients will be eligible
if they are identified by the participating CKD individuals as
their significant supporters.

(2) Caregivers who are over 18 years old.

‘The exclusion criteria for caregivers include:

(1) Caregivers who do not meet the defined inclusion criteria.

(2) Caregivers who refuse to give consent.

(3) Caregivers who lack the physical or mental capacity to
participate in the study.

2.4 Recruitment

Individuals with chronic kidney disease undergoing hemodialysis
who will meet the eligibility criteria will be enrolled at the hemodialysis
unit at the District Teaching Hospital in Kandy (Sri Lanka) and the
hemodialysis unit at the University Clinical Center of the Medical
University of Gdansk in Gdansk (Poland) by a researcher through
medical records. The researcher will be responsible for the first contact
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with potential participants in order to provide them with oral and
written information about the project, alongside an informed consent
form to sign. Participation in the project will be voluntary. Fach
participant will have the right to refuse to participate in the study
without any negative impact on the care received in the hospital.

Moreover, the participants will be assured of the confidentiality of
their interviews and the subsequent data arising [rom the same. ‘The
anonymity of the participants will be protected by all means, for which
they will be given pseudonyms/numbers and any information that
could reveal their identity will be wiped out from the transcripts. They
will be asked to reach out to the researchers if they felt any discomfort
during and after the interviews.

2.5 Variables and measurement tools

There are five dependent variables in this study - health-related
quality of life, depression, shame and guilt proneness, emotional
suppression, and acceptance of illness.

2.5.1 Health-related quality of life

Kidney Disease Quality of Life (KDQOL-SF) Version 1.3 will
be used to assess the health-related quality of life of individuals with
chronic kidney disease undergoing hemodialysis. KDQOL-SF
questionnaire is a self-report measure developed by Hays el al
(1997) for individuals with kidney disease and on dialysis. This
instrument has good construct validity and test-retest reliability
(Senanayake el al., 2020). KDQOL has two components; Kidney
Disease Specilic Component and SF-36. Allogether, the instrument
has 81 questions in 19 domains. 11 domains assess kidney disease-
specific components through 43 questions and 8 domains assess the
general health-related components through 36 questions. ‘The 11
domains of Kidney Disease Specific Components are symptom/
problem list (12 items), the effect of kidney disease on daily life (8
items), the burden of kidney disease (4 items), cognitive function
(3 items), quality of social interaction (3 items), sexual function (2
items), sleep (4 items), social support (2 items), work status (2
items), patient satisfaction (1 item) and dialysis staff encouragement

(2 items) (Senanayake et al., 2017).

SE-36 components are physical function (10 items), role
limitations caused by physical problems (4 items), role limitations
caused by emotional problems (3 items), pain (2 items), general
health perceptions (5 items), social function (2 items), emotional
well-being (5 items), and energy/fatigue (4 items). The final item
assesses the overall health on a scale from 0 to 10. Different
questions have different answer options, which range from two
to seven.

When scoring, each question is scored on a scale ranging from 0
(worst health) to 100 (best health). Three summary scores Kidney
Disease summary component (KDSC), Physical Component
Summary (PCS), and Mental Component Summary (MCS) will
be derived from 19 domain scores of KDQOL-SE, by averaging the
domain scores in respective three summary scores. Summary scores
range from 0 to 100 and a higher score will represent better Health-
Related Quality of Life (Senanayake et al., 2020). The KDQOL-SF was
culturally validated and adapted for Sri Lankan (Senanayake ct al,
2017) and Polish (Sapilak et al., 2006) cultural settings.
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2.5.2 Depression

Beck Depression Inventory (BDI) will be used to assess the
depression of individuals with chronic kidney disease undergoing
hemodialysis. It is a 21-item, self-admi ire that
covers the full spectrum of depressive symptomatology (Iautovich
etal, 2018). Those items cover areas such as 1. Mood, 2. Pessimism,
3. Sense of Failure, 4. Lack of satisfaction, 5. Guilt Feeling, 6. Sense
of Punishment, 7. Self-dislike 8. Self-accusation, 9. Suicidal Wishes,
10. Crying, 11. Irritability, 12. Social Withdrawal, 13. Indecisiveness,
14. Distortion of Body Image, 15. Work Inhibition, 16. Sleep
Disturbance, 17. Fatigability, 18. Loss of Appetite, 19. Weight Loss,
20. Somatic Preoccupation, and 21. Loss of Libido (Ieck et al., 1958).

‘The items are rated on a 4 -point Likert scale (0-3) and ranked
for severity within the time frame of the past 2 weeks and the total
score will be obtained by adding the values of the selected

sentences. The range of the score that can be obtained is 0-63
points. Cut-off score guidelines for the BDI-II are given with the
recommendation that thresholds be adjusted based on the
characteristics of the sample, and the purpose for use of the
BDI-II. A total score of 0-13 is considered a minimal range, 14-19
is mild, 20-28 is moderate, and 29-63 is severe (Jackson-
Koku, 2016).

The BDI has a reliability measure (Cronbach’s alpha) of 0.87

(Gonzdlez-Flores etal., 2021) Some items can be shifted as per the
population sample, and those items are called affective or
emotional items (Arnarson et al., 2008). Furthermore, the BDI has

been frequently used to assess depression in patients with
end-stage renal disease (Richter et al, 1998; Andrade and Sesso,
2012). In the Polish cultural setting, the Polish adaptation of
BDI-II will be used (Zawadzki et al, 2009). In the Sri Lankan
cultural setting, the BDI - 1 adaptation prepared by Rodrigo et al
2015) will be used.

2.5.3 Shame and guilt proneness

The Test of Self Conscious Affect (TOSCA-3) questionnaire
will be used to assess shame and guilt proneness of individuals with
chronic  kidney disease undergoing hemodialysis. This
questionnaire was developed by Tangney ctal (1989) (Broerman,
2020). 'This is a tool that employs brief scenarios to evaluate
individuals’ tendencies to experience shame and guilt. These
scenarios reflect everyday situations, like someone breaking
something at work and hiding it. Resp choose from

10.3389/fpsyg.2023.1194991

reliability for shame measurement was 0.85 over 3 months, and for
guilt measurement, it was 0.74 over 5months (Adameczyk and
Sobolewski, 2022).

2.5.4 Emotional suppression

‘The Courtauld Emotional Control Scale (CECS) will be utilized
to evaluate the emotional control of individuals with chronic
kidney disease This primary
tool is widely employed to measure the subjective management of
negative emotions such as anger, anxiety, and depression in
challenging situations. Designed to encompass both healthy and
unwell adults, CECS was originally developed by Watson and
Greer in 1983 (.cwicka ctal, 2012). The C
organized into three subcategories focusing on suppressing or
expressing anger, anxiety, and depressed mood. Respondents rate
their agreement with item statements on a 4-point scale that ranges
from “Almost never” to “Almost always.” The items are scored in

S comprises 21 items,

such a way that higher scores indicate greater control over
emotional responses. The different parts of the scale showed good
internal consistency, with reliability scores ranging from 0.86 for
the anger section to 0.88 for the sections measuring depressed
mood and anxiety. The connections between these sections and the
total scores suggest that the questionnaire effectively gauges how
people generally handle their emotions. When tested again after
three to 4weeks (with a group of 40 participants), the scale’s
reliability remained strong: 0.86 for anger, 0.84 for anxiety, 0.89 for
depressed mood, and an impressive 0.95 for the overall CECS score
(Dura et al., 2010).

2.5.5 Acceptance of illness

As quality of life is interrelated with factors like pain and the
degree of acceptance of an individuals illness, we decided o assess
for acceptance of illness in individuals with chronic kidney disease
undergoing hemodialysis. It will be measured through the
utilization of the Acceptance of Illness Scale (AIS), introduced in
1984 by B. ]. Felton, T. A. Revenson, and G. A. Hinrichsen (Polish

adaptation by Czerw et al. 2021). The AIS questionnaire
comprises eight statements that outline adverse outcomes of
d health, ing evaluations of i i

imposed by the illness, reduced self-sufficiency, a sense of
dependence on others, and dimi If-esteem. The overall

different options that represent either shame or guill. For instance,
one option might be thinking about leaving the job (related to
shame), while another could be feeling bothered and wanting to fix
the issue (related to guilt). Respondents rate how likely they had
choose each response on a 5-point scale. This helps them show if
they would feel both shame and guilt in each situation.

The questionnaire includes 11 negative and five positive
scenarios. Respondents rate their responses from 1 to 5. These
ratings determine scores on six scales: guilt-proneness, shame
proneness, externalization (blaming others), indifference to
responsibility, pride in oneself (alpha pride), and pride in behavior
(beta pride). For each scenario, respondents show how likely each
reaction is, usually ranging from 4 to 5. A score of 1 means unlikely,
while 5 means very likely. In our study, we will utilize the Polish
adaptation of the test (Adamczyk and Sobolewski, 2022). It
demonstrates good consistency in its results over time. The
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of illness acceptance is calculated as the cumulative
score of all the statement points. A lower score signifies a lack of
adaptation to the illness and a strong sense of psychological
discomfort, while a higher score indicates acceptance of one’s
medical condition and is accompanied by a dearth of negative
emotions tied to the illness. Each statement presents a five-point
scale, with patients indicating their current health status by
selecting the appropriate number: 1 - Strongly agree, 2 - Agree, 3
- Uncertain, 4 - Disagree, 5 - Strongly disagree. Choosing answer
number 1 denotes poor adaptation to the disease, while answer
number 5 indicates complete acceptance of the disease. The sum
of all points falls within a range of § to 40, serving as a measure of
illness acceptance. The AIS scale exhibits the reliability of
Cronbach’s o at 0.83 (Felton e al, 1954).

Apart from thei; tioned above, a sociods hi

survey will be distributed to all study participants (both individuals
with chronic kidney disease undergoing hemodialysis and their
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caregivers). The survey will measure independent variables. The
following information will be collected:

Nationality:

articipants’ nationality will be the grouping variable.
Information on the participant’s nationality will be gathered with
an open question in the d hic infc sheet.

10.3389/fpsyg.2023.1194991

individuals with chronic kidney disease undergoing
hemodialysis only).

« The number of family members diagnosed with CKD: Information
on the number of family members diagnosed with CKD will
be gathered with an open question in the demographic

sheet (“How many members of the family are

‘Lhe question will be: “Please, slale your nationality” 'lhe

participants will write down their answers.

Gender: Information on the participant’s gender will be collected

using a single-choice question. As gender will be considered

bivariate, the participants will mark if they are a woman or a man.

« Age: The participant’s age will be measured as a continuous
variable. Thus, the participants will be asked an open question
“How old are you?; the participants will write down
their answers.

Ethnicity: Information on the participants ethnicity will
be collected using a single-choice question. The participants will
be asked an open question “What is your ethnicity?” the
participants will write down their answers.

Religion: Information on the participant’s religion will be collected
using a single-choice question. The participants will be asked an
open question “What is your religion?,” the participants will write
down their answers.

Marital status: Information on the participant’s marital status will
be collected using a multiple-choice question. The participants
will be able to choose among options such as: married, widowed,

separated, divorced, single, or in an informal relationship. The
participants will mark their answers.

« Ed 1 level: on the participant’ education level
will be collected using a single-choice question. The participants
will be asked to answer the question about the last level of

education they carned. ‘They will be presented with options such
as: primary, junior secondary, senior secondary, collegiate, and
tertiary. The participants will mark their answers.

Occupation: Tnformation on the participant’s profession will
be collected using an open question (“What is your profession?”).
The participants will write down their answers. (This question

will be asked from the individuals with chronic kidney disease
undergoing hemodialysis only)

‘Ihe stage of CKD: (self-reported; considered as a number from 1
to 5) will be asked using an open-ended question (What is your
stage of CKD?/What is your friendy/relative’s stage of CKD?).
“Ihe participants will write down their answers.

Diabetes (self-reported): the information about this will
be collected by asking an open-ended question (“Do you have
diabetes?”) and the participant will write down the answer (This
question will be asked from the individuals with chronic kidney
disease undergoing hemodialysis only).
« Hypertension (self-reported):the inf
be collected by asking an open-ended question(Are you suffering
from Hypertension?) and the participant will write down the
answer (This question will be asked from the individuals with
chronic kidney disease undergoing hemodialysis only).
Cardiovascular disease (self-reported): the information about this
will be collected by asking an open-ended question(Are
you suffering from Cardiovascular disease?) and the participant
will write down the answer (This question will be asked from the

about this will
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diagnosed with CKD?”). ‘lhe study participants will note
the number.

« The history of the disease{the duration - the information about this
will be collected by asking an open-ended question (ITow long
have you had this disease?) and the participant will write down
the answer.

« The information about the relationship to the patient will be asked
from caregivers.

‘The objective of the second phase of the study is to explore the
experiences of the disease of individuals with chronic kidney disease
undergoing hemodialysis and their caregivers in Sri Lanka and Poand
with the aim of a deeper understanding of the psychosocial well-being
of the target group. The qualitative part of our research does not have
a predetermined sample size, as we recognize the challenges associated
with setting one in exploratory studies (Fmumel, 2013; Sim et al., 2018).
Our main focus in this phase is to explore the experiences of
individuals with chronic kidney disease undergoing hemodialysis and
their caregivers to gain a comprehensive understanding of the complex
concept of psychosocial well-being within this target group. Our
approach is to conduct a broad study of the participants’ experiences,
allowing us to embrace and uncover key themes that may emerge
during the research process, rather than imposing predetermined
notions. Although we anticipate conducting a smaller number of
interviews, our goal is to attain robust qualitative insights into the
psychosocial well-being of individuals with chronic kidney disease
undergoing hemodialysis and their caregivers (Adler and Adler, 2012),
This thoughtful methodology will enable us to deeply understand the
psychosocial well-being of this specific population.

‘The interviews will be based on semi-structured interview guides.
‘There will be two semi-structured interview schedules - one for
individuals with chronic kidney disease undergoing hemodialysis and
one for their caregivers. Each interview guide consists of 27 questions.
“The first 12 questions will be based on general information about both
patients and caregivers. The rest of the questions will be open-ended
and allow participants to express their answers in detail. The open-
ended questions will focus on patients’ and caregivers’ experiences,
emotions, perceptions, relationships, social support, and medical
support they receive. The questions in Sinhala and Polish languages
are presented in 1and 2,

While the study intends to include both patients and their
caregivers (caregivers), the interviews will be conducted separately for
each ici heless, the are d,

allowing for future dyadic analysis. The sample size for each of the
subsamples will be determined by data saturation.
‘The interviews will be audio recorded and will be literally and
i i g data of the ants in the
transcripts will be anonymized. Moreover, images capluring
significant psychosocial factors and clements concerning CKDu
patients will be captured, following the hospitals approval and
ensuring that no specific patients are depicted.
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2.6 Design and method

Semi-structured interviews with the first group (Sri Lankan) will
be conducted by the principal i (PI) at the Hemodial

10.3389/fpsyg.2023.1194991

of themes (based on the most commonly reported themes) will
be prepared. Finally, these themes will be analyzed further to identify
emerging patterns that will finally lead to a deeper understanding of
the well-being of CKD patients and their caregivers.

unit of the Kandy Hospital, Sri Lanka. The semi-structured interviews
with the second group (Polish) will be conducted by trained research
assistants al the Hemodialysis unit of The University Clinical Center
of the Medical University of Gdansk, Gdanisk, Poland. As a Sri Lankan
Ph.D. student, the PI is not familiar with the Polish language.
‘Thercfore, MA students from the Institute of Psychology. University
of Gdansk, will be recruited and trained for conducting interviews.
‘The psychosocial approach to understanding the experience of CKD.
is a novel arca of research. Thus, rescarch assistants will be given an
informed orientation into the research project and proper training in
its methods before they enter the field.

2.7 Data management

The raw quantitative data will be entered into Microsoft Excel
format to allow for statistical analysis via SPSS. Qualitative data will
be stored on multiple hard drives such as USB and Google Drive and
manual copies such as files and notebooks. Only researchers who
belong to the project will have access to data and the data will
be locked in a safe storage box at the university. However, the datasets
and/or analyses related to the current study will be available from the
corresponding author upon reasonable request.

2.8 Bias

As the data will be collected from hemodialysis units of the
hospitals where the patients will be undergoing the procedure, some
of them might have difficulties answering the questionnaires by
themselves. On such occasions, the researcher will be reading the
questions to the study participant and mark their answers on the

paper questionnaire. This may lead to response bias. To minimize this

3.2 Integration

The results of the quantitative and qualitative studies will
be integrated by looking at common concepts and how qualitative
data provide a deeper understanding of quantitative data. For instance,
the KDQOL scale may address whether individuals with chronic
kidney discase undergoing hemodialysis are affected by the discase by
means of work or other regular activities and relationships.
Participants are supposed to give answers as “Yes” or “Na’; which will
be not provided sufficient information about the experiences of
individuals with chronic kidney disease undergoing hemodialysis.
However, qualitative data will cover up the gap in the information as
questions such as “How do you understand CKD?” and “How has
your situation shaped your day-to-day life?” will allow participants to
give in-depth descriptions of their experiences of the disease.
Furthermore, while BDI screens the symptoms of depression,
qualitative data may provide an in-depth understanding of individuals’
suffering by asking open-ended questions about their feelings.
‘Therefore, by integrating both quantitative and qualitative data, it is
expected to be enriched the data about the psychosocial well-being of
individuals with chronic kidney disease undergoing hemodialysis and
their caregivers.

3.3 Status and timeline of the study

‘The study is in the recruitment and data collection stage. Ethical
approval for the study with group 1 (Sri Lankan sample) has been
obtained from the Ethics Review Committee of the Open University
Sri Lanka and ethical approval for group 2 (Polish sample) was
obtained from the Ethics Committee of the University of Gdansk.

effect, patients will be ensured of their
questions and answers options will be read to patients very clearly and
repeated if not heard clearly.

3 Data analysis
3.1 Overview

‘The quantitative data obtained from the validated questionnaires
(i.e., KDQOL-SF and BDI) will be analyzed with SPSS 25 (Statistical
Package for Social Science). The variables will be computed using
relevant scoring methods. Due to the sample size limitation,
non-parametric methods will be employed (Altman and Bland, 2009).

The qualitative data will be analyzed using a conventional
qualitative content analysis approach (Cho and Lee, 2014). The goal
of this approach is to identify frequently reported themes/codes
emerging from the data. Therefore, all the responses will be read
multiple times as the first step of the analysis and an initial list of
themes will be prepared by each graduate student. After that, cach of
the prepared separate lists of themes will be discussed, and a final list
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Study i were finalized and data collection commenced in
mid-October 2022, to be completed in September 2023

4 Discussion
4.1 General discussion

The proposed study aims to focus on the psychosocial well-being
of individuals with chronic kidney disease undergoing hemodialysis
and their caregivers by using both quantitative and qualitative
methods. Validated questionnaires and semi-structured interview
guides will be employed for data collection,

‘The primary goal of this study is to explore and investigate the
psychosocial well-being of CKD patients and their caregivers in both
Sri Lanka and Poland. The knowledge gained from this research will
be invaluable in promoting a holistic and systemic approach to

planning, prevention, and intervention to the needs
of CKD patients. By understanding the psychosocial well-being of this
population, we can work toward enhancing their overall quality of life

and well-being.
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In line with the study’s aim, we are committed to providing
necessary support for participants identified as requiring psychological
assistance. Any Sri Lankan patients in need will be referred to mental
health services, ensuring that they receive the appropriate care and
support during their journey with CKD.

Patients from Poland who participate in the study will

be appreciated for their involvement, as they will receive writlen
feedback on the project via email after the study concludes. This
gesture ensures transparency and gratitude for their contribution to
advancing rescarch in this field.

A distinctive aspect of this study lies in its contribution to the
research literature. While previous studies have explored the quality of
life of ESRD patients, our research takes a step further by investigating
the broader concept of psychosocial well-being using a mixed-method
approach. By comparing the psychosocial well-being of two different
ethnicities, Sri Lankan and Polish, we aim to uncover the influence of
culture and ethnicity on the experiences of individuals with chronic
kidney disease undergoing hemodialysis and their caregivers.

By delving into the factors associated with culture and ethnicity,
we seek to gain a deeper understanding of how these elements shape
the psychosocial well-being of the target group. This knowledge can
inform more culturally sensitive and tailored approaches to support
and care for CKD patients in both Sri Lanka and Poland.

Ultimately, the findings of this study will contribute to the
development of specific guidelines for hospitals and clinics responsible
for treating CKD patients. By considering the psychosocial aspects of
CKD care and incorporating the insights gained from this research,
healthcare facilities can improve their practices, ensuring that patients
and their caregivers receive comprehensive and compassionate care
throughout their journey with CKD.

In conclusion, this study aspires to make a significant contribution
10 the field of CKD research by exploring the psychosocial well-being
of patients and their caregivers in Sri Lanka and Poland. By adopting
a mised-method approach and comparing different ethnicities,
we seck to enrich our understanding of the cultural influences on
psychosocial well-being. The ultimate aim is to use these findings to
create guidelines that prioritize the holistic care and support of CKD
patients, paving the way for better outcomes and improved well-being
within this vulnerable population.

The findings will help to explore and investigate the
psychosocial well-being of CKD patients and their caregivers in
Sri Lanka and Poland. Gathering such knowledge will contribute
to promoting a holistic and systemic approach to planning,
prevention, and intervention strategies focused on CKD patients.
Moreover, the findings of the study will help to enhance the
psychosocial well-being of CKD patients and their caregivers. In
addition, if during the study some Sri Lankan patients will
be identified as in need of psychological support, they will
be referred to mental health services (because the aim is to provide
the guidelines). Patients from Poland will receive written feedback
on the project via e-mail after the study ends (for those who will
provide e-mail addresses).

4.2 Expected problems
Given that the proposed study is the first of its kind in the

Sri Lankan context, it is likely that patients may have questions about
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the purpose and value of this project. An information sheet detailing
the objectives and justification of the rescarch will be prepared and
handed over to the participants. The same information sheet will
be prepared for the Polish participants.

In addition, prior to the study procedures, the project will
be introduced to all participants, allowing them protected time to
ask questions and clarify any doubts. It is essential to note that in
the Sri Lankan context, CKD patients coming from families with
low income receive monthly financial support from the government,
along with occasional assistance from certain NGOs. Consequently,
participants from these backgrounds might have specific
expectations that the research study could offer similar financial
benefits. To manage these expectations, it will be explicitly
communicated at the beginning of the research that there will not
be any direct monetary or material benefit associated with
participation. Instead, the benefits lie in their contribution to
enhancing the existing knowledge base on CKD. This research aims
Lo have a significant impact on the psychosocial well-being of CKD
patients and their families.

Another important problem is the potential of our sample being
underpowered due (o its siz ize

. Ihe choice of minimum sample

takes into account the practical constraints associated with recruiting
and managing patients in a clinical setting in two countries. We would
like to acknowledge being aware of study limitations related to the
sample size. First, we will use non-parametric tests to analyze the data,
and whatis a good practice while working with small samples (Altman
and Bland, 2009). Second, sample size bias will be taken into account
while processing the data and making conclusions while at the same
lime, we are mindful of resource limitations and the unique
characteristics of our study population.

4.3 Ethical approval

The study proposal has been submitted to the Ethical Review
Committee of the Open University of Sri Lanka and received the
ethical clearance letter under the application number ER/2022/007 to
conduct the first stage of the project. The approval from the Fthical
Review Board of the Institute of Psychology, University of Gdansk, has
been obtained under inquiry number 03/2023 for conducting the
second stage of the project in Poland.

The research will commence only with the informed consent of
the informants to participate in the research project. Participants will
be introduced to the research project and they will be offered an
opportunity to raise any questions they have about the project before
secking their consensus. They will be provided with an information
sheet with a description of the study. The participants will be allowed
to withdraw from the study at any point of time during the research
period, In case one wishes to withdraw, they will be asked to inform
the principal investigator about it. Finally, the data received from the
research will be kept in a locked filing cupboard and will be destroyed
once the findings are ready to be published.
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Summary. This scoping review delves into the emotional complexities faced by
individuals with chronic diseases, focusing on shame and guilt across diverse cul-
tural contexts. This literature overview underscores the significant role of shame
and guilt in the lives of individuals with chronic diseases and emphasizes the
necessity of expanding the understanding of culturally related shame and guilt
concerning chronic diseases. Findings underscore the need for targeted interven-
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tions in the emotional landscape of chronic illnesses and cultural sensitivity while
talking about chronic conditions.
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Emotions are profoundly significant in human health and well-being
(Vanderheiden & Mayer, 2017). According to researchers, basic emotions such as hap-
piness, sadness, surprise, lust, and disgust are universally shared across cultures and
linked to the physical survival of individuals. However, secondary or self-conscious
emotions, including pride, shame, guilt, and embarrassment, are interconnected with
specific cultures’ values, morals, and anticipated behaviors, exhibiting substantial
differences across societies (Yakeley, 2018). Furthermore, basic emotions are biolog-
ically driven and emerge within the first year of life, while self-conscious emotions
develop later, beginning in the second year and continuing after that (Casimir &
Schnegg, 2002; Yakeley, 2018). Thus, shame and guilt can be identified as negative
social emotions particularly sensitive to culture.

The term “culture” refers to historically driven and socially transmitted things
such as language, symbols, values, norms, rituals, laws, artifacts, and institutions
(Tracy et al., 2007). Culture has a substantive influence on emotion, health, and
well-being, as an individual’s self is constructed by the culture (Kitayama & Park,
2007). For example, individuals in North American culture develop their “self ” based
on internal attributes such as abilities, talents, and personality traits. The culture’s
role is to facilitate the discovery, actualization, and confirmation of these internal at-
tributes. Likewise, Western/individualistic cultures promote the “independent self”.
On the other hand, many Eastern/collectivist cultures introduced a set of different
guidelines, beliefs, and norms; a major cultural task is to fit the individual’ self into
these norms. Hence, Eastern cultures promote the “interdependent self” (Kitayama
etal, 2000). People in interdependent cultures define themselves in relation to others,
while those in independent cultures do the opposite (Wong & Tsai, 2007).

Cultures may also be identified as guilt-based and shame-based cultures; using
the criteria of internal and external sanctions (You, 1997). Based on this classification,
Western/individualistic cultures are more integrated with guilt as these cultures are
based on internalized value systems. On the other hand, Eastern /collectivist cultures
are more integrated with shame, which is based on external social sanctions. Hence,
individuals feeling shame are preoccupied with the way others are judging them,
whereas individuals experiencing guilt are focused on the impact of their actions on
others (Wolf et al., 2009).

The appropriateness of feeling certain emotions varies across cultures. Such var-
iation exists due to the level of individualism and collectivism in particular cultures.
For example, positive emotions such as pride and excitement are not highly encour-
aged in collectivistic cultures as those might detract the social harmony. On the other
hand, inindividualistic cultures, personal expression of positive emotions is very much
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encouraged (Tov & Diener, 2013). Furthermore, culturalnorms govern the expression of
the way emotions are expressed and their intensity, impacting the overall well-being of
society. This may explain why people from individualistic cultures report higher sub-
jective well-being than individuals from collectivistic cultures (Diener & Lucas, 2004).

In both psychological and everyday contexts, people frequently use the terms
shame and guilt interchangeably (Tangney, 1998; Wolf et al., 2009). Even though the
term guilt and shame are confused as the same meaning in day-to-day language, they
should not be understood as one homogeneous emotion (Cerna et al., 2022). The expe-
riences of guilt and shame can be intertwined and distinct (Su & Hynie, 2019). Guilt
can be identified as an awareness of having done something bad, committing a crime,
or a feeling of responsibility for an offense whereas shame is a sense of inferiority or
worthlessness. Therefore, guilt can be defined as “a negative, self-conscious, moral
emotion which occurs when the individual admits that he has done something that
transgresses a moral law. The focus is on inappropriate behavior”. (Vanderheiden &
Mayer, 2017, p. 81). Conversely, shame can be defined as “a negative, self-conscious
moral emotion which occurs when someone sees his person as being deficient because
something he did transgress a moral law. The focus is on the person.” (Vanderheiden
& Mayer, 2017, p. 81).

According to Su and Hynie (2019), experiencing guilt serves as a guide for health-
ier functioning of individuals in Western cultures, aiding in the strengthening of
self-esteem, empathy, and perspective-taking. These adaptive functions, including
coping with environmental challenges and prosocial behaviors such as helping oth-
ers, are directly linked to the psychosocial well-being of individuals.

However, as Leith & Baumeister (1998) stated, shame is linked with personal
distress and is harmful to human relationships because it arises as a result of real or
imagined rejection from society. Hence, shame generates anger within an individual,
and ultimately, it might cause internal blame, hostile criticism of others, insulting
others, and withdrawal from social situations. Vanderheiden & Mayer (2017) also
stated that shame is the affective component of subjective well-being, which pro-
duces negative affect. According to Crosskey et al. (2015), shame is associated with
depression, alcohol and drug abuse, burnout, and self-rumination, whereas guilt is
associated with social connectedness, hope, and empathy.

Nevertheless, according to You (1997) and Vanderheiden & Mayer (2017), shame
can be identified as a valuable health resource. Shame motivates individuals to align
themselves to connect with others. Shame acknowledges other people’s norms and
expectations, highlights one’s own mistakes, and allows one to take steps to avoid
repeating these mistakes in the future.

The emergence of a chronic illness marks a pivotal life event, indicating the
commencement of what, for the majority, will be an enduring journey of adjusting
to substantial alterations in physical, psychological, social, and environmental as-
pects. A wealth of research has shown that chronic illness significantly affects the
mental, social, and physical well-being of patients (e.g., Trindade et al., 2018; Keles
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et al, 2006; Megari, 2013). Those with chronic conditions often experience reduced
feelings of self-reliance, weakened quality in social connections, a sense of being
misunderstood, isolation and vulnerability, and even the perception of burdening
others (Taylor, 2006).

Shame and Guilt in the Context of Chronic Diseases

As previously indicated, shame is often seen as an uncomfortable emotion stem-
ming from the perception that one’s attributes are unfavorable. People facing chronic
illnesses, especially those with evident symptoms or observable features, might theo-
retically be more prone to encountering feelings of shame (Trindade et al., 2016; Casati
etal,, 2000; Kellett & Gilbert, 2001). For example, individuals with inflammatory bowel
disease (IBD) frequently communicate sensations of embarrassment, isolation, and
diminished attractiveness due to the distinctive traits of the illness and its symptoms
(Casati et al., 2000).

According to Dickerson et al. (2004), self-related emotions are directly linked
with physiological processes. Specifically, prolonged exposure to evaluative and so-
cially rejective conditions can trigger a cascade of physiological responses, including
heightened cortisol levels and increased proinflammatory cytokine activity. These
responses, in turn, contribute to the experience of shame and may ultimately lead
to negative health outcomes (Dickerson et al., 2004). Moreover, some studies report
the association of shame and guilt with chronic mental disorders. Exline et al. (2004)
and Lee et al. (2001) have found a positive relationship between guilt and depression.
Similarly, O’Connor et al. (2002) compared the self-focused motivations and other-fo-
cused motivations in submissive behavior and depression using depressive patients
and students. The results revealed that depressed patients reached significantly
higher scores in negative emotions, including guilt and fear, and lower scores in
social comparison. The relationship between guilt and depression can be considered
a special case, as highlighted by Cerna et al. (2022), who referenced the Diagnostic
and Statistical Manual of Mental Disorders (DSM-IV). They noted that excessive and
inappropriate guilt is specifically identified as one of the symptoms indicative of
major depressive disorder.

Many patients have their own perceptions, knowledge, and understanding of the
nature of their disease (Abrams & Finesinger, 1953). As previously explained, culture
plays a significant role in shaping individual thinking patterns. When it comes to
chronic diseases, individuals comprehend the diseases and related treatments in the
light of cultural knowledge rather than medical knowledge. According to a study by
Earnshaw & Quinn (2012), the stigma associated with healthcare workers and people
with chronic diseases can have harmful effects on the quality of life of those with
chronic diseases. Therefore, by reducing stereotyping, prejudice, and discrimination
in healthcare settings and encouraging people with chronic diseases to mitigate an-
ticipated stigma, their quality of life can be preserved.
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However, to the best of our knowledge, there is a lack of research that has
been focused on the effect of shame and guilt on individuals with chronic diseases
across cultures. Therefore, the objective of this study is to review and synthesize
existing literature on shame and guilt in the context of chronic diseases across dif-
ferent cultures.

Method

The subsequent sections outline the procedures for acquiring the literature rel-
evant to this review. The study applied a scoping review method. Contrary to sys-
tematic literature reviews (SLR), which address well-defined questions that often
suggest the study design, a scoping literature review addresses broad questions and
describes the literature widely, including diverse study methods and designs (Arksey
& O’Malley, 2005). This approach fits the aim of our study due to the observation-
al nature of the investigated studies that employ both qualitative and quantitative
methods. Moreover, in the analyzed papers, a key variable - the culture, was often not
considered/mentioned as the study variable but only sample characteristic. Therefore,
applying the SLR method would lead to omitting some papers that described shame
and guilt experienced by people with chronic conditions in many countries/ethnic
groups but do not discuss the cultural context per se.

Search strategy — Initial Search

The search strategy for this scoping review involved a three-stage approach
targeting different databases and search phrases. A search of electronic databases
(PubMed, Academic Search Complete, APA PsycArticles, and APA PsycInfo) was
performed on September 14th, 2023. The search phrase was as follows: ‘life-long” OR
‘chronic’” OR ‘long-term’ OR ‘continuing’ OR ‘incurable disease” OR ‘illness’ OR ‘con-
dition” OR “disorder” AND ‘culture’ OR ‘cultural’ OR ‘culture-based” AND ‘shame and
guilt’ OR 'shame-based’ OR ‘shame proneness’. Articles available from the inception
date until 14 September 2023 were included.

This search generated an initial set of 63 papers, from which a screening process
led to a final selection. Additionally, Google Scholar was utilized, but no new studies
meeting the inclusion criteria were found.

Search strategy — Title and Abstract Screening

After obtaining the initial yield of 63 papers, a review of the titles and abstracts
was conducted. This phase involved assessing whether each was within the scope
of the study. Due to the relatively low number of search results, the PT conducted
screening by eye and then double-checked by another research team member. As
aresult of this step, 20 papers were selected for further evaluation.
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Search strategy — Detailed Paper Screening

The detailed screening process involved a thorough review of 20 articles. Each
of these articles underwent meticulous scrutiny based on specific inclusion criteria,
ensuring alignment with the study’s focus. The refined inclusion and exclusion cri-
teria are outlined below:

Inclusion criteria:

a. Individuals with chronic diseases participated in the study.

b. Shame/ shame-proneness and/or guilt/ guilt-proneness were investigated

within the study.

c. Sample’s ethnicity/nationality was stated, which allowed for categorizing
the culture as collectivistic or individualistic culture.

d. All observational empirical study designs, both qualitative and quantita-
tive, were included (e.g., cohort studies, case-control studies, cross-sectional
studies, and case studies).

Exclusion criteria.
Papers were excluded for the following reasons:

a. Full text in English could not be obtained.

b. The source was a theoretical or a review article, with no primary or second-
ary data analyzed.

c. The source was not peer-reviewed (book chapters, reports, theses/disserta-
tions, conference proceedings).

d. Studies where the participant’s background is not clearly stated.

e. Studies with heterogenous, culturally diverse participants analyzed jointly
as one sample.

f. Studies on people experiencing chronic symptoms (e.g., chronic pain), not
chronic diseases.

Study Categorization Process

Based on the ethnicity/nationality of study participants, the 20 selected studies
were identified as either conducted within the shame-based culture (i.e., collectivistic
culture) or guilt-based culture (i.e, individualistic culture). Subsequently, all 20 arti-
cles were further classified into five distinct categories based on the main focus of the
study, namely: individual experiences, risk behaviors, patient care, social attitudes/
stigma, and self-perception in relation to chronic disease.

Results
The detailed results of the review and characteristics of the analyzed studies

are summarized in Table 1. Across the span of 69 years, 20 studies have investigat-
ed the experience of self-conscious emotions (shame and guilt) among people with
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chronic diseases. The identified studies have been classified based on their main
focus using qualitative assessment of the paper’s content performed by two members
of the research team. There were five established categories as follows: individual
experiences, risk behaviors, patient care, social attitudes/stigma, and self-perception
in relation to chronic disease.

In the next step, within each category, the studies were divided based on the
cultural setting. Thus, across all five categories, we distinguished studies performed
within the individualistic culture, within the collectivistic culture, and studies com-
paring individualistic and collectivistic cultures.

Category 1 — Individual Experiences

Seven studies that specifically delve into the experiences of individuals dealing
with chronic diseases have been identified. These studies assess the cultural implica-
tions of chronic illnesses, particularly focusing on the emotions of shame and guilt.
Five of these studies have been conducted with the participation of individuals living
in individualistic cultures (Harrison et al,, 2017; Furmanska et al., 2020; Ten Klooster et
al., 2014; Robertson et al., 2021; Walker, 2017), while one study was conducted within
a collectivistic culture (Taskintuna & Ozgiiriimez, 2011). Additionally, one study,
by El-Mansoury et al. (2008), examines a comparison between individualistic and
collectivistic cultures.

Ten Klooster et al. (2014) studied feelings of guilt and shame in patients with
rheumatoid arthritis (RA) in the individualistic culture of the Netherlands. This
study aimed to investigate whether individuals diagnosed with rheumatoid arthritis
(RA) tend to experience higher levels of general guilt and shame compared to those
without RA. It involved 85 patients with rheumatoid arthritis and 59 individuals
without RA. The most notable finding of this study was that patients with longstand-
ing RA did not experience a greater general propensity for shame or guilt than their
comparison group without RA. Furthermore, shame and guilt were only associated
with the demographic and psychosocial characteristics of the patients and not with
the clinical or physical aspects of the disease. The overall study results suggest that
Dutch RA patients generally do not experience significant shame or guilt. According
to the authors, several reasons might explain why shame and guilt were not notably
higher in these patients. Firstly, RA is widely recognized as a medical condition by
both doctors and the public. People seem to have realistic views about arthritis, un-
derstanding its seriousness and consequences and do not think patients can control
the disease’s course. This lack of stigma means RA patients likely do not feel the
need to justify or hide their condition. Moreover, advances in understanding RA
causes and effective treatments have made the disease milder compared to decades
ago. RA patients today are generally less disabled, with fewer visible deformities or
reliance on assistive devices. This contrasts with conditions like breast cancer, where
visible signs may lead to bodily shame.
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Table 1. Study characteristics and results

. Country/
No. Study Aim Ethnicityy

01 ten Klooster, PM., Christenhusz, The study aimed to determine Netherlands
L.C, Taal, E., Eggelmeijer, F,, van whether individuals with rheumatoid
Woerkom, ]-M., & Rasker, ]J. (2014). arthritis (RA) experience higher
Feelings of guilt and shame in patients levels of general guilt and shame
with rheumatoid arthritis. Clinical in comparison to those without
Rheumatology, 33(7), 903-910, doi: RA, and to explore potential factors
10.1007/510067-014-2516-3 associated with these emotions in the

context of RA

02 Harrison, S.L., Robertson, N., The study aimed to investigate the Canada
Goldstein, R.S., & Brooks, D. (2017). manifestation of self-conscious
Exploring self-conscious emotions in  emotions, examine potential
individuals with chronic obstructive  correlations with adverse health
pulmonary disease. Chronic outcomes, and compare the expression
Respiratory Disease, 14(1), 22-32, doi: ~ of these emotions between individuals
10.1177/1479972316654284 with chronic obstructive pulmonary

disease (COPD) and a healthy
control group.

03 Walker, L. 2017). “There’s no pill The main aim of the study was to United
to help you deal with the guilt and understand the impact of receiving Kingdom
shame’: Contemporary experiences and adjusting to an HIV diagnosis
of HIV in the United Kingdom. in today’s UK society. Additionally,

Health: An Interdisciplinary Journal the study aimed to explore whether
for the Social Study of Health, Illness the social experiences of individuals
and Medicine, 23(1), 97-113, doi: living with HIV have changed or
10.1177/1363459317739436 stayed consistent in response to
biomedical advancements.
04 Furmanska, ], Rzepa, T, Koziarska, This study aimed to assess the Poland

D., Rutkowska, E., & Bulsa, M. (2020).
Stereotypes vs. reality: Shame and
coping strategies applied by healthy

subjects and multiple sclerosis patients

—preliminary research. Postepy
Psychiatrii i Neurologii, 29(1), 11-24, doi:
10.5114/ppn.2020.94692

degree of disease-related shame in
individuals with multiple sclerosis
(MS) in comparison to healthy
individuals who identified with the
stereotype of a chronic, incurable
disease leading to disability.
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Sample description

Methodology

Findings

Study participants
included 85 outpatients
(77% females, median

age 62 years, median
disease duration 11 years).
A peer control group of
59 individuals was age
and sex-matched for

quantitative,
cross-sectional
comparative study

Individuals with longstanding RA did not undergo
heightened general feelings or susceptibility to shame
or guilt in comparison to their peers without RA.
Additionally, the occurrences of shame and guilt were
solely linked to the demographic and psychosocial
characteristics of the patients, and not to the clinical
or physical aspects of the disease.

comparative analysis.

Study participants mixed-methods  Five interview-derived themes were discerned:
included 15 individuals study grief, a range of blame, concern regarding external
with COPD who perceptions, concealment, and future-related
participated in interviews. apprehension. Quantitative results showed that
The quantitative individuals with COPD expressed reduced self-
component involved compassion, heightened shame, and diminished pride
70 patients diagnosed compared to their healthy counterparts.

with COPD and 61

healthy controls.

The study participants qualitative study ~ The data revealed a mix of experiences and
included individuals (online survey  expectations, highlighting that while HIV is

aged 18-35 years who structured around  considered ,normal’ in some aspects, there are still

had received a diagnosis  open-ended questionsongoing feelings of fear, shame, and stigma. This

of HIV within the and two interviews) underscores its continued status as a highly ,socially
past 5 years. impactful’ disease.
The study participants quantitative,  The study findings indicated no significant difference

included 60 individuals,
comprising 30 patients
diagnosed with MS and 30
healthy subjects.

cross-sectional
comparative study

in the levels of disease-related shame between
individuals with MS and healthy subjects. Both
groups exhibited similar use of coping strategies such
as avoidance, self-blame, and blaming others. Notably,
MS patients were less inclined to employ withdrawal
as a coping strategy compared to the healthy group.
Within the MS patient group, a positive correlation
was observed between the level of disease-related
shame and the utilization of withdrawal and self-
blame as coping mechanisms.
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. Country/
No. Study Aim Ethnicityy
05 Robertson, N., Gunn, S,, & Piper, The study aimed to explore the United
R. (2021). The experience of self- presence of self-conscious emotionsin  Kingdom
conscious emotions in inflammatory  individuals with Inflammatory Bowel
bowel disease: A thematic analysis. Discase (IBD).
Journal of Clinical Psychology in Medical
Settings, 29(2), 344-356. doi: 10.1007/
510880-021-09778-0
06 Taskintuna, N., & Ozgilrﬁmez, G. The study aimed to investigate the Tiirkiye
(2011) End-stage renal disease and impact of psychological trauma,
psychological trauma: Shame and specifically examining shame and
guilt in hemodialysis patients, guilt, on mood and health-related
transplantation recipient and donor  quality of life (HRQOL) among
candidates, and controls. Noro individuals with end-stage renal
Psikiyatri Arsivi, 48(4), 249-254, doi: disease (ESRD).
10.4274/npa.y5846
07 Shahram, S.Z., Bottorff, J.L., Oelke, This study aimed to understand Canada
N.D, Kurtz, DL, Thomas, V., Spittal,  how young Indigenous women,
PM.,, & and For the Cedar Project engaged in pregnancy, conceptualize
Partnership. (2017). Mapping the and grasp the interconnections of
social determinants of substance social determinants associated with
use for pregnant-involved young substance use.
Aboriginal women. International
Journal of Qualitative Studies on Health
and Well-Being, 12(1), 1275155, doi:
10.1080/17482631.2016.1275155
08 Lindqvist, G, & Hallberg, LR-M. This study aimed to investigate Sweden
(2010). ‘Feelings of guilt due to self- the main challenges confronted
inflicted disease.” Journal of Health by individuals living with chronic
Psychology, 15(3), 456-466, doi: obstructive pulmonary disease
10.1177/1359105309353646 (COPD) and explore their strategies
for managing their daily lives.
09 Mondia, S, Hichenberg, S., Kerr, This study aimed to investigate USA

E,, Eisenberg, M., & Kissane, D.W.
(2011). The impact of Asian American
value systems on palliative care.
American Journal of Hospice and
Palliative Medicine, 29(6), 443-448, doi:
10.1177/1049909111426281

the experiences of Asian American
families in the context of palliative
care, utilizing a cultural lens.
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Sample description Methodology Findings
The study included qualitative study ~ The analysis identified themes that showed how
15 participants from (semi-structured  people felt self-conscious emotions when their
outpatient IBD clinics and interviews) experiences threatened the identities they preferred.
patient groups.
The study participants quantitative, While the group differences for neither guilt

included four groups: the
hemodialysis group (56),
the recipient candidate
group (66), the donor
candidate group (41), and

cross-sectional

comparative study

nor shame reached statistical significance in the
hemodialysis, recipient, and donor candidate
groups, it was observed that hemodialysis patients
exhibited the highest scores for depression,
anxiety, and HRQOL.

51 healthy individuals.
The study participants qualitative Feelings of shame and guilt were strongly
included 17 young study (open-  connected to low self-esteem, arising from the

pregnant Indigenous
women with experiences
in substance use.

ended interviews)

internalization of negative comments or behaviors
from others, significantly affecting participants’
emotional well-being,

The study participants
included 23 individuals
with COPD at

different stages, from
mild to severe.

qualitative study
(interviews)

The study revealed a key theme focusing on feelings
of guilt stemming from a self-inflicted illness due

to smoking. This central aspect was connected to

five coping strategies: making sense of existence,
adapting to physical limitations, surrendering to fate,
rationalizing the smoking-related cause, and ensuring
adherence to daily medication.

The study involved 3 qualitative The themes identified from the interviews
Asian American families. study were encompassed family closeness, respect for
(case studies)  hierarchy within the family, gender-defined roles,
intergenerational tensions, preoccupation with shame,
and limited emotional expressiveness.
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cont. table 1

. Country/
No. Study Aim Ethnicityy

10 Okazaki, S. (2000). Treatment delay The study aimed to explore the USA
among Asian-American patients with ~ degree of treatment delay and the
severe mental illness. American Journal factors linked to it among Asian-
of Orthopsychiatry, 70(1), 58-64, doi: American patients seeking assistance
10.1037/h0087751 for psychotic disorders at community

outpatient mental health agencies.

11 Abrams, RD, & Finesinger, J.E. (1953). The study aimed to evaluate the USA
Guilt reactions in patients with cancer. personality and emotional difficulties
Cancer, 6(3), 474-482, doi: 10.1002/1097-  in cancer patients, shedding light on
0142(195305) 6:3&lt;474::aid- attitudes among patients and doctors.
cncr2820060305 &gt;3.0.co2-p

12 Cerna, A, Malinakova, K, Van Dijk,  This study aimed to explore the Czech
P, Zidkova, R,, & Tavel, P. (2022). possible association between Republic
Guilt, shame and their associations feelings of guilt and shame and
with chronic diseases in Czech adults. physical health, particularly in the
Psychology, Health & Medicine, 27(2), 503- context of chronic diseases and
512, doi: 10.1080/13548506.2021.1903058  selected conditions.

13 Gilbert, P. (2000). The relationship This study aimed to explore the links United
of shame, social anxiety and between shame, depression, and social ~ Kingdom
depression: The role of the evaluation ~ anxiety using the social rank theory.
of social rank. Clinical Psychology
& Psychotherapy, 7(3), 174-189, doi:
10.1002/1099-0879 (200007)7:3<174::AID-

CPP236>3.0.CO2-U

14 Cantisano, N, Rimé, B., & Mufioz- The study aimed to investigate Dominican
Sastre, MT. (2012). The social variations in the social sharing of Republic
sharing of emotions in HIV/AIDS: emotions among patients with HIV/

A comparative study of HIV/AIDS, AIDS, diabetes, and cancer.
diabetic and cancer patients. Journal of
Health Psychology, 18(10), 1255-1267, doi:
10.1177/1359105312462436
15 Browne, J.L, Ventura, A, Mosely, K, The study aimed to explore the Australia

& Speight, J. (2013). ' call it the blame
and shame disease”: A qualitative
study about perceptions of social
stigma surrounding type 2 diabetes.
BM] Open, 3(11), doi: 10.1136/
bmjopen-2013-003384

social experiences of Australian
adults dealing with type 2 diabetes
mellitus (T2DM).
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Sample description Methodology Findings
The study participants mixed-methods  In contrast to earlier observations of prolonged
included a group of 62 study treatment delays in Asian Americans, this group

Asian-American patients
with psychotic disorders
and 40 of their relatives.

demonstrated relatively low levels of stigma and
shame. Extended treatment delays for patients were
associated with elevated levels of shame and stigma
experienced by their relatives.

cont. table 1

The study included 60 qualitative The study uncovered that patients’ inclination to
participants with cancer. study deny and avoid symptoms, hindering the pursuit of
(interviews) treatment, often stemmed from feelings of guilt.

The participants in quantitative, cross- Respondents with elevated feelings of guilt, but

the study comprised sectional correlationalnot shame, were more prone to experiencing

a nationally representative study chronic diseases, including arthritis, back pain,

sample of 1000 cardiovascular disease, asthma, cancer, and

Czech adults. depression or anxiety. The strongest association
was observed in the case of cancer. No significant
associations were found for diabetes and stroke,
and feelings of shame were not correlated with
chronic diseases.

The study included quantitative, cross- The results reveal a strong connection

a group of 109 sectional correlationalbetween shame, social anxiety, and depression

students and 50 study (excluding guilt) with feelings of inferiority and

individuals diagnosed submissive behavior.

with depression.

The study participants
included 35 HIV/AIDS

quantitative, cross- The group with HIV/AIDS exhibited elevated levels
sectional comparative of shame, guilt, and a reluctance to share illness-

outpatients, 35 diabetic study related emotions.

outpatients, and 34 cancer

outpatients.

25 adults with T2DM were qualitative The study uncovered instances of social stigma

included as participants study
in the study. (interviews)

experienced by individuals with T2DM.

. Country/
No. Study Aim Ethnicityy
16 Ho, L.P, & Goh, E.C. (2017). How The study aimed to explore the Singapore
HIV patients construct liveable process by which individuals
identities in a shame based culture:  diagnosed with HIV rebuild their
The case of Singapore. International identities after receiving the diagnosis.
Journal of Qualitative Studies on Health
and Well-Being, 12(1), 1333899, doi:
10.1080/17482631.2017.1333899
17 Dam, L, Cheng, A, Tran, P, Wong, The study aimed to define and Vietnamese
S.S., Hershow, R,, Cotler, S, & Cotler, ~ contrast the comprehension and people living
S.J. (2016). Hepatitis B stigma and stigma linked to HBV within in Ho Chi
knowledge among Vietnamese in the Vietnamese communities in Minh City in
Ho Chi Minh City and Chicago. Ho Chi Minh City and Chicago. Vietnam and
Canadian Journal of Gastroenterology Simultaneously, it aimed to commence ~Vietnamese
and Hepatology, 2016, 1-8. doi: an evaluation of the cultural context  people living in
10.1155/2016/1910292 surrounding HBV stigma. Chicago, USA
18 Walker, RC, Walker, S, Morton, RL.,,  The study aimed to uncover and New
Tong, A, Howard, K., & Palmer, SC.  articulate the experiences and Zealand
(2017). Maori patients’ experiences and viewpoints of Maori individuals
perspectives of chronic kidney disease: living with chronic kidney disease.
A New Zealand qualitative interview
study. BM] Open, 7(1), doi: 10.1136/
bmjopen-2016-013829
19 Subandi, M.A,, & Good, BJ. (2018). The study aimed to explore the Indonesia
Shame as a cultural index of illness  perceptions of shame in connection
and recovery from psychoticillness  to psychotic illness among Javanese
in Java. Asian Journal of Psychiatry, 34,  individuals.
33-37, doi: 10.1016/j.ajp.2018.04.005
20 El-Mansoury, T.M,, Taal, E., Abdel- The study aimed to explain Egypt
Nasser, A.M,, Riemsma, R.P, Mahfouz, loneliness as experienced by women and the
R, Mahmoud, J.A,, El-Badawy, S.A., with rheumatoid arthritis (RA) Netherlands

& Rasker, ].J. (2008). Loneliness
among women with rheumatoid
arthritis: A cross-cultural study in
the Netherlands and Egypt. Clinical
Rheumatology, 27(9), 1109-1118, doi:
10.1007/s10067-008-0876-2

among Egyptian and Dutch female
RA patients.
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Sample description Methodology Findings
4 HIV patients (2 qualitative The results revealed that even with the shift in the
males and 2 females) study HIV trajectory from a terminal to a chronic condition,
participated in the study. (interviews) individuals living with HIV encounter challenges

stemming from societal perceptions.

The sample included 842
participants from Ho

quantitative, cross- Vietnamese residents in Chicago demonstrated
sectional comparative heightened awareness of HBV but also exhibited

Chi Minh City and 170 study higher stigma scores, including feelings of guilt and
participants from Chicago. shame. Conversely, individuals in Ho Chi Minh City
showed lower levels of HBV stigma.
The participants of this qualitative The study uncovered that Maori concepts of
study included 13 Maori study whakama (disempowerment and embarrassment)
patients with CKD who (interviews) and whakamana (enhanced self-esteem and self-
were either nearing determination) served as a comprehensive framework
the need for dialysis for interpreting the identified themes. These
or had started encompassed feeling disempowered by delayed
dialysis withi CKD diagnosis, confronting the stigma of dialysis,
ialysis within the q . o A

ious 12 months. eveloping and sustaining relauonshlps to support
previous treatment, and maintaining cultural identity.
The study included 6 qualitative, The data disclosed that participants utilized shame in
psychotic patients and ethnographic  three distinct ways. Firstly, it functioned as a cultural
their family members as fieldwork measure for illness and recovery; family members

participants.

identified illness in the patient when a loss of shame
was evident, and the return of shame was perceived
as a sign of recovery. Secondly, shame was seen

as a signal of relapse. Lastly, it was regarded as an
obstacle to the recovery process.

The participants of this
study included

quantitative, cross- The study found higher loneliness levels in Egyptian
sectional comparativeRA patients compared to Dutch. While low social

study

support impacted loneliness in Dutch patients, it
didn't in Egyptians. Egyptians also experienced
more guilt about their condition than Dutch patients,
despite similar pain and disability levels.
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El-Mansoury et al. 2008) conducted a cross-cultural study comparing 36 Egyptian
female RA patients with 140 female Dutch RA patients to explore loneliness within the
context of rheumatoid arthritis (RA). The findings revealed that Egyptian patients re-
ported higher levels of loneliness compared to their Dutch counterparts. Interestingly,
while low social support was identified as a significant contributor to loneliness
among Dutch RA patients, this association was not observed among Egyptian pa-
tients. Additionally, the study highlighted a comparison of RA patients in Egypt and
the Netherlands, which found that Egyptian patients tended to experience greater
feelings of guilt regarding their condition. Despite similar levels of pain and physical
disability between the two countries, cultural influences, particularly feelings of guilt
and shame, appeared to play a more prominent role in shaping the psychological
experiences of RA patients in non-Western or developing nations.

Harrison etal. (2017) conducted a two-phase mixed-methods research endeavor
to investigate the expression of self-conscious emotions, examining potential links
to adverse health outcomes. The study aimed to compare these emotions between
individuals with chronic obstructive pulmonary disease (COPD) and a control group
of healthy individuals within a Canadian sample. The decision to choose question-
naires for assessing self-conscious emotions in individuals with COPD and healthy
controls was guided by interviews conducted with 15 COPD participants. From
these interviews, five main themes were identified: grief, a spectrum of blame, con-
cern about the view of others, concealment, and worry about the future. Following
this, the selected questionnaires were distributed to a total of 70 COPD patients and
61 healthy controls.

The qualitative results indicate that patients experience embarrassment due to
concerns about how others perceive them. Consequently, individuals with COPD of-
ten worry about symptoms such as coughing and feel shame when coughing in front
of others. In contrast, COPD patients described attempts to conceal their disability,
often driven by guilt for contributing to their condition. According to the overall re-
sults of the study, COPD patients reported lower self-compassion, higher shame, and
less pride than healthy controls.

Walker (2017) conducted a study on contemporary subjective experiences of peo-
ple with HIV in the United Kingdom. This was a qualitative study that aimed to un-
derstand the experiences of being diagnosed and living with HIV. Furthermore, the
author aimed to explore how the social experience of HIV changed in the light of bio-
medical development. A small-scale 40 online survey, structured around open-ended
questions, was conducted alongside interviews with two individuals living with HIV
who volunteered to participate. All participants had been diagnosed with HIV within
the past five years. The analysis reveals three central themes: old narratives versus
new knowledge; the experience of chronicity, manageability, and the impact of HIV
on everyday life; and the societal perception of HIV as a ‘social diagnosis,” including
the pressures to normalize. The findings of the study revealed that there is a mixture
of uncertain experiences and anticipated norms regarding people with HIV. Despite it
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being a common health condition, there are still prevalent feelings of fear, shame, and
stigma surrounding it, making it one of the most socially impactful diseases.

A comparative study on shame and coping strategies among individuals with
multiple sclerosis (MS) and a control group was conducted in Poland by Furmariska
etal. (2020). There were 60 people who participated in the study (30 patients with MS
and 30 people in the control group. The study objective was to examine the extent
of shame related to illness in individuals with MS compared to healthy individuals
imagining themselves dealing with a chronic, incurable disease resulting in disa-
bility, a situation commonly perceived as challenging and exceptionally shameful.
Additionally, the study aimed to assess the variations in coping strategies for shame
between the two groups. The study found that both people with MS and the control
group displayed similar levels of shame. Moreover, the coping strategies, including
avoidance, self-blame, and blaming others, did not significantly differ between the
groups. Although patients with MS were less inclined to use withdrawal as a coping
mechanism compared to controls, their disease-related shame was linked to increased
use of withdrawal and self-blame as strategies to cope with that shame.

Robertson et al. (2021) conducted a qualitative study investigating the experience
of self-conscious emotions, including shame and embarrassment, among individuals
with inflammatory bowel disease (IBD). Fifteen individuals with IBD were recruited
from the clinic in the United Kingdom. The analysis of participant responses revealed
two overarching themes, all centered around self-conscious emotions triggered by
situations that challenged the participants’ desired identities. The first theme, termed
“Lack of control,” highlighted the distress participants felt due to significant shifts in
how they perceived themselves, and their efforts to regain a sense of stability in their
identity. The second theme, named ‘Lack of understanding,” encompassed the distress
participants experienced when they became aware of being unfairly judged by others,
adding to their emotional burden.

Tagkintuna & Ozgiiriimez (2011) conducted a study focused on end-stage renal
disease (ESRD) and psychological trauma. This study was conducted in Turkey, a col-
lectivistic country. There were four study groups: hemodialysis patients (56 individu-
als), transplantation recipients (66 individuals), donor candidates (41 individuals), and
controls (51 individuals). The study aimed to assess whether the experience of shame
and guilt has a negative effect on the mood and health-related quality of life among
study groups. They hypothesized that individuals experiencing shame, stemming
from negative self-evaluation, are likely to demonstrate higher scores in depression
and anxiety, as well as lower health-related quality of life (HRQOL), compared to
guilt, which is believed to result solely from a negative appraisal of one’s behavior.
However, according to the results of the study, hemodialysis patients reported higher
depression, anxiety, and diminished HRQOL compared to the other three groups.
However, there were no significant differences in shame and guilt. Interestingly, the
control group in this study showed the highest shame scores. According to the au-
thor’s interpretation of this result, the guilt and shame inventory (GSI) only assesses
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the trait but not the state and it may not be appropriate in this kind of research.
Furthermore, the Eastern culture-based self- consciousnesses is sensitive to seeing
individuals confront hardships, such as organ loss and chronic diseases (Tagkintuna
& Ozgiiriimez, 2011).

Summing up, the seven reviewed studies delve into the individual experiences of
people with chronic diseases, particularly focusing on shame and guilt. Five studies
were rooted in individualistic cultures. Among those, the Dutch study stood out by
emphasizing the significance of demographic and psychological variables in assessing
shame and guilt rather than disease-related factors, as the culture of the Netherlands
is advanced in attitudes related to the longstanding RA. The cross-cultural study
also underscored the significance of guilt and shame, which seemed to have a greater
impact on shaping the psychological well-being of RA patients in non-Western or
developing countries. Moreover, the Turkish study, representing a collectivistic cul-
ture, found no significant differences in shame and guilt scores among groups with
end-stage renal discase but highlighted higher levels of depression, anxiety, and lower
health-related quality of life in hemodialysis patients. This contrast underscores the
need to understand cultural influences when examining emotions like shame and
guilt in chronic illness contexts, offering valuable insights into both individualistic
and collectivistic perspectives on coping with these emotions.

Category 2 - Risk Behaviors

There were two qualitative studies focused on shame and guilt and their relation-
ship to risk behaviors. One was conducted in individualistic Swedish culture, with
the participation of people with COPD (Lindqvist & Hallberg, 2010). Another was
conducted among pregnant-involved indigenous women of Canada who were using
psychoactive substances (Shahram et al., 2017).

According to Shahram et al. (2017), seventeen young Indigenous pregnant-in-
volved women (defined as those who have experienced pregnancy between the ages
of 14 and 30) and who had experienced substance use throughout their lives, including
during pregnancy, were eligible to participate in a mapping activity called CIRCLES
(Charting Intersectional Relationships in the Context of Life Experiences with
Substances). During this activity, the women created maps and discussed how vari-
ous social determinants affected their experiences with pregnancy and substance use.
The women identified 10 themes to express the factors influencing their substance use.
These themes included traumatic life histories, socioeconomic status, culture, identity
and spirituality, shame and guilt, mental wellness, family connections, romantic and
platonic relationships, strength and hope, mothering, and the intersections of these de-
terminants. According to the findings, low self-esteem was closely related to feelings
of shame and guilt. These emotions stemmed from internalizing negative remarks
or actions from others, significantly impacting their emotional well-being. Actively
working to reverse these internalizations was crucial for their wellness. Feeling judged
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or unwelcome were major barriers to accessing community support, and some women
hesitated to seek treatment due to shame from past attempts or fear of failure.

In the Swedish study, the data were obtained through interviews with 23 in-
dividuals at different stages of COPD, ranging from mild to severe. The resulting
substantive theory highlighted the central concern of experiencing guilt attributed to
a self-inflicted disease related to smoking habits. This core category was associated
with five managing strategies termed making sense of existence, adjusting to bodi-
ly restrictions, surrendering to fate, making excuses for the smoking-related cause,
and creating compliance with daily medication. Accordingly, the guilt was related to
the participants’ awareness of the strong association between smoking behavior and
COPD. Moreover, they blamed themselves for bringing the disease into their own lives.

In conclusion, both studies, conducted in individualistic Swedish culture and
in collectivistic indigenous Canadian culture, illustrate a pattern where individuals
internalize guilt-associated with risky behaviors like substance abuse or smoking.
This internalization of guilt and self-blame appears to be a common trend in these
individualistic cultures, significantly impacting individuals’ emotional well-being
and their approach to seeking support or treatment.

Category 3 — Patient care

The literature review indicated three studies that were focused on patient care
within the context of shame and guilt.

Mondia et al. (2011) conducted a qualitative exploration within the context of
arandomized controlled trial focusing on family therapy initiated during palliative
care and extending into bereavement. The study delved into the experiences of 3 Asian
American families, aiming to understand the impact of the Asian American value sys-
tem on palliative care dynamics. The findings revealed distinctive themes, including
family closeness, respect for hierarchy within the family, gender-determined roles,
intergenerational tensions, preoccupation with shame, and limited emotional expres-
siveness. These insights underscored the intricate nature of Asian American, collectiv-
istic, cultural values. It emphasized the necessity for family therapists to thoughtfully
consider and integrate these nuances into their approach, ensuring culturally sensitive
care tailored to the unique needs of each family unit during palliative care and be-
reavement. Okazaki (2000) investigated treatment delay patterns in aless acculturated
group of Asian Americans dealing with severe mental illness. In contrast to previ-
ous research, Okazaki’s study discovered that these individuals and their families
were thoughtful consumers of mental health services. However, the research revealed
a paradoxical connection: higher levels of shame and stigma experienced by family
members were associated with prolonged treatment delays for patients in a cohort of
62 Asian-American patients with severe mental illness and 40 of their relatives. This
cohort reported relatively low levels of stigma and shame and a relatively short delay
between the onset of psychiatric symptoms and the inception of treatment.
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Additionally, Abrams & Finesinger’s (1953) studied guilt reactions among cancer
patients at Massachusetts General Hospital. The participants were a group of 60 pa-
tients with cancer. The study aimed to (1) assess the perspectives of both patients and
their families regarding the diagnosis of a malignant tumor, (2) investigate how these
attitudes impact the patients, and (3) propose a strategy for enhancing the care of
individuals diagnosed with cancer. Their investigation revealed that patients’ denial
and avoidance of symptoms, significantly hindering treatment seeking, were often
rooted in feelings of guilt.

Overall, these three studies underscore the imperative of recognizing culture-spe-
cific manifestations of guilt and shame in chronic diseases, particularly among diverse
ethnic groups like Asian Americans. Understanding these cultural intricacies is crucial
for tailoring healthcare interventions that effectively address emotional barriers and
optimize treatment-seeking behavior among affected individuals and their families.

Category 4 — Social attitudes/ stigma

The literature review distinguished four works that described the effect of social
attitudes/stigma related to chronic diseases. Two of them have been conducted in
individualistic cultures (Browne et al., 2013; Cerna et al., 2022; Gilbert, 2000) and one
in a collectivistic culture (Cantisano et al., 2012).

Cerna etal. (2022) conducted a study exploring the association between guiltand
shame and chronic physical health conditions in Czech adults. The survey, which
included 1000 participants, specifically examined eight selected chronic diseases:
arthritis, asthma, back pain, cancer, cardiovascular disease, depression, diabetes, and
stroke. The findings showed that feelings of guilt were associated with physical health,
while feelings of shame were not. According to the authors, the impact of guilt on the
quality of life of individuals with chronic diseases has been extensively explored in the
literature. However, it is essential to recognize that guilt can also directly contribute
to the onset and progression of the chronic disease. Therefore, it should be regarded
as a significant subject within the clinical domain (Cerna et al., 2022).

Gilbert (2000) conducted a study in the UK that explored the associations between
shame, depression, and social anxiety from the perspective of social rank theory. This
theory argues that emotions and moods are significantly influenced by the perception
of one’s social status or rank. In this research, a group of 109 students and 50 individ-
uals diagnosed with depression completed a set of self-report questionnaires specifi-
cally crafted to assess diverse facets of shame, guilt, pride, social anxiety, depression,
and social rank (including self-perceptions of inferiority and submissive behavior).
Results confirmed that shame, social anxiety, and depression (but not guilt) are highly
related to feeling inferior and submissive behavior (Gilbert, 2000).

Cantisano et al. (2012) conducted a study in the collectivistic culture of the
Dominican Republic to explore the nature of social emotion sharing among individ-
uals living with HIV/AIDS. The study included 35 participants with HIV/AIDS, 35 with
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diabetes, and 34 with cancer. According to the findings, the group of individuals with
HIV/AIDS, comprising 35 participants, scored higher in shame, guilt, and reluctance
to share emotions linked to their illness compared to individuals with diabetes or
cancer. They also showed reduced instances of socially sharing these emotions and
had fewer partners with whom they shared their feelings due to the nature of their
chronic condition. The authors suggested that future research could focus on compar-
ing how individuals living with HIV/AIDS are socially situated within individualistic
and communal sociocultural settings.

A qualitative study (Browne et al., 2013) about perceptions of social stigma sur-
rounding type 2 diabetes mellitus (T2DM) was conducted among individuals with
T2DM living in Victoria State, Australia. The study included 25 participants who in-
dicated that T2DM carried a social stigma or provided instances indicating the pres-
ence of such stigma. Key themes related to this stigma experience included feeling
personally responsible for their condition and facing blame from others, encountering
negative stereotypes, experiencing discrimination, and having limited life opportu-
nities as a result.

These studies collectively demonstrate how individualistic and collectivistic
cultural perspectives influence emotions like guilt, shame, and social stigma in the
context of chronic diseases. Individualistic cultures emphasize personal responsibility
and emotions” impact on health, while collectivistic cultures show how social attitudes
and stigma affect individuals’ experiences within the community.

Category 5 - Self-perception

The literature review indicated four articles centered on how people with chronic
illnesses perceive themselves and their condition within the context of their collectiv-
istic cultural backgrounds.

Accordingly, Ho & Goh (2017) conducted qualitative research on how patients
with HIV construct liveable identities in a shame-based culture in Singapore. They
interviewed four patients with HIV (two males and two females) and uncovered that
the evolution of HIV from a terminal to a chronicillness has not eased the challenges
faced by those living with it, especially in Asian societies where there is significant
fear and stigma surrounding HIV. People diagnosed with HIV often experience pro-
found shame initially and must navigate this by reshaping their identities, containing
that sense of shame, reinforcing their usual selves, and building new identities.

The comparative study conducted by Dam et al. (2016) sought to examine
the levels of knowledge on hepatitis B virus (HBV) and the related stigma among
842 Vietnamese individuals residing in Ho Chi Minh City and 170 individuals in
Chicago. The aim was to compare these two groups living in distinct cultural contexts
and explore their understanding of HBV as well as the associated stigma within their
respective communities. According to the findings, Vietnamese residents in Chicago
showed greater awareness about how HBV spreads and its potential to cause chronic
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infection and liver cancer. However, they also exhibited higher levels of stigma as-
sociated with HBV, feeling more guilt and shame about the disease and being more
inclined to believe that those with HBV could harm others and should be isolated.
In contrast, individuals in Ho Chi Minh City displayed lower levels of HBV stigma
compared to Vietnamese living in Chicago, indicating shifting cultural attitudes in
Vietnam. Authors claim that to combat HBV stigma, there’s a need for culturally tai-
lored educational campaigns.

Walker et al. (2017) looked into and described how Maori people, New Zealand’s
indigenous population, experience and perceive chronic kidney disease (CKD). This
qualitative study aimed to uncover more about what CKD means for indigenous
groups, which has not been widely studied before. Thirteen CKD patients who
were near to or undergoing dialysis participated in interviews. Regret and self-
blame, confronting the stigma of kidney disease, associated multigenerational fear,
as well as shame and embarrassment were some of the themes identified in this
study. Moreover, the authors have used two concepts of Maori, which are whakama
(disempowerment and embarrassment) and whakamana (enhanced self-esteem and
self-determination), as an overarching framework for interpreting the identified
themes. The findings of the study highlighted that Maori individuals with CKD
felt pushed to the sidelines in the New Zealand healthcare system because of late
diagnoses. Moreover, problems such as the focus on individuals instead of families,
longstanding concerns about dialysis across generations, and patient’s belief that
healthcare providers were not considering their cultural beliefs and values when
making decisions, were identified.

An exploratory study was conducted on the complex Javanese meaning of shame
in relation to psychotic disorders by Subandi & Good (2018). The study involved six in-
dividuals with psychosis and their families, and the research was carried out through
ethnographic fieldwork conducted in Yogyakarta, Indonesia. The thematic analysis
revealed that participants saw shame in three distinct ways. Initially, it served as
a cultural measure for gauging illness and recovery; when someone lost their sense
of shame, family members considered them ill, and the return of shame indicated
recovery. Secondly, shame was seen as a sign of relapse. Lastly, it was perceived as an
obstacle hindering the path to recovery.

The studies conducted by Ho & Goh (2017), Dam et al. (2016), Walker et al. (2017),
and Subandi & Good (2018) provide nuanced insights into how individuals with
chronic illnesses perceive their conditions within diverse cultural contexts. Ho &
Goh's (2017) research on patients with HIV in Singapore illuminates the ongoing chal-
lenges faced by individuals with HIV, emphasizing the significant role of shame in
shaping their identities in a culture marked by stigma. Dam et al.’s (2016) comparative
study between Vietnamese communities in Ho Chi Minh City and Chicago highlights
the differing levels of awareness and stigma associated with the hepatitis B virus,
shedding light on cultural influences on disease perception. Walker et al.’s (2017) ex-
ploration of chronic kidney disease among Maori individuals in New Zealand unveils
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themes of regret, shame, and systemic marginalization within the healthcare system,
emphasizing the importance of cultural considerations in healthcare delivery. Finally,
Subandi & Good’s (2018) study on Javanese perspectives of shame regarding psychotic
disorders demonstrates multifaceted cultural interpretations of shame as a gauge
for illness, recovery, relapse, and as a barrier to recovery. Altogether, these studies
underscore the intricate interplay between cultural backgrounds and self-perception
of chronic illnesses, emphasizing the necessity of culturally sensitive approaches in
healthcare as well as understanding and addressing the experiences of individuals
living with chronic conditions. The studies also underscore the challenges of changing
perceptions within collectivistic cultures and the importance of considering whole
families and self-conscious emotions, like shame, in addressing chronic diseases with-
in cultural contexts.

Discussion

The scoping review of 19 papers highlights the significant role of cultural influ-
ences in shaping emotional responses to chronic diseases. More specifically, the effect
of culture on individual experiences, risk behaviors, patient care, social attitudes/
stigma, and self-perception has been considered.

When considering the cultural influence of shame-proneness and guilt-proneness
among individuals with chronic diseases, specific features associated with individ-
ualistic cultures have been identified. These include the influence of awareness (be-
ing educated of their disease, including its symptoms, treatments, and management
strategies), personal and social factors (social support networks and personal beliefs)
over clinical factors, access to advanced treatments, and the advantage of guilt over
shame. Moreover, feelings of fear, shame, and stigma despite certain chronic diseases
being common health conditions were noticed.

The influence of one’s cultural background on the perception of chronic diseases
seems to persist even after changing the place of residence. It is observed that indi-
viduals who have experienced stigma-associated diseases in their native culture may
continue to experience heightened levels of guilt and/or shame in a host culture, even
if the latter is perceived as more secure for them (Dam et al., 2016).

The studies conducted in the Netherlands by Tom Klooster et al. (2014), E1-
Mansoury et al. 2008) and Harrison et al. (2017) in Canada have underscored that
shame and guilt related to chronic diseases are primarily linked to the psychosocial
and demographic characteristics of individuals rather than solely to the clinical and
physical aspects of the disease. Additionally, these studies have emphasized that ad-
vancements in treatments and increased societal awareness can contribute to reduc-
ing the stigma associated with chronic diseases. Consequently, tailored interventions
considering these sociocultural nuances could potentially alleviate the emotional
impact of chronic conditions. Nonetheless, individuals with chronic diseases tend
to experience guilt more frequently than shame in individualistic societies (Cerna
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etal, 2022; Abrams & Finesinger, 1953; Lindqvist & Hallberg, 2010), which is a finding
supported by the research of You (1997) and Wolf et al. (2009).

According to Walker (2017) and Cantisano et al. (2012), individuals living with
HIV/AIDS in the United Kingdom and the Dominican Republic, respectively, continue
to experience shame and guilt and are often reluctant to share illness-related emotions
due to the highly socially impactful nature of the disease, irrespective of the individ-
ualistic nature of the society. This underscores that certain chronic diseases remain
deeply stigmatized regardless of the societal context, emphasizing the persistent chal-
lenges faced by individuals living with such conditions.

Moreover, the studies conducted by Okazaki (2000), Mondia et al. (2011), and
Dam etal. (2016) draw attention to the influence of native culture over host culture in
determining shame proneness and guilt proneness in chronic diseases. For instance,
Okazaki (2000) and Mondia et al. (2011) found that Asian American families were
preoccupied with shame, limited emotional expressiveness, and delays in seeking
treatment for chronic diseases, regardless of their residence in individualistic soci-
cties. Furthermore, Dam et al. (2016) highlighted a higher sense of shame, guilt, and
stigma experienced by Vietnamese people living in Chicago, USA, compared to those
residing in Ho Chi Minh City, Vietnam specifically regarding HBV. These findings
underscore the enduring impact of cultural norms and values on individuals” expe-
riences of shame and guilt, regardless of their geographical location.

Considering the cultural influence of shame proneness and guilt proneness re-
lated to chronic diseases encountered by individuals in collectivistic cultures, it has
been observed that individual well-being is determined by social perception, even
though illness trajectories have improved positively over time. Specifically, Ho & Goh
(2017) provided an example of the social challenges faced by individuals with HIV,
notwithstanding medical advancements. Furthermore, some collectivistic cultures
employ shame as a cultural index for chronic diseases. According to Subandi & Good
(2018), shame has been identified as an indicator of recovery, relapse, and inhibitors to
the recovery of psychotic illness. This research finding emphasizes the complex role
of shame in chronic diseases within collectivistic cultures.

Moreover, in collectivist cultures, there tends to be a greater emphasis on inter-
connectedness and concern for others within the community. Therefore, individuals
from these cultures may be more sensitive towards those dealing with chronic diseas-
es or facing challenges such as the loss of an organ, potentially leading to heightened
feelings of shame (Tagkintuna & Ozgiiriimez, 2011).

Clinical Implication

Understanding the significant role of cultural influences in shaping emotional re-
sponses to chronic diseases has important implications for clinical practice. Healthcare
professionals need to recognize the diverse cultural backgrounds of their patients and
the impact that these cultural factors can have on the experiences of shame and guilt
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related to living with chronic illnesses. Tailored interventions that take into account so-
ciocultural nuances, such as awareness of cultural attitudes towards shame and guilt,
can help mitigate the emotional impact of chronic conditions on patients. Additionally,
increased societal awareness and advancements in treatments can contribute to reduc-
ing the stigma associated with chronic diseases. Clinicians should prioritize cultural
competence and sensitivity in their approach to patient care, ensuring that individuals
from all cultural backgrounds receive appropriate support and treatment for their
chronicillnesses. By acknowledging and addressing the cultural dimensions of shame
and guilt-proneness, healthcare providers can better support patients in coping with
the emotional challenges of living with chronic diseases.

Study strengths

The study excels in conducting a cross-cultural analysis of shame and guilt ex-
periences among individuals with chronic diseases. It encompasses a diverse range
of chronic conditions, providing a broad examination of shame and guilt. Utilizing
aqualitative approach, the study deeply explores individual experiences, risk behav-
iors, patient care, social attitudes/stigma, and self-perception. The current scoping
review allowed to form clinical implications, emphasizing the need for culturally-tai-
lored interventions.

Furthermore, the study highlights cultural nuances, recognizing the impact
of individualistic values in societies like Canada and Sweden, as well as the role
of collectivistic values in family-centered support. Despite cultural differences, the
research identifies commonalities in emotional experiences, challenging the notion
that cultural collectivism solely dictates responses in chronic diseases. The study
also provides insights into societal attitudes, uncovering how broader cultural beliefs
influence the emotional landscape of individuals with chronic diseases.

Limitations and future directions

The current review had some limitations that need to be underlined. Firstly, our
review was not a systematic literature review (SLR). Instead, we employed the scoping
review method as it allowed us to include more studies than the SLR would include
(Arksey & O’Malley, 2005). In 8 out of 19 reviewed studies culture was not one of
the studied constructs, yet it was specified in the sample description (as ethnicity or
nationality). Therefore, we could put the results of the studies on chronic conditions
and feelings of shame and guilt into specific cultural contexts. Although we employed
a different methodological approach, we believe that it would be beneficial if future
studies on feelings of shame and guilt among people with chronic conditions across
various cultures could employ SLR.

Secondly, the reviewed studies” designs were cross-sectional. Therefore, infer-
ring causality in studied relations is not possible. Thirdly, many of these studies were
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conducted with a small number of participants; therefore, their results were under-
powered. However, one should note that while studying chronic conditions it is often
difficult or even impossible to reach a big sample (e.g., in case of rare genetic condi-
tions). Fourthly, the analyzed studies concerned people with various chronic condi-
tions; therefore, their results are characterized with low generalizability. Regardless
of that, the review of these studies provides valuable information that may inspire
future studies, foster the understanding of the emotional challenges of people with
chronic conditions across cultures, and thus help in organizing culturally tailored
patient care, support, and decreasing the disease-related stigma.

Conclusion

The current literature review underscores the intricate interplay between cultur-
al backgrounds, emotional experiences, and perceptions of chronic diseases. While
individualistic cultures seem to influence the manifestation of self-conscious emo-
tions, like shame and guilt, these responses are also shaped by demographic and
psychosocial factors. In contrast, collectivistic cultures seem to exhibit more universal
and deeply rooted perceptions influenced by familial and societal values.

The findings underscore the importance of tailoring interventions to accommo-
date cultural diversities, promoting comprehensive family-centered support within
collectivistic cultures, and addressing nuanced emotional dynamics in individualis-
tic societies. Recognizing these subtleties is crucial in fostering a more inclusive and
empathetic environment for individuals with chronic diseases, transcending cultural
barriers to provide holistic care and support.
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MIEDZYKULTUROWE ROZNICE W ZAKRESIE
PRZEZYWANIA WSTYDU I POCZUCIA WINY
PRZEZ OSOBY Z CHOROBAMI PRZEWLEKEYMI —
PRZEGLAD ZAKRESU LITERATURY

Streszczenie. Niniejszy przeglad zakresu literatury zglebia zlozono$¢ emocii, ja-
kich doswiadczaja osoby z chorobami przewleklymi, koncentrujac sie na wstydzie
i poczuciu winy w réznych kontekstach kulturowych. Analiza literatury zwraca
uwage na wazna role jakg petnig wstyd i poczucie winy w zyciu 0séb z choroba-
mi przewlektymi oraz na konieczno$¢ zwigkszania swiadomosci uwarunkowan
kulturowych towarzyszacych tym emocjom. Wyniki wskazujg na koniecznosé
tworzenia dopasowanych kulturowo interwencji oraz wiaczania wrazliwosci kul-
turowej podczas rozwazan na temat wstydu i poczucia winy w chorobach prze-
wlektych.

Stowa kluczowe: wstyd, poczucie winy, sktonnos¢ do przezywania poczucia
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ABSTRACT

Aim: This study aims to explore the experiences of individuals with chronic kidney disease (CKD) undergoing haemodialysis
and their caregivers, focusing on the disease’s impact and the treatment process.

Background: In Sti Lanka, CKD is a growing health concern, particularly affecting farming communities and contributing to
the strain on the biomedical healthcare system. Despite increasing awareness of CKD's physical implications, its psychosocial
impact remains underexplored. This study seeks to fill this gap, aiming to inform culturally sensitive interventions and improve
the healthcare system's responsiveness to the unique needs of Sinhala Buddhist individuals with CKD and their caregivers.
Design: An exploratory qualitative study.

Method: Semistructured interviews were with 10 indivi i ialysis and 5 i at a
dialysis unit. The interviews were audi ded, and analysed using conventional qualitative content analysis.
Findings: The analysis revealed three interrelated main themes: (1) impact on standard of living (quality of life), (2) coping
strategies and (3) medical experience, with a notable influence of traditional beliefs and practices.

Conclusion: The findings highlight the need for a holistic approach to CKD that i physical,
psychological and social aspects, considering the signil role of i i Further research is essential to
develop effective interventions that can enhance the quality of life for CKD.

Patient or Public Contribution: The lived experiences of Sinhala Buddhist individuals with CKD and their caregivers served
as a cornerstone, providing profound insights into the impact of the condition on their lives. Throughout the study, these
participants played an instrumental role in refining the research’s cultural sensitivity and relevance. Their engagement extended
beyond the data collection phase to encompass feedback sessions, where they actively shared their perspectives. This ongoing
collaboration ensured the study's depth and applicability to real-world experiences. By actively involving those directly affected
by CKD, this collaborative approach safeguards that the study remains rooted in their voices and addresses their unique needs.
Reporting Method: This study adhered to relevant EQUATOR guidelines (the COREQ checklist).

Trial Registration: This study is not a clinical trial, and thus, registration is not applicable.
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1 | Introduction

Chronic Kidney Disease (CKD) represents a significant global
health challenge, impacting millions of individuals worldwide,
including in Sri Lanka [1, 2]. Over the past three decades, the
prevalence of CKD in Sri Lankan farming communities has
notably increased, primarily due to two factors: the emergence
of Chronic Kidney Disease of Unknown Aetiology (CKDu) and
a rise in non-communicable diseases such as hypertension and
diabetes mellitus within the population [3].

CKD is defined as a decline in kidney function, characterized by
a glomerular filtration rate (GFR) below 60 mL/min per 1.73 m?,
or evidence of kidney damage that persists for at least 3 months,

thereby i ing the overall Health-Related Quality of Life
(HRQOL) [20]. Research by Adejumo et al. [8] underscores the
critical role of caregivers in patient care, highlighting that they
often face unmet psychological needs. Notably, female care-
givers are particularly susceptible to depression, anxiety and a
sense of burden. Therefore, integrating supportive interventions
for caregivers into treatment guidelines is essential to improve
patient outcomes.

In Sri Lanka, the health sector, already under significant
strain, faces potential cutbacks in critical services such as
dialysis and transplants [21]. Senanayake et al. [20] indicate
that Sri Lankan CKD patients experience high levels of
psychological ~distress and depression. Ranasinghe and

irrespective of the underlying cause [4]. The increasing preva-
lence of CKD is i driven by ion and

[22] ize the necessity for enhanced
support, improved financial allowances and

diabetes [5, 6.

As of 2017, the global incidence of CKD was reported to be
increasing by approximately 8% annually [7], and it is listed
among the top 20 causes of death worldwide [8]. Developing
countries are experiencing a significant surge in end-stage renal
disease (ESRD), with a reported 70% increase, largely attributed to
the high costs associated with treatment [9]. Moreover, in these
nations, access to adequate dialysis facilities is often limited,
which adversely affects survival rates for many individuals with
CKD [10].

Abraham et al. [11] highlighted the impact of ethnicity on CKD
prevalence, observing lower rates in white populations com-
pared to Asians. They pinpointed South Asia as an ESRD
‘hotspot’, attributing this to several challenges, including
limited access to healthcare, inadequate patient registries and
deficiencies in early disease detection and management.

CKD typically progresses insidiously, often leading to the loss of
up to 90% of kidney function before symptoms become
apparent, eventually resulting in end-stage kidney discase
(ESKD) or ESRD [12]. According to the National Kidney
Foundation'’s criteria (2002), CKD is categorized into five stages
based on the degree of kidney function, with Stage 5 being
ESRD. Conservati is generally ded
through the earlier stages, but by Stage S, when ESRD is
reached, renal replacement therapies such as dialysis or kidney
transplantation become necessary [13].

Haemodialysis, a primary treatment for CKD globally, presents

igni due to its ing schedule, typically
requiring lengthy sessions three times a week [14, 15]. While it
extends life, haemodialysis often leads to a diminished quality of
life for both patients and their families, affecting them physicall

optimized resource utilization in the fight against CKD.
Liyanage [23] advocates for an ethno-medical approach,
stressing the importance of cultural competency in healthcare
to effectively bridge the gap between communities and
hospitals. Furthermore, Wijayath [24] acknowledges the
benefits of the global human rights framework in addressing
CKD but points out that Sri Lanka’s local capacity to deal with
the discase is currently inadequate.

During the British colonial era, Sri Lanka's healthcare system
underwent a significant transformation with the adoption of
biomedicine, a shift that Mills [25] notes was largely insensitive
to the country's traditional cultural practices. Liyanage [23]
further critiques this approach, highlighting its neglect of the
psychosocial and cultural dimensions of health risks. She
emphasizes the need for more comprehensive research to
understand the bio-psychosocial needs of CKD patients, advocat-
ing for a more integrated approach in healthcare delivery.

The primary objective of this study is to delve into the
psychosocial experiences and treatment journeys of individuals
diagnosed with CKD and their caregivers. By gaining a deeper
understanding of their unique bio-psychosocial needs, the study
aims to identify ways to more effectively integrate these needs
into the current healthcare framework, thereby enhancing the
overall quality of life for these individuals.

2 | Materials and Methods
21 | Procedure

This qualitative rescarch is part of a broader mixed-method study
that investigates the ial wellbeing of individuals with

psychologically, and socially [16, 17]. ESRD, in particular,
profoundly impacts various aspects of patients' lives, including
familial relationships, education, finances, professional activities,
physical health, social interactions and mental wellbeing [15].

Mckercher ct al. [18] emphasize CKD as a global health threat
that has not been adequately addressed. The journey of the
disease is marked by disabling symptoms, dietary restrictions,
social limitations and stigma, all of which significantly impact
patients' lives [19]. CKD also adversely affects mental health,

CKD undergoing haemodialysis, as well as their caregivers, across
Sri Lanka and Poland. Before their participation, all participants
received an informational document detailing the study's
objectives, and their explicit consent was duly obtained. The data
collection phase involved conducting semi-structured interviews,
based on prepared schedules, within the haemodialysis unit of
the National Hospital, Kandy, Sri Lanka. The interviews were
conducted by the principal investigator, an accomplished female
researcher experienced in qualitative research, a university
lecturer with an MSc and a psychologist. The data collection
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period spanned from 1 October to 31 October 2022, The research
team's deep interest in the research topic, particularly the
wellbeing of individuals with chronic diseases, motivated a
nuanced ensuring a i ing of
the participants' experiences. All team members had backgrounds
in psychology and/or psychotherapy, enabling them to offer
appropriate debriefing and, when necessary, provide patients with
psychological support. This study was reported using the
Consolidated Criteria for Reporting Qualitative Research (COR-
EQ) checklist [26] (File S1).

2.2 | Participants

The study involved a total of 15 participants, comprising 10
patients with CKD and 5 ivers of indivi suffering

project aimed at comparing individuals of Sinhala nationality
with Buddhist faith and Polish nationality with the Catholic
faith. The inclusion criteria specifying Sinhala nationality and
Buddhist faith were chosen for the Sri Lankan segment of the
study to ensure cultural and religious homogeneity, which is
crucial for the validity of the comparisons being made. By
focusing on these specific criteria, we aim to control for cultural
and religious variables, making it more convenient and
consistent to gather data in Sri Lanka. This approach allows
us to isolate the effects of nationality and religion on the study
outcomes more effectively.

It is important to note that the presence of comorbidities was
not considered in the inclusion criteria.

Conversely, the exclusion criteria for the study include indivi-

from CKD. Among these participants, there were 8 females
(53%) and 7 males (47%), with an average age of 48 years. The
demographic characteristics of the sample are presented in
Tables 1 and 2. Purposive sampling, aimed at meeting specific
research outcomes, was conducted in line with the criteria
defined by Bulathwatta et al. [27]. The inclusion criteria for the
study were individuals diagnosed with stage V CKD, currently

i ialysis tre aged between 18 and
70 years and having received CKD treatment for more than
6 months. Additionally, participants were selected based on
nationality and religion, specifically those of Sinhala nationality
and Buddhist faith. This study is part of a larger mixed-method

duals who do not meet the aforementioned inclusion criteria,
those who are unwilling to provide consent and individuals who
lack the physical or mental capacity to participate in the study.

For caregivers, the inclusion criteria include being identified
by indivi with CKD as significant supporters, irrespecti
of the nature of their relationship (such as friend, spouse,
child, sibling or parent), and being aged 18 years or older.
Similar to the participants, caregivers who do not meet these
inclusion criteria, who refuse to provide consent or who lack
the necessary physical or mental capacity are excluded from
the study.

TABLE1 | D i istics of the (patients).
Participant Age Duration of the  Marital
code (years) Sex Religion disease status
1 54 Female Buddhist Unemployed 2 years Single
2 47 Male Buddhist Cemetery worker 9 months Married
3 58 Male Buddhist Farmer 1 year Married
4 61 Male Buddhist Unemployed 1 year Married
5 59 Female Buddhist Retired Clerk 1 year Married
6 57 Female Buddhist Traditional Sinhala 7 months Married
Medicine practitioner
7 39 Male Buddhist Unemployed 1 year Single
8 24 Male Buddhist Unemployed 3 years Single
9 45 Female Buddhist Unemployed 10 years Single
10 58 Male Buddhist Retired Postman 1 year Married
TABLE2 | D i istics of the
Participant Age Caregiver Months of  Marital
code (years) Sex Religion i i status
1 23 Male Buddhist Unemployed Son 1 year Single
12 47 Female Buddhist Factory worker Wife 9 months Married
13 52 Female Buddhist Unemployed Mother 3 years Married
14 52 Female Buddhist  Factory worker Wife 1 year Married
15 51 Female Buddhist Unemployed Wife 1 year Married
30f18
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2.3 | Data Collection

The data collection phase consisted of face-to-face interviews

using semi interview schedules. These
interviews, which ranged in duration from 35 to 60 min, were
focused on exploring the participants’ experiences with CKD. The
process of data collection was continued until data saturation was
reached, ensuring a comprehensive understanding of the
participants’ perspectives.

All interviews were audiotaped and initially transcribed
verbatim in Sinhala. Subsequently, these transcripts were
translated into English by an experienced researcher. To ensure
accuracy and reliability, the English translations were then
retranslated back into Sinhala. Independent researchers within
the research team cross-checked these translations to confirm
that all nuances were accurately captured in the English
version. For quality assurance, the transcribed materials were
returned to the participants, allowing them the opportunity to
comment and correction to ensure the fidelity of their
narratives. Following this feedback loop, the finalized tran-
scripts were utilized for the content analysis of the interviews.

2.4 | Data Analysis

In this study, we employed an inductive approach, utilizing
conventional content analysis to scrutinize the narratives
derived from interviews, among other sources. This method
entails a thorough examination of the content or contextual
meaning within the text data, aiming to extract insights and
deepen our understanding of the phenomenon being studied.
We can ize it as a i of coding
textual data to identify patterns, themes and relationships. Such
analysis is highly versatile and can be applied to a wide range of
written materials, regardless of the data collection techniques

withdraw at any time without any repercussions. To ensure
confidentiality, each participant was assigned a unique en-
crypted identifier, guaranteeing their anonymity. Access to the
collected data was strictly limited to members of the research
team. The study received ethical approval from the Ethical
Review Committee of the Open University of Sri Lanka, under
the application number ER/2022/007.

3 | Findings

After analyzing data from individuals with CKD and their
caregivers, three main themes emerged: (a) standard of living
(quality of life), (b) coping strategies and (c) medical experience
(refer to Table 3). Notably, these themes were found to be
mutually interconnected. Interestingly, the ‘power of tradition’
was observed to influence all three themes (see Figure 1).

31 | Theme 1: Standard of Living (Quality
of Life)

‘The quality of life for individuals with CKD and their caregivers
is impacted by three factors: work life, family life and
everyday life.

311 | Work Life

The work lives of individuals with CKD and those under-
going dialysis treatment have been significantly impacted.
Nearly all respondents discussed how their jobs were affected
by these conditions. Some faced difficulties in continuing
their jobs, while others had to stop working altogether,
leading to early retirement. For example: participant 8

used. It is crucial in our grasp of i

While I am capable of working, the necessity of

perceptions and their lived . F , the
employment of open-ended questions as an analytical tool
significantly contributed to the depth of the study, aligning with
a manifest analytical approach [28, 29].

Coding was carried out independently by two experienced
researchers, each working to develop themes, categories and
sub-categories. This method, known as triangulation, aims to
reduce potential biases that might arise from varying
interpretations of the data by different researchers. In line
with the guidelines proposed by Elo and Kyngiis [30] having at
least two people encode the data independently is crucial for
ensuring a more objective analysis. After completing their
independent analyses, the researchers then convened to
finalize the organization of the data and to reach a consensus
on their findings.

2.5 | Ethical Considerations

All participants were provided with comprehensive information
regarding the scope and procedures of the study. Participation
was entirely voluntary, and they were assured that they could

dialysis twice a week makes maintaining regular
employment unfeasible. Taking two days off every week is not
something I can afford.

3.1.2 | Family Life

The impact of CKD on family dynamics varies depending on the
patient's role within the family. Half of the patients surveyed (5
out of 10) spoke directly about the negative effects of the disease
on family relationships. Primarily, the results highlighted how
the disease impacts family members and intimate relationships.
Unmarried individuals often feel isolated, receiving limited
support from siblings due to their family commitments and
economic constraints. The participants noted that some of their
close relatives and friends distanced themselves after they fell
ill, avoiding close relationships due to the disease. For example:
participant 3 expressed: I have two younger brothers who live
nearby; one resides just half a kilometer away, and the other is
even closer. Yet, despite the short distance of less than 1 kilometer,
they haven't visited me since I became ill. This is in stark contrast
1o our previously close relationship, as they have distanced
themselves from me afier my illness.
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condition significantly hindered his ability to find employment.
Beyond these challenges, my ability to focus on education has been
severely impacted, and I deeply miss engaging in my studies. The
nature of my condition prevents me from undertaking strenuous
work. Additionally, I frequently experience fatigue, which
significantly affects my capacity to work at the same level as others.
While I am capable of working, the necessity of undergoing dialysis
twice a week makes maintaining regular i
Taking two days off every week is not something I can afford.
Participant 11, a 23-year-old son and a caregiver to his father,
explained the difficulty of finding a job because he has to take
care of his father.

In his words, ‘I have so many challenges. Useless to tell (He was
smiling). This is the time T should be starting my life. T have many
challenges such as earning money, building a house, buying a
car—everything. I do not have anything. I have o start from zero’.

Participant 1, who was formerly a practitioner of traditional
Sinhala medicine, encountered significant challenges in
transitioning to a life with dialysis. The demands of the dialysis
treatment led to the closure of her shop, where she previously
sold traditional remedies. Now, she has adapted by offering
treatments at her home to those who visit her.

1 lost my job, and life has become more difficult since I could no
longer work. Managing expenses became challenging; for instance,
1 had to pay Rs. 20,000 [$ 62] in rent for my shop per month, along
with electricity bills, which led me to close it. Now, if someone seeks
treatment, I provide it at home. However, the cost of bus fares to get
1o my treatments is high. I need to dedicate around 20 days each
month to treatment and tests, which is quite stressful. This
situation was a key factor in my decision to close the shop. As a
result, my income has significantly decreased.
Participant 2 expressed that his wife stopped the job as she has to
take care of him.

My wife stopped going to work after working for about 11 or 12
years. She stopped because of my condition. I have been requesting
her to go back, but she isn't listening to me. For the past week, she
has been firmly telling me that she will not go back to work. She is
refusing because she wants to take care of me.
Participant 5, along with her husband, resigned from their jobs
due to the demands of her illness and treatments. As she
explained;
1did not retire. I faced many obstacles at once, so I resigned. First, I
had some difficulties such as a poor appetite and vomiting. I also
had high blood sugar. But no one fold me that I had a problem
with my kidneys. It was only at this hospital that I found out about
my kidney problem. Since then, I have been coming here for
medications and treatments.

Her husband, who has been an excellent caretaker, took on the

ibility of ing all chores .
He limits his outings to only essential errands, like buying groceries
and medicine. Apart from that, he is always by my side, assuring
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TABLE3 | Themes, calegories and subcategories that emerged from the data. 2 TABLE3 | (Continued) &
Themes C i i Supported evidence/narratives b Themes Categories i Supported evidence/narratives b
Standard of Work-life Looking for ajob  Participant 8, despite having qualified for university through a me to call him whenever I need anything. He was previously
living (quality ity ination, was to di i their employed at the electricity board and had the option to continue
of life) education owing to the challenges posed by CKD and the working there until the age of 65. Yet, due to my illness, he felt
demands of ialysi iti his health compelled to resign as well, since there was no one else available to

assist me. He became the one to take me to the hospital for my
treatments [Her voice conveyed a sense of depression as she
spoke].
Participant 4 explained his wife's response once he was
diagnosed with the disease.

We'll get through this together. We'll adjust our diet, and prioritize
your medications, and I'll be here to support you every step of the
way. Well face this challenge as a team. And remember, we have a

wonderful support system with our family and friends too.

Participant 1 [unmarried] expressed this:
They also feel sorry for me. One sibling lives in Mathara [a district
in Sri Lanka] and the other in Seeduwa [a city in Sri Lanka]. They
have young children. I have another sister in Gampaha [a district
in Sri Lanka]. who calls me, but it's hard for her to visit frequently
When I was healthier, I supported my siblings' kids by having them
stay with me. I did this without expecting anything in return. If T
can help now, I still will.
participant 9 [unmarried] explained:

They [siblings] face their own difficulties. They've made mistakes,
but what can be done? They have children, and they need to take
care of them. So, I don't hold their mistakes against them.
Participant 3 shared feelings of detachment from his siblings, a
contrast to the significant support he had provided them before
he fell ill.

1 have two younger brothers who live nearby; one resides just half a
kilometer away, and the other is even closer. Yet, despite the short
distance of less than 1 kilometer, they haven't visited me since T
became ill. This is in stark contrast to our previously close
relationship, as they have distanced themselves from me after my
illness.

Participant 8 explained the impact of his disease on his siblings.
They are very upset and depressed. I was selected for the university
as well, which makes them sad as I cannot attend. The only relief is
going for a transplant, so they are irying to arrange a transplant
Participant 13 described the impact on her family when her son
was diagnosed with CKD and began dialysis.
Following my son’s health crisis, my husband was also diagnosed
with high blood pressure. Initially, he had intended to donate his
Kidney to our son. Unfortunaely, he, too, was later diagnosed with
diabetes and high blood pressure, conditions he had never
experienced before. His health deteriorated due to the mental strain
caused by our son’s illness. The bond between my husband and our
son is profound. Whenever our son’s condition worsens, my
husband becomes anxious and exhibits symptoms akin to a heart
attack.
Participant 12 emphasized her role in supporting her husband
through the challenges of the dialysis process.

It's a challenge for my husband to handle the dialysis on his own
due to his condition, and it's not practical for me to depend on
others to accompany him. He has a strong preference for either me
or our son to be with him during these times. While I can’t ask my
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TABLE 3

(Continued)

Themes

C -

Supported evidence/narratives

Everyday life

Diet

Financial issues

Social isolation

husband to forgo his treatments, it's also important for both my son

and me to focus on our futures. My son needs to carve out his own

path, secure a job, and not be confined to staying at home to care
for his father.

Participant 1 shared that her financial constraints made it
difficult for her to afford the diet recommended by the hospital:
To be honest, affording the diet recommended by the hospital is
beyond my means. I simply don't have the financial resources to
purchase protein-rich foods like meat, eggs, or milk. Currently, T
weigh only 45 kg, and the hospital advises a daily intake of 40-50
grams of protein. Unfortunately, meeting this requirement is just
not feasible for me.

Participant 7 mentioned the adherence to the hospital's
prescribed timetable and strict dietary regimen, abstaining from
unnecessary food items like tea and outside meals:

T have fully embraced the hospital's prescribed diet plan. I
maintain a stringent adherence to both my dietary requirements
and medication regimen, avoiding y
indulgences such as tea and dining out.

Participant 2 mentioned that his job is not sufficient to cover his

medical and travel expenses. According to his words:

The current situation in the country is not good, so I fear my job
won't be enough. [The patient was emotional]. We anticipate
spending more than RS 1500 [approximately $5] on travel
expenses for the treatment.

Participant 5 explained her financial difficulties in her treatment
process.

We have financial problems. We do not have a pension because we
were working on a board. We spent all the money we saved on
building a house and on my (reatment process. Now our financial
situation is zero. Without spending money, how can I recover myself?
I also have to spend money on transportation. I come by a hired
three-wheeler for dialysis.

Participant 11 explained the expenses for drugs and the need for
government revisions in selecting criteria for allowances.

Due to the economic crisis in the country, there is a shortage of drugs
here. Some drugs are not available locally, so we have to buy them
from outside. There is a specific drug needed for dialysis. We were
advised to purchase it from outside, which costs about RS 1600 (6 $). I
met a person who works as a development officer in his area. He said
that he could get an allowance of RS. 20,000 (66 $). However, people
like my father only receive a pension. The government should take
action for people like my father. I think it would be better if there were
a program for patients who have retired. They can properly analyze
the situation and help people like my father. I do not expect a large
amount. Some amount can be used for traveling for treatment, etc.

Participant 9 expressed her experience:
Tcan't hang out with friends because they're either busy with work
or have moved away. Additionally, some people avoid me because
of my sickness. This includes even some family members, who fear
that my iliness might cause problems for them. It's challenging
because my condition isn't something that goes away quickly, like a
cold. As a result, some people keep their distance. It's disheartening
to witness this in our society—where sick individuals like myself
are left out. It feels unjust.

(Continues)
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TABLE 3

(Continued)

Themes

Categories

Supported evidence/narratives

Coping strategies

Adaptation

Attitudes Helplessness and

hopelessness

Being focused on
finding solutions

Participant 1 shared her adaptation to the disease due to
prolonged suffering. She remarked:

I didn't find out about my condition all at once, so it didn't shock
me. I learned about it gradually, which helped me prepare
mentally. Yes, I've been dealing with diabetes for a long time; I
found out when T was 23.

Participant 14 disclosed her emotional turmoil, saying:

T was utterly shocked and mentally distressed. I lack the words to
fully articulate it. Yes, at times, I experience anger easily.
Sometimes, I lose ny temper. But I have to consider my children, so
I strive to maintain a calm state of mind.

Participant 3 explained that he feels helpless as he does not have
children and no one is there to look after his wife if something
happens to him.
It's hard, and i the is over
have to keep going.
Participant 9, who had worked abroad before getting this disease,
explained her helplessness due to the lack of social support.
1 think they may believe they will face troubles because of me. This
is trouble. It is not cured. This condition is not going to be cured
like a cold or a fever. It exists forever. That is why they separate
from us. This is a wrong thing that is happening in our society.
People maintain a distance from us.

Participant 2 elucidated the difficulties in finding a suitable

kidney for transplantation, stating:

I believe that if I find a donor, it should ideally be a family
member, as external individuals may not be as inclined to donate.
Additionally, being blood group O+ makes it more challenging to
find a compatible kidney. Consequently, I've decided to continue

with treatments like dialysis, while resigning myself to the

possibility of a shorter life expectancy. Now, at 47 years old, the

future seems uncertain. I am aware that beyond the age of 50, our
physical strength tends to decline significantly.

Participant 3 explained that he feels helpless as he does not have

children and no one is there to look after his wife if something

happens to him.

1 cannot explain, miss. I was so sad. We both do not have anyone

else, and it felt like the world was falling apart.

but we

Participant 5 highlighted that her husband had assumed all
household responsibilities while caring for her, due to the lack of
external assistance. She explained:

My husband expressed that hiring help for me would incur
expenses we currently cannot afford. Consequently, he manages all
household chores, including cooking, washing, and cleaning. He
diligently takes care of the tasks I used to handle, like washing
clothes, preparing meals, and more.

Participant 3 explained that he sold a house to deposit money for
their future expenses.

Idid not have money when I got this disease. All the jewelry was in
a bank. I had land with a house. As I was farming, I built another
house. So I wanted to sell that house and the land. No one was
buying. But, before 4 months, I could manage to sell it. Now I have
30 lakhs in my bank. Now we are living with the interest on that
amount. T will get about 60000 every three months. So, it is enough
to have a normal life.

(Continues)

8 of 18

Health Expectations, 2024

Pra0e seoLenst

oo

2 e sl 01235 r205/60 €20

200 o




TABLE3 | (Continued)

Supported evidence/narratives

Themes C i
Psychosocial Relatives'
support support
Friendship
Government
support
Spirituality/ Religious and
religion cultural

practices

Participant 8 explained how he received family support, stating:
They only prepare appropriate food for me. My family’s food
pattern has completely changed due to my disease. They've shifted
to eating more fruits and using less oil in cooking. They make sure
that any food they bring home is good for me. Everyone has
adapted to this. My sister, a midwife, also helps me a lot, even
though she lives separately after getting married. She regularly
visits and assists me in various ways.

In contrast, Participant 3, who has no children and no support
from siblings, expressed deep sadness, saying:

T can't quite put it into words. I've felt a profound sadness. My wife
and I are alone. Over time, I've adjusted somewhat.
Participant 4 explained the support he receives from his friends,
saying:

1 frequently meet with my friends and talk to them. They have been
a great help to me, even in my search for a kidney. They make sure
I'm never alone when I come home; someone ahways accompanies
me and ensures I am safely dropped off.

Participant 9 has a different experience with friends:

I can't hang out with friends because they're either busy with work
or have moved away.

Participant 7 stated:

T receive Rs 5,000 [about $ 15] per month from the government.
Additionally, my friends are also helping me.

On the other hand, Participant 8 mentioned his lack of
government support despite being qualified. He said:

1 did not receive anything from the government, even though some
patients are receiving Rs. 5,000. My mother inquired about this
with the GS officer [a government officer who works for the
village, who refused it because we own a truck. The hospital
recommended me for this support, saying I could get Rs 5,000 as all
patients should, but I still did not receive it. So, I have not received
any assistance from the government.

Participant 6 expressed gratitude for her recovery and vowed to
visit spiritual places to fulfill promises made to God. She said:
T've experienced immense benefits through cultural rituals. My
daughter prayed for my health at the Temple of the Tooth, and I
recovered. In gratitude, she gifted me a pendant for divine
protection. I've made numerous promises to various spiritual places
due to my recovery and am planning a journey to Ruwanwelisaya
[a stupa in Anuradhapura].

Participant 14 also mentioned finding relief by attending
Bodhi Puja:

I regularly attend Bodhi Puja, and although my family doesn't join
as often, they do participate during significant events like Katina
[the offering of new robes to Buddhist priests].
Participant 1 discussed her reliance on Buddhist philosophy,
finding peace in life’s impermanence through meditation, as she
explained:
1find relief in Buddhism. Its teachings on impermanence resonate
with me. Through meditation, I constantly remind myself of this,
helping me to relax.

Participant 5 shared her perspective on embracing Buddhism
until death, stating:

(Continues)
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TABLE3 | (Continued)

Themes Categorics

Supported evidence/narratives

Meaning of life

Perception of the Cause of the
disease disease

Better to live

with fewer

expectations
Medical Process of Examinations
experience diagnosis

Insecurity

I aim to live without troubling anyone. Contemplating my
Buddhist faith helps make my pain vanish. Dying with a spiritual
mindset causes no trouble to others.

Participant 13 finds solace in meditation, a core teaching of
Buddhism that helps him endure suffering:
Meditation is my solace against suffering. I've lived righteously and
wish for my son's recovery.

Participant 2 was trying to understand the psychological and
physical aspects of the disease condition through the core
Buddhist belief of ‘letting go’.

The solution is to practice letting go. Then we do not have problems
Participant 10 explained suffering is a compulsory thing in life.
I think the whole life is suffering.

Participant 4 expressed a serene acceptance of life's limitations,
stating:

I'm not overly concerned. I'm 61 now. What's the point in expecting
a longer life?

Participant 1 reflected on her efforts to protect herself, saying:
Since 2009, I've tried to protect myself. But perhaps this is my
destiny.

Participant 7 shared his thoughts on life and unfulfilled desires,
stating:

At my age, people usually marry and have children. I long for that
life, and sometimes, I feel sorrow. It's like I've committed past
wrongs (paw), and this feels like a punishment for something I did
in a previous birth. T mourn the life I've missed—especially playing
with kids. It feels like a consequence of past sins.
Participant 9 contextualized her current situation with a
perspective on fate:

I see this as my fate, possibly due (o misdeeds in a previous life. I
acknowledge that others face even greater challenges. Some endure
sudden losses, like limbs, or even their lives in accidents. I still have
Junctional limbs and can earn a living, which brings me happiness.
But ultimately, we all face mortality.

Participant 6 prompted contemplation and connected her disease
with the Buddhist concept of karma, observing:

None of my family members have this disease. It seems I alone have
this karmic disease [‘karma lede’ in Sinhala].

Participant 4 expressed a serene acceptance of life's limitations,
stating:
I'm not overly concerned. I'm 61 now. What's the point in expecting
a longer life?

Participants undergo continuous check-ups until their
transplantation. As Participant 9 elaborated on her
transplantation process:

I asked a doctor, who mentioned it might be possible, but I'll need
to consult with a surgeon. The surgeon is the one who decides if I'm
a suitable candidate. After that, a consultant will refer me for a
transplant.

Participant 13 shared her experience when her son unexpectedly
began dialysis, saying:

The doctors informed me that they initiated dialysis due to my
son’s elevated creatinine levels and revealed that his kidneys had

(Continues)
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TABLE3 | (Continued)

Themes C

Supported evidence/narratives

Other chronic
diseases

Gaining
knowledge

Looking for
information

Health literacy

Difficulties with
travelling

Treatment

Lack of
effectiveness

Lack of
availability of
medicine

been damaged. We were completely unaware of this disease. When
we inquired about treatments, they provided no information.
Participant 7 mentioned his long history with diabetes. He stated:
1 have been suffering from diabetes since I was 18 years old.
Participant 4 also shared his health struggles, stating:

I have been treated for diabetes and hypertension for a long time
Participant 1 expressed frustration with doctors who appeared
reluctant to provide information beyond prescribing medication,
leaving patients with a limited understanding of the disease. She
explained:

Doctors aren’t open to answering our questions. They seem
unwilling to engage beyond just medication. As a result, we lack
comprehensive knowledge about the disease. The nurse only
advised on dietary changes in the later stages, when my creatinine
levels increased. Before that, clinic visits were just about blood and
urine tests with no additional advice. I was under their care for a

long time but received no earlier guidance.

Participant 7 admitted his confusion about the disease, citing the
varying information he received. He said:
I'm not sure what this disease exactly is. Some say the kidneys are
melting; others say they're shrinking.
Participant 3, who was unaware of the effects of dialysis,
questioned its impact, stating:
1 don't even know what dialysis is, even though I'm undergoing it.
Does dialysis make people weak?

Participant 11, a caregiver for his father undergoing dialysis,
detailed the challenges they faced due to long-distance travel. He
described the post-dialysis routine, saying:

There is a dialysis shift from 7 p.m. to 12 a.m. Patients arriving for
that shift, especially those from distant places, can't leave
immediately; they stay overnight. We often end up sleeping on
chairs or even on the floor. Many of us manage somehow, with
some laying cardboard for comfort. You can see how people make
sleeping arrangements. There's a bus from Colombo to Nuwara
Eliya, arriving in Kandy around 3 a.m. We could take that bus and
get off at Walapane. From there, another bus takes us to our
village, reaching home by 7:30 a.m. Howsever, that bus is incredibly
crowded, making it difficult to take my father. As a result, we're
compelled to stay until morning. Many others are in the same
situation, making makeshift arrangements to sleep. As T
‘mentioned, you can see how people adapt here.
Participant 9 shared her experience with a kidney transplant,
stating:

I had a kidney transplant, but it was rejected after 8 years.
Participant 9 also spoke about the challenges due to medicine
shortages, saying:

We often can't find basic medicines here. Sometimes, we even have
to provide the hospital with supplies like plasters because they run
short, It's really tough. For instance, the pills I need for my blood
pressure are sometimes unavailable at the hospital, forcing me to
buy them elsewhere. I also have to purchase other items, like
plasters, myself. Dialysis has become increasingly difficult
these days.

(Continues)
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TABLE 3

(Continued)

Themes

Categories

Supported evidence/narratives

Attitude towards
medical
procedures

Attitude towards
transplantation

Attitude towards
healthcare
system

Participant 2 expressed frustration with the dialysis process,
preferring to continue with haemodialysis due to its fewer safety
‘measures compared to peri dialysis. He i
Today, a doctor asked me about my plan. I told him I did not want
to do CAPD [peritoneal dialysis]. I'd rather continue with
hemodialysis.
Participant 10 mentioned that he has little hope of being
qualified to receive a kidney from the cadaver list.
They (the hospital) will not consider me because I am old and will
give priority to younger patients
Participant 9 was not satisfied with the service provided by the
dialysis unit. She expressed her concerns as:
I think they do this service just as a job. There is nothing beyond
that. There are only a few who work with good motivation. They
don't care about us. Not everybody, but the majority. You can see
many doctors and nurses here in this unit. It requires a close
relationship with the patient for them to feel comfortable. It helps
with mental development too. Here, it is difficult, and they do not
provide such a service. We are not getting satisfactory service.
Participant 1 is considering dialysis due to difficulties in finding a
suitable kidney donor. She expressed her concerns:

I don't have any family members who can donate a kidney to me.
My blood group is O +. I'm hesitant to receive a kidney from
someone else because I worry they might suffer health consequences
because of it. I don't want anyone else to suffer on my account.
Participant 2 expressed that due to the difficulty and delay in
finding a kidney, he decided to stay on dialysis for the rest of
his life.

I'made a decision that I would stay remaining short period of life
by getting a treatment like dialysis. Now I am about 47 years old.
So. after 50 years we are almost weak.

Participant 5 expressed that he would not receive any support
from his siblings for kidney transplantation.

I cannot even imagine it. Who will give? I have two younger
brothers. They did not come to my house, not even to see me.
Participant 6 stated that she does not want to put her children in
trouble by searching for money for transplantation.
Anyhow, I will die. There is no need to put my children through the
trouble of collecting money for donors. I do not want to be a burden
to my family members

Participant 5 praised the hospital staff for their attentive and
prompt assistance. She stated:

I think there's no need to complain. The hospital staff are
commendable, always considering the patient's needs. Whenever I
ask for help, they're readily available.

Participant 14 also expressed appreciation for the dedication of
the medical staff and nurses, noting a contrast with the doctors
in other wards. He said:

1 feel everything is going smoothly. All the medical staff,
particularly the nurses, are very dedicated. They differ from doctors
in other wards in that we can ask nurses anything about the
patient, and they always provide clear explanations.
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The Power
of Tradition

Quality of Life
(Standard of living)

/N

Coping Strategies <——> Medical experience

FIGURE1 | A model illustrating the mutual relationship among
three identified themes and the influence of the power of tradition
on them.

3.1.3 | Everyday Life

The daily lives of participants are affected in various ways,
including diet, financial issues, social isolation and the need for
adaptation. Each of these factors significantly influences their
day-to-day experiences and overall wellbeing. Both individuals
undergoing dialysis and their caregivers highlighted the
numerous challenges associated with the disease, particularly
in terms of dietary restrictions. While striving to adhere to
medical guidelines, many face financial constraints that hinder
their ability to follow recommended dietary plans. For example:
participant 1 explained: To be honest, affording the diet
recommended by the hospital is beyond my means. I simply don't
have the financial resources to purchase protein-rich foods like
meat, eggs, or milk. Currently, I weigh only 45 kg, and the hospital
advises a daily intake of 40-50 grams of protein. Unfortunately,
‘meeting this requirement is just not feasible for me. A significant
majority of individuals (9 out of 10) with CKD reported facing
financial difficulties. These challenges include the high cosls of
travelling for ion expenses and

outlooks. For example: Participant 9 stated I think they may
believe they (siblings and relatives) will face troubles because of me.
This is trouble. It is not cured. This condition is not going to be
cured like a cold or a fever. It exists forever. Remarkably, despite a
majority ing feelings of and

with 4 out of 10 patients explicitly articulating this sentiment,
some participants demonstrate a remarkable ability to focus on
practical solutions. For instance, one individual emphasized the
importance of adhering to the hospital's timetable, being
meticulous about dietary habits and consistently taking pre-
scribed medications. They follow a strict dietary regimen, abstain
from unnecessary food and beverages like tea, and avoid meals
outside their home. Additionally, they limit social interactions,
including with friends visiting their house, as part of a dedicated
effort to rebuild their lives in the face of these challenges.
Because some patients strictly adhere to the health precautions
recommended for individuals on dialysis. They were advised to
minimize exposure to external people to prevent infections,
which led them to avoid inviting friends to their homes. The
primary aim here is to prioritize their health.

3.22 | Psychosocial Support

Despite facing numerous obstacles, individuals with CKD and
their caregivers often receive support from various sources,
including close relatives, friends and government programs.
The data reveals that only 2 out of 10 individuals with CKD
received government allowances. Furthermore, 7 out of 10
participants reported receiving satisfactory family support to
cope with the disease. In addition, assistance from friends plays
a vital role for some participants. For instance, Participants 4
and 7 mentioned that their friends were instrumental in helping
them find a kidney for transplant. For example: Participant 4
‘mentioned: I frequently meet with my friends and talk to them.
They have been a great help to me, even in my search for a kidney.

3.23 | iri ity/Religion

basic living costs. Additionally, some individuals grappling with
CKD have gradually acclimated to the progression of the
disease, which is often linked with comorbid conditions like
diabetes and hypertension.

3.2 | Theme 2: Coping Strategies
The coping strategies employed by individuals with the disease

and their caregivers include attitudes, psychosocial support,
spirituality/religion and perception of the disease.

321 | Attitudes

The experience of chronic illness has elicited a range of attitudes.
among those affected. As noted earlier, indivi recounted

Apart from relying on conventional healthcare systems,
individuals coping with CKD and their caregivers frequently
turn to their traditions for support. Religious beliefs, cultural
practices and the personal meanings they assign to life provide
considerable relief and serve as coping mechanisms to mitigate
the stress associated with this challenging health condition.
Many patients find solace in Buddhist teachings, which help
ease the burdens of the chronic disease. They believe that
focusing on religious thoughts can dissipate pain, ensuring a
peaceful passing that will not burden others. Cultural practices
aimed at alleviating mental and physical distress, such as Bodhi
Puja—which involves worshiping the Bodhi tree and the
presiding deity—and wearing protective pendants with man-
tras, are prevalent among these individuals.

The meanmg uf life for individuals with CKD and their

is by religious and cultural

numerous challenges resulting from their iti often
leading to a sense of helplessness. These attitudes are intricately
linked with the nature of the disease, influencing the patients’

perspectives, alongside their to i medical
treatments. According to Buddhism, letting go, suffering and
the impermanent nature of life are emphasized. The relevant
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quotes related to the ‘meaning of life’ indicate that participants
have had the shadow of Buddhism in their interpretation of life.
For example: Participant 2 stated: The solution is to practice
letting go. Then we do not have problems.

3.2.4 | Perception of the Disease

The majority of participants expressed surprise upon being
diagnosed with CKD. Despite the disease’s common association
with diabetes and hypertension, there was a notable lack of
awareness about it among the participants. This lack of
knowledge led to confusion at the time of diagnosis. Further-
more, due to difficulties in accessing appropriate treatment,
participants reported a diminished expectation of life. Addi-
tionally, none of the participants had a family history of CKD,
leading them to ponder and attempt to reconcile their condition
with the Buddhist concept of karma. They often view their
suffering as a part of their destiny, a belief deeply ingrained in
Buddhist culture. For example: Participant 1 expressed: Since
2009, I've tried to protect myself. But perhaps this is my destiny.
This understanding intertwines the present suffering with

333 | Treatment

The treatment of CKD involves various challenges, categorized
into dlfflculnes Wllh travelling, |realmen| effecll\eness medlr
cation i f

and system i

« Travel difficulties: Most reported
difficulties travelling to receive treatments, citing high
costs, long distances and physical discomfort as primary
concerns.

« Treatment i and ity: Many
expressed  disappointment with both the complexity of
treatment procedures and their perceived lack of effectiveness.

« Medication shortage: Exacerbated by Sri Lanka's current
economic crisis, a shortage of medication has become a
significant burden for patients undergoing dialysis. Essen-
tial drugs, often unavailable locally and costing around RS
1600 ($5) each, have led patients to pool resources for joint

purchases.
« T it All 10 i with CKD
faced i obstacles in securing a suitable kidney

notions of karma and destiny, thus shaping their persp:
on their current situation.

3.3 | Theme 3: Medical Experience

This theme encompasses the processes of diagnosis, gaining
and treatment as with CKD.

331 | Process of Diagnosis

Participants with CKD reported various experiences with
their diagnosis process. Some had been suffering from
diabetes or hypertension for a long time, which eventually
led to CKD. Others progressed to ESRD without prior
awareness and suddenly began dialysis. The frequent testing
required for dialysis and transplantation has caused feelings
of insecurity among some participants. For example: Partici-
pant 13 explained: The doctors informed me that they initiated
dialysis due to my son’s elevated creatinine levels and revealed
that his kidneys had been damaged. We were completely
unaware of this disease.

332 | Gaining Knowledge

Participants expressed a need for more

for transplantation. The primary challenge was finding a
donor, particularly from within their families. Financial
hurdles frequently led to seeking domors who expect
monetary compensation, with some external donors de-
manding up to $6000. As an alternative, many patients are
considering inclusion on the hospital's cadaver list for
potential deceased donor kidneys.

. C ity support: The support for these
individuals was notable, with reports of friends initiating
fundraising efforts to help finance their transplants.
Hesitancy with non-relative donors: Some individuals
expressed reluctance to seek kidneys from non-relatives,
concerned about the potential harm or discomfort to the
donors.

Patient experience in dialysis units: While those receiving
care in dialysis units expressed overall satisfaction, there
was a desire for a more personable and engaging approach
from medical staff. Patients long for interactions filled with
humour and human connection, seeking temporary respite
from the stress of their illness. For example: As participant
9 mentioned: I think they do this service just as a job. There is
nothing beyond that. There are only a few who work with
good motivation. They don't care about us. Not everybody, but
the majority.

4 | Discussi

information about CKD. They felt that doctors often limited
their engagement to prescribing medication, without provid-
ing in-depth explanations or additional guidance. Moreover,
several participants reported gaps in their understanding and
knowledge of the disease, leading to confusion due to
inconsistent or unclear information from various sources.
For example: Participant 7 stated: I'm not sure what this
disease exactly is. Some say the kidneys are melting; others say
they're shrinking.

CKD represents a significant health challenge in Sri Lanka,
marked by its high prevalence and extensive psychosocial
impacts on patients and their caregivers. This qualitative study
was conducted to explore the psychosocial experiences of these
two groups. The content analysis revealed three main areas
requiring intervention: standard of living (quality of life), coping
strategies and medical experience. A particularly important
factor identified was the power of tradition, encompassing

14 of 18

Health Expectations, 2024

Pra0e seoLenst

oo

2 e sl 01235 r205/60 €20

200 o




general attitudes, beliefs and religious practices. These elements
are integrated into the constructed model presented in Figure 1.

The study the di ies indivi face in

Our findings revealed that participants engage in meditation, a
core teaching of Lord Buddha, and perform bodhi puja
ceremonies at the bodhi tree. Some individuals wear jewellery
(known as ‘Sura’ in Sinhalz) with hopes of warding off negative

managing daily activities and intaining overall well-bei:
while living with CKD. Though this research was conducted in
Sri Lanka, similar challenges are observed in other countries, as
indicated by the analysis of Maguire, Hanly and Maguire [31].
They highlight the crucial role of social support, loneliness and
in ing wellbeing in a
population-based European sample, suggesting that positive
appraisals may help individuals cope better with their condi-
tions and mitigate daily life limitations. This aligns with
findings from a systematic review by Roberti et al. [32], which
encompassed 260 studies from 30 countries, involving 5115
patients and 1071 caregivers. This review emphasized socio-
economic status as a pivotal factor in the CKD experience,
especially in advanced stages requiring renal replacement
treatment. Challenges identified included underfunded health-
care, reliance on care, risk of and

Moreover, many pray for recovery at religious sites,
promising offerings upon regaining health. However, despite
these cultural practices, all participants primarily trust main-
stream medicine. They diligently follow medical guidelines
despite facing considerable challenges. These results echo the
findings of Wimalasena and Marks [38], indicating that while Sri
Lanka is steeped in tradition, cultural practices are often habitual
rather than reflective, lacking reliable guidance in social actions.

Interestingly, many participants in our study perceive CKD as a
‘karmic disease’, associating it with the concept of destiny. This
viewpoint stems not just from religious beliefs but also from
practical circumstances, as some participants link their condition to
limited access to timely treatment, often due to poverty. Thus, the
label of *karmic disease’ is partly influenced by their socioeconomic
In their attempts to cope, several participants embrace

insurance issues and financial strain. Patients often struggled
with transportation to haemodialysis centres, particularly those
in nonurban areas, or those with young children or limited
resources. Uninsured or underinsured patients faced

the Buddhist teaching of the ‘impermanence of life’. This
perspective is not solely a product of blind faith; rather, it reflects
a coping mechanism influenced by their restricted access to

burdens, such as the need for fundraising. Post-transplant
patients contended with uncertainties regarding financial
management and responsibilities. A common concern across
the board was the lack of information about the disease,
treatment options and side effects of immunosuppressants.
Living with end-stage kidney discase was described as highly

involving ti ing, invasive and exhaust-
ing tasks that affect all aspects of patients and caregivers.

Individuals with CKD and their caregivers utilize various
coping strategies to manage the disease-related challenges, as
observed in our study. A systematic review by Shahin, Kennedy
and Stupans [33] emphasized the significant influence of
personal and cultural beliefs on medication adherence among
patients with chronic diseases like hypertension and diabetes.
This review highlighted the critical role of patients’ indivi

resources. The i y in accessing

support further encourages reliance on traditional health and life
beliefs. Joshi [39] the i of ing these
subjective elements, including spiritual and religious belief systems,
in enhancing the quality of life for ESRD patients. This highlights
the need for a holistic approach to patient care that considers not
only the medical but also the psychosocial and spiritual aspects of
chronic illness management.

As demonstrated in our study, the medical experience of
individuals with CKD plays a pivotal role in their psychosocial
wellbeing, aligning with findings by Kalantar-Zadeh et al. [40].
CKD requires continuous medical management, including a
strict medication regimen, dietary limitations and, in some
cases, the need for dialysis. These treatments often demand
slgmﬁcant time and pllyslcal effort from patients. Our study

that  parti experienced a sense of

perceptions and beliefs about their illnesses in adhering to
prescribed medications. Similarly, Nair et al. [34] stressed the

ineffectiveness, lack of knowledge and frustration with the
procedural aspects of their disease, leading to diminished

importance of patients’ ives and beliefs
when providing healthcare guidance and treatment. In our
study, we noted that patients from diverse racial, cthnic and
sociocultural backgrounds view advanced CKD as a

of disease benefits. This was reflected in their
minimal expectations regarding their condition’s outcome. In
contrast, a sludy by Rymon Lipinska and Nowicka-Sauer [41]

limitation in their lives, often experiencing a loss of control over
the disease's progression. This leads to various psychological
and emotional challenges, including anxiety about death,
uncertainty regarding their prognosis and existential distress.
To cope with these challenges, patients employ strategies such
as accepting their condition, avoiding the implications of the
discase, secking solace in spiritual beliefs or finding support
within religious ities. Notably, a with
and fear of death were identified as new factors contributing to

hological distress among i with CKD. Further-
more, several studies [35-37] have identified religion and
acceptance of illness as important coping mechanisms. These

found a between perceived benefits of
the disease and more favourable illness perceptions among
individuals with type 1 diabetes, indicating a critical link
between disease benefit perception and mental wellbeing. This
finding contrasts with the challenges faced by our study
participants, who struggled with inadequate perceptions of
their treatments. Furthermore, Hedayati et al. [42] identified a
significant correlation between major depressive episodes and
critical events such as the initiation of dialysis, hospitalization
or death in patients with CKD. Their study noted that
depression affects up to 20% of CKD patients even before
dialysis initiation, underscoring the importance of addressing
mental health ssues to improve overall wellbeing in this

findings, consistent with our study, suggest that i
often rely on their religious beliefs and acceptance of their
condition to cope with the psychosocial burden of CKD.

y et al. [19] stress
the need for periodic screening of all CKD patients in the rural
districts of Sri Lanka for depression and psychological distress.
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They also suggest the necessity for policymakers to support an
organized psychological health service, aimed at enhancing the
mental wellbeing of individuals with CKD.

41 | Research Strengths

Comprehensive examination of both patients and care-
givers: The study’s approach included an in-depth exam-
ination of the experiences of both patients with CKD and
their caregivers, providing a holistic understanding of the
disease’s impact.

Focused patient group: All participants were patients
treated at a single centre in Sri Lanka, ensuring consistency
in the treatment environment and healthcare delivery.

Uniform disease severity: The study specifically focused on
patients diagnosed with the same severity of CKD, all
undergoing dialysis. This uniformity allows for more
focused insights into this particular patient group.

Rigorous medical The p
of participants was preceded by a reliable medlcd.l diagnosis,
ensuring that the psychological assessments were grounded
in accurate and comprehensive medical understanding.

4.2 | Study Limitations

This study faced several limitations that should be acknowl-
edged. First, the sample size was small and included both

disease and their caregivers. Longitudinal studies would be
beneficial for assessing changes in psychosocial wellbeing over
time and ing the i of coping strategi
including religious practices and acceptance of the illness.
There is a significant need to explore the role of healthcare
providers in supporting individuals with CKD and their
caregivers. Investigating the experiences and perspectives of
healthcare professionals can offer crucial insights into enhan-
cing the medical experience and psychosocial support for those
living with CKD.

‘We believe it would also be valuable to conduct studies with
larger sample sizes, which would increase the robustness and
generalizability of our results. This approach would enable a more
of the pr gical and social
challenges faced by patients with CKD and their caregivers.

5 | Conclusion

This study highlights the significant psychosocial impact of CKD
on individuals and their caregivers in Sri Lanka. The findings
underscore the necessity for comprehensive support systems that
address the challenges encountered in everyday life, work life
and family life. Future research should prioritize addressing the
identified knowledge gaps to enhance our understanding of
the psychosocial experiences of individuals with CKD and develop
effective interventions to improve their quality of life, taking into
account the specific influence of tradition and its power. A holistic
approach to managing CKD is imperative, encompassing not only
the physical aspects but also the emotional, psychological and

patients with CKD and their Given the g

nature of this research, the primary aim was not to generalize the
findings but to provide an in-depth understanding of the
participants’ experiences. Therefore, generalizability is not
applicable to this type of study. Instead, the insights gained can
serve as a basis for further research and potential interventions.

social di ions of the disease.
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Abstract

Introduction: End-stage kidney disease (ESKD) represents the final stage of chronic kidney disease, profoundly impacting
patients and their caregivers through a wide range of physical, psychological, and social challenges. Cultural values and health-
care system disparities often shape these experiences, but comparative cross-cultural perspectives remain limited.
Objective: This study explores the psychosocial experiences and treatment processes of individuals with ESKD and their
caregivers in Sri Lanka and Poland, focusing on cultural, systemic, and personal influences on wellbeing.

Methods: An exp! design was employed, utilizing semistructured interviews with 27 participants, including
18 individuals undergoing hemodialysis (10 from the Sri Lankan sample and eight from the Polish sample) and nine caregivers
(five from the Sri Lankan sample and four from the Polish sample). The interviews were analyzed using conventional quali-
tative content analysis, identifying thematic similarities and differences across the two cultural contexts.

Results: Three interconnected themes emerged: quality of life, coping strategies, and medical experiences. In Poland, the “Power
of (My)Self” reflected individual resilience and personal agency as dominant factors influencing wellbeing In contrast, the Sri
Lankan context was shaped by the “Power of Tradition,” with cultural practices, religious rituals, and communal values playing
pivotal roles. Participants in Sri Lanka faced significant resource limitations and infrastructural challenges, while Polish participants
benefited from more comprehensive healthcare systems but reported challenges such as depression and emotional isolation.
Conclusion: The findings highlight the profound impact of cultural frameworks and systemic disparities on the lives of indi-
viduals with ESKD and their caregivers. While Polish participants and self. Sri Lankan par-
ticipants relied heavily on traditional and familial support systems. The proposed conceptual model encapsulates these
dynamics, providing a framework for culturally sensitive interventions that address both universal and context-specific needs.

Keywords
kidney failure, hemodialysis, quality of life, coping strategies, healthcare systems, medical experience, cross-cultural
comparison
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Introduction

End-stage kidney disease (ESKD) marks the final stage of
chronic kidney disease, with kidney function dropping below
15%. It significantly affects patients’ and caregivers™ quality

by exploring lived experiences in both Sri Lanka and
Poland, to inform culturally sensitive, context-aware psycho-
social interventions.

Method:

of life, posing physical, psychological, and social chall
While hemodialysis prolongs life, it often leads to lifestyle
restrictions and  emotional burdens (Gerogianni &
Babatsikou, 2014a; Tchape et al., 2018).

Globally, ESKD varies with healtt
resources, cultural beliefs, and i i

Design

This study employed a qualitative design as a part of a mixed-
method project on the p<ychmncnl wellbeing of patients

High-income countries have advanced care, while low- and
middle-income  countries (LMICs) struggle with limited
access and infrastructure (Thurlow et al., 2021; Crews et al.,
2019). In Sri Lanka, a LMIC with strong Buddhist traditions,
health and illness are often viewed through karmic beliefs,
providing psychological coping mechanisms (Ananda &
Ali, 2022). Despite free public healthcare, patients face high
out-of-pocket expenses and systemic challenges due to eco-
nomic crises and resource shortages (Kumar, 2019;
Weerakoon et al., 2024). In contrast, Poland’s universal
healthcare sys(em covers ESKD treatment, mcludmg dialysis
and (RGj, 2020; Debska-Slizien et al., 2021).
However, Polish patients still face psychological difficulties
like depression and emotional isolation.

‘While some research addresses the psychosocial impact of
ESKD in specific countries (Cwick etal,, 2017; Senanayake,
2018), comparative cross-cultural studies are scarce. This
study aims to explore and compare the psychosocial experi-
ences of patients with ESKD and caregivers in Sri Lanka
and Poland, highlighting how cultural and systemic factors
shape their challenges and coping strategies.

Literature Review

Living with ESKD poses significant psychosocial challenges.
Patients commonly experience anxiety, depression, social
wil val, and di 1f-este (Finnegan-Jok
Thomas, 2013; Gerogianni & Babatsikou, 2014b).
Caregivers also face substantial pressures, including emo-
tional fatigue, financial hardship, and overwhelming responsi-
bilities (Adejumo et al., 2019; Brunier & McKeever, 1993;
Low et al., 2008).

Cultural beliefs strongly influence how individuals inter-
pret illness and choose coping mechanisms. In collectivist
contexts like Sri Lanka, religious and spiritual views, particu-
larly Buddhist concepts such as karma and impermanence,
shape illness namatives, offering either a source of comfort
or passive resignation (Kleinman, 1980; Ananda & Ali,
2022). These beliefs often emphasize shared suffering and
communal support.

Despite the growing body of national studies, few have
compared how cultural values and healthcare systems
together shape the psychosocial experiences of patients with
ESKD and their caregivers. This study addresses that gap

with ESKD und; h dial and their

in Sri Lanka and Poland. All participants gave written
informed consent after receiving detailed study mformauon
Semistructured intervig were ducted in

units: in a hospital in Sri Lanka’s central province (Oclober
2022) and a hospital in northern Poland (October 2023—
May 2024). One Polish caregiver interview was conducted
online due to logistical issues. In Sri Lanka, interviews were
conducted by the principal investigator, a female experienced
qualitative researcher and university lecturer. In Poland, data
were collected by a trained female psychology master’s stu-
dent and a female assistant professor, both experienced in
qualitative research and chronic illness care. The research
team ensured ethical conduct, offering debriefing and psycho-
logical support when needed, with a focus on participants”
wellbeing.

Sample

Participants were selected using a purposive sampling
approach (Palinkas et al., 2015) aligned with the research
objectives outlined by Bulathwatta et al. (2023). The study
included 10 individuals with ESKD from Sri Lanka and eight
from Poland. Two Polish participants were excluded after ini-
tial interviews because they identified as Jehovah’s Witnesses
rather than Catholics, which did not meet the inclusion cri-
teria. Additionally, five caregivers from Sri Lanka and four
from Poland participated. One Polish caregiver was excluded
after the initial interview for not meeting the Catholic back-
ground criterion.

Inclusion criteria for patients with ESKD required a diag-
nosis of chronic kidney disease (CKD) stage G5 (ESKD),
active hemodialysis treatment, age between 18 and 84 years,
and CKD treatment duration exceeding 6 months. Participants
were also required to meet specific nationality and religious
criteria: Sinhala Buddhist for Sri Lanka and Polish Catholic
for Poland. These criteria were established to ensure cultural
and religions homogeneity, enabling meaningful cross-
cultural comparisons. Although religion was included as a cri-
terion in the study, it was not explicitly stated in the protocol.
Comorbidities were not considered for inclusion.

Exclusion criteria included individuals who did not meet
the inclusion criteria, declined consent, or lacked the physical
or mental capacity to participate. Caregivers were eligible if
they were identified by patients with CKD as significant
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Table 1. Demographic Characteristics of Sri Lankan Participants (Patients).

Participant code  Age (years) Sex  Religion  Employment

Duration of the disease Marital status

1 54 Female Buddhist Unemployed 2 years Single
2 47 Male  Buddhist Cemetery worker 9 months Married
3 58 Male  Buddhist Farmer I year Married
4 61 Male  Buddhist Unemployed I year Married
5 59 Female Buddhist Retired Clerk I year Married
6 57 Female Buddhist Traditional Sinhala Medicine practitioner 7 months Married
7 39 Male  Buddhist Unemployed I year Single

8 24 Male  Buddhist Unemployed 3 years Single

9 45 Female Buddhist Unemployed 10 years Single

10 58 Male  Buddhist Retired postman I year Married

supporters and were at least 18 years old. Caregivers who
declined consent or lacked the necessary capacity were
excluded.

Data Collection

Two semi-structured interview guides were d d

discussions. Findings were compared, refined, and validated
i to ensure and ibili

Ethical Considerations

Participants received detailed information about the study’s

for patients with ESKD, one for caregivers—based on litera-
ture and study objectives. Each included 27 questions (12
general, 15 open-ended) covering experiences, emotions, rela-
tionships. social support, and medical care. Data saturation
determined the final sample size for both groups. Interviews
(35-60 min) were by ienced
with field notes taken. All interviews were recorded, tran-
scribed verbatim (in Sinhala and Polish), and translated into
English. Translations were cross-checked through back-
translation and reviewed by independent researchers to
ensure cultural and linguistic accuracy. Participants reviewed
their transcripts (member checking) to verify accuracy.
hers practiced ivi the process.
T fon was emp by multiple data
sources (interviews, field notes, member checks, and transla-
tions reviewed by independent researchers) and involving
multiple researchers in data analysis to enhance the credibility
and trustworthiness of the findings (Nowell et al., 2017).
Verified transcripts formed the basis for content analysis.

Data Analysis

An inductive content analysis approach (Joffe et al., 2004;
Hsieh & Shannon, 2005) was used to explore interview
narratives and identify patterns, meanings, and themes.
Open-ended questions enabled a detailed examination of par-

ticipants’ Four d the ana-
lysis: two analyzed the Sinhala data, while three analyzed
the Polish data. i dently read i

., scope, and P
was voluntary, with the right to withdraw at any time without
repercussions. Anonymity was ensured by assigning unique
encrypted identifiers, and data access was restricted to the
research team.

Ethical approval for the study was obtained from the
Ethical Review Committee of the Open University of Sri
Lanka, under the application number ER/2022/007 and
from the Ethical Review Board of the Institute of
Psychology, University of Gdansk, under inquiry number
03/2023. These measures underscore the study’s adherence
to ethical research standards, prioritizing participant auton-
omy, confidentiality, and data security.

Results

Basic demographic information of the participants is pre-
sented below. The Sri Lankan sample consisted of eight
females (53%) and seven males (47%), with an average age
of 48 years. The adjusted Polish sample included nine females
(75%) and three males (25%), with an average age of 29
years. Tables 1 and 2 present the demographic details of the
Sri Lankan sample, while Tables 3 and 4 outline those of
the Polish sample.

After analyzing the data from individuals with ESKD and
their caregivers in both countries, three main themes emerged:
(a) quality of life, (b) coping strategies, and (c) medical
experiences (refer to Table 5). These themes appeared to be
interconnected, highlighting the complex interplay of factors

coded key phrases, and grouped codes into subcategories, cat-
egories, and overarching themes. Triangulation ensured reli-
ability by having at least two researchers code each dataset
independently (Elo & Kyngéis, 2008). Analytic notes docu-
mented coding decisions and reflections, guiding team

affecting ici * experiences.

Notably, the “Power of tradition” emerged as a significant
influence across all three themes in the Sri Lankan results,
reflecting the role of cultural and communal values in shaping
participants’ lives. In contrast, the “Power of (my)self” was a
predominant influence in the Polish results, emphasizing

SAGE Open Nursing 11(0)

Table 2. Demographic Characteristics of the Participants (Sri Lankan Caregivers).

Participant code  Age (years) Sex  Religion  Employment

Caregiver relationship  Duration of caregiving Marital status

1 23 Male  Buddhist Unemployed  Son 1 year Single

12 47 Female Buddhist Factory worker  Wife 9 months Married
13 52 Female Buddhist Unemployed ~ Mother 3 years Married
14 52 Female Buddhist Factory worker Wife 1 year Married
15 H Female Buddhist Unemployed  Wife 1 year Married

Table 3. Demographic Characteristics of Polish Participans (Patients).

Participant  Age
code

Duration of the

(years) Sex Religion  Employment disease Marital status

1 53 Female Catholic Unemployed 20 years Married

2 45 Female Catholic Unemployed 10 years Married

3 42 Female Catholic Tutor 10 years Divorced

4 45 Female Catholic ~Patient works online, did not mention the 29 years Widow, currently
profession engaged

5 48 Female Catholic Unemployed 9 years Married

6 35 Male Catholic  Tatoo artist 10 months Single

7 37 Female Catholic Works in university administration 12 years Informal relationship

8 47 Male Catholic Entrepreneur 16 years Married

Table 4. Demographic Characteristics of the Participants (Polish Caregivers).

Age

Participant code  (years)  Sex Religon  Employment  Caregiver relationship  Duration of caregiving  Marital status
9 53 Mile  Catholic ~ Unemployed  Husband 20 years Married

10 65 Female  Catholic  Retired Mother 3 years Widow

1 69 Female  Catholic  Retired Mother 10 years Widow

12 57 Female  Catholic  Nurse Wife 15 years Married

individual autonomy and self-reliance as key factors shaping
their experiences (see Figures 1 and 2).

Theme |: Qudlity of life

The quality of life for both the Sri Lankan and Polish samples
was shaped by four key factors: financial hardship, work life,
family life, and everyday life.

Financial Hardship. Financial hardship emerged as a distinct
and pervasive concern, influencing multiple aspects of partici-
pants” daily lives, particularly among the Sinhalese sample.
Participant 1, a traditional Sinhala medicine practitioner,
had to close her clinic due to mounting costs. “/ had to pay
Rs. 20,000 [$62] in rent for my shop per month, along with
clectricity bills, which led me to close it. Now, if someone
seeks treatment, I provide it at home.” Sinhalese participant
2 was fearful and mentioned that his job is insufficient to
cover his medical and travel expenses. As he put it “The cur-
rent situation in the country is not good, so I fear my job won't

be enough. [The patient was emotional]. We anticipate spend-
ing more than RS 1500 [approximately $5] on travel expenses
Jfor the treatment. " Sinhalese participant | also shared that her
financial constraints made it difficult to afford the hospital-
recommended diet: In her words: “fo be honest, affording
the diet recommended by the hospital is beyond my means.
1 simply don’t have the financial resources to purchase
protein-rich foods like meat, eggs, or milk...”"

Sinhalese participant 5 described the financial difficulties
she faced during her treatment process. She stated “Now
our financial situation is zero. Without spending money,
how can I recover myself? I also have to spend money on
transportation.”

Polish participants also reported financial strain, especially
those who lost jobs due to the demands of treatment. Polish
participant 10 explained, “I lost my job, and now I have to
rely on a pension; I can’t earn extra. It has had a big impact.
It's not that my parents can’t manage financially, but there’s
a difference between what could have been and what is.
We have to support cach other financially.” Some Polish
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The Power
of Tradition

Quality of Life
(Standard of living)
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Coping Strategies ¢——> Medical experience

Figure I. Amodel llustrating the mutual relationship among three
identified themes and the influence of the power of tradition on
them.

The Power
of (My)Self

Quality of Life
(Standard of living)

R

Coping Strategies ¢——> Medical experience

Figure 2. A model illustrating the mutual relationship among three
identified themes and the influence of the power of (my) self on
them.

d di ion with sup-
port. As Polish participant 8 noted: “/ think they 're not help-
ing [the government]. As I read on forums, patients, whether
post-transplant or with other issues, constantly have to fight
to keep their medications on the reimbursement list.”

However, not all experiences were negative. Polish partici-
pant 5 described financial stability: “/ would describe my
financial status as good; | manage well, have two loans,
and can afford luxuries and trips, so this disease... T can’t
say it doesn’t limit me because I could probably have more,
but what I have is great.”

Work Life. Work life changes emerged as a distinct aspect of
participants’ experiences, separate from financial hardship.
While financial strain was a consistent backdrop, participants
specifically described how their ability to engage in work,
retain employment, or adjust their careers was directly
impacted by ESKD and caregiving duties. For example, par-
ticipant 5 from the Sinhalese sample resigned from her job

due to the disease, and her husband retired to become her full-
time caregiver. . As she explained: “I did not retire. I faced
many obstacles at once, so I resigned [...] He was previously
employed at the electricity board and had the option to con-
tinue working there until the age of 65. Yet, due to my illness,
he felt compelled to resign as well, since there was no one else
available to assist me.”

Similarly, Polish participants highlighted disruptions in
their professional life. Some transitioned to part-time or
remote work due to the physical burden of treatment and
time required for dialysis. Polish participant 8 shared: *
obtained permission 10 work remotely. [...] Besides, I work
part-time, so I manage my day better and am glad to be
back at work, as it keeps my mind occupied.” Meanwhile,
many participants mentioned that their financial situation
has been severely affected by the treatment and some of
them lost their jobs due to the difficulty of managing work
alongside dialysis.

Family Life. The family has been recognized as the purpose of
living for all the participants in both samples. The statement of
“We'll get through this together. We'll adjust our diet, and
prioritize your medications, and T'll be here o support you
every step of the way. We'll face this challenge as a
team...” given by participant 4 from the Sinhalese sample
to her husband shows her intimacy with him.

Sinhalese participant 8 explained the impact of his discase
on his siblings. “They are very upset and depressed. I was
selected for the university as well, which makes them sad as
1 cannot attend. The only relief is going for a transplant, so
they are trying to arrange a transplant.”

Sinhalese participant 13 described the impact on her family
when her son was diagnosed with CKD and began dialysis.
“Following my son’s health crisis, my husband was also diag-
nosed with high blood pressure.”

Participant 8 from the Polish sample emphasized the cru-
cial role of her partner, who takes on household duties and
financially supports the family. “My parter is my biggest
supporter. I'm glad he staved with me [despite the illness],
especially since we re not formally married... ” Polish partici-
pant 10 explained the nature of her family support: “Our rela-
tionship has become closer. | mean with my parents because it
hasn’t changed with my brother. My relationship with my par-
ents has strengthened a lot. [...] I live with my parents.”

Polish particij 1 explained her on the fam-
ily: “I am now so weak that without the help of my husband
and son, I can’t do anything. Sometimes 1 just cry because I
want to do something..."

Everyday Life. Participants from both samples discussed their
everyday lives in terms of the diet they are required to follow,
their financial situation, and their isolation.

Participant 1 from the Sinhalese sample shared that her
financial constraints made it difficult to afford the diet recom-
mended by the hospital. In her words: “10 be honest, affording
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the diet recommended by the hospital is bevond my means. I
simply don’t have the financial resources to purchase protein-
rich foods like meat, eggs, or milk..."

Sinhalese participant 5 described the financial difficulties
she faced during her treatment process. She stated: “Now
our financial situation is zero. Without spending money,
how can I recover myself? I also have to spend money on
transportation.”

Sinhalese participant 9 mentioned that she is losing social
contact with friends due to this disease. She stated: “/ can’t
hang out with friends because they're either busy with work
or have moved away. Additionally, some people avoid me
because of my sickness...”

Participant 1, from the Polish sample, described her chal-
lenges with dietary restrictions: “If s not easy; we re supposed
to follow a diet that restricts almost everything. Drink as little
as possible — 1 had a huge problem with this because of dia-
betes... and I still drink too much.”

For some patients in the Polish sample, the disease has not
significantly impacted their financial situation. Polish partici-
pant 2 stated: “You can't say that this kidney disease has had
such a significant impact because we live at the same level as
we did before I go sick...”

Many patients regardless of their gender and age, experi-
ence social isolation, avoid social interactions, refrain from
sharing their health status outside the family, and watch rela-
tionships often diminish. Polish participant 2 described her
experience of isolation: “7 definitely miss contact with people,
like with friends, over small, trivial things. Not anything par-
ticular, just to... Since I'm feeling bad, T sometimes just want
to hear about something, like someone chatting...”

Coping Strategies
The coping strategies of both samples included both adaptive
and maladaptive approaches.

Adaptive Coping Strategies. Tn both the Sinhalese and Polish
samples, adaptive coping strategies were used to manage
the challenges of ESKD. These strategies included maintain-
ing family harmony, engaging in social support networks,
managing finances, and participating in religious or cultural
practices.

Family harmony, meeting friends, managing finances, and
following religious rituals were identified as most common
adaptive coping mechanisms in the Sinhalese sample. As
Sinhalese participant § stated: “my family’s food pattern has
completely changed due to my disease. They 've shified to eat-
ing more fruits and using less oil in cooking. They make sure
that any food they bring home is good for me..."

Sinhalese participant 4 explained the support he receives
from his friends, saying: “I frequently meet with my friends
and talk to them. They have been a great help o me, even
in my search for a kidne.y.

Sinhalese participant 7 stated that the government’s sup-
port manages the disease: “J receive Rs 5,000 [about $15]
per month from the government. Additionally, my friends
are also helping me.”

Sinhalese participant 6 expressed gratitude for her recov-
ery and vowed to visit spiritual places to fulfill promises
made to God. She said: “I've experienced immense benefits
through cultural rituals. My daughter prayed for my health
at the Temple of the Tooth, and I recovered...”"

Sinhalese participant 2 was trying to understand the psy-
chological and physical aspects of the disease condition
through the core Buddhist belief of “letting go.” He
expressed: “The solution is to practice letting go. Then we
do not have problems.”

Positive thinking, acceptance of the illness, setting goals
(such as a kidney transplant), finding solace in learning
about their illness, and engaging in distraction techniques
through hobbies were common adaptive coping strategies
among the Polish sample. As Polish participant 1 mentioned:
“I try to change my thinking and focus on positive things,
pushing away thoughts that make me feel trapped. It's
intense. [..] T push away thoughts about feeling unwell by
turning on the TV or engaging with my pets, so I can distract
myself.”

For some patients, the crisis served as a catalyst for per-
sonal growth, inspiring them to seek and acquire new knowl-
edge. Polish participant 2 menti “Since being di
with diabetes, I've been in this medical world. Then I chose
my studies and work in this area, so I find it easier to under-
stand what doctors are telling me.”

A few patients maintained a supportive group and engaged
in enjoyable activities. Polish participant 1 mentioned: “Right
now, we have this group; we 've become more outgoing with a
few women. We bake cakes, bring them, share them with the
nurses...”

Polish participant 3 explained her positive hopes regarding
the possible transplant: “My goal now is to get a transplant,
go through the tests, get the certificates I need, and persist
in pursuing that goal.”

Polish participant 7 mentioned the support he receives
from his friends: “That's exactly it, I stick more with my
Jriends than with my family, so we've been through a lot
together, and one friend even offered—well, most of them,
every other one, said they would give me a kidney if they
could. And one of them got so involved that he personally
checked everything to find out what he needed to do.”

Most patients see themselves as believers but do not
actively practice or associate with the Catholic Church.
Polish participant 1 explained: “I mean, I believe in God
and that He exists. [...] I don't believe in priests, don’t believe
in carthly beings, as I think we’re all sinful.” Some patients
described their disease as “superstitions™ or esoteric experi-
ences. Polish participant 2 explained, “/ have certain supersti-
tions, like carrying a chimney sweep's button, which I bring
with me to exams or important events.”
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Polish participant 4 admitted: “Although I don’t go to
church, deep down I believe in God and usually pray when
T have moments of doubt, moments of despair, when I don’t
understand why so many bad things are happening around
me, why I still don’t have my health. Faith and prayer help
me; they make me feel more spiritual and stronger.”

Maladaptive Coping Strategies. Helplessness, hopelessness,
withdrawal, and mistrust were identified in both samples
and are presented here as maladaptive coping strategies.
These behaviors or emotional states appeared to reduce indi-
viduals® ability to actively manage the challenges of ESKD
and were often linked to passivity, emotional distress, or iso-
lation. While such responses are understandable given the
burden of the illness, we grouped them separately due to their
recurring presence and impact on participants’ overall
wellbeing.

Helplessness and hopelessness identified in the Sinhalese
sample are i I ive coping strategies. Most
of them feel helpless and hopeless particularly those facing
challenges related to caregiving responsibilities or finding

suicide a few times [voice breaks], knowing that not much is
left for me....”

Medical Experience

The medical experience of both the sample includes the
knowledge of the disease, self-management and attitudes
toward the treatment process.

Knowledge and Self-Management. Most of the Sinhalese indi-
viduals did not fully understand the nature of the disease.
Sinhalese participant 7 acknowledged feeling confused about
the disease due to the conflicting information he had received.
He said: “/'m not sure what this disease exactly is. Some say
the kidneys are melting: others say they're shrinking.”

Sinhalese participant 3, who was unaware of the effects of
dialysis, questioned its impact, stating: “/ don’t even know
what dialysis is, even though 1'm undergoing it. Does dialysis
make people weak? "

Some patients were dissatisfied with the information pro-
vided by doctors. Sinhalese participant 1 expressed frustration
over doctors” reluctance to offer details beyond prescribing

suitable organ donors. Sinhalese i 3 explained that
he feels helpless as he does not have children, and no one is
there to look after his wife if something happens to him.
“It’s hard, and imes the hely is overwhelming,
but we have 10 keep going.” Similarly, Sinhalese participant
2 expressed a sense of limitation and reliance on close kin
for life-saving support, stating: “/ believe that if I find a donor,
it should ideally be a family member, as external individuals
may not be as inclined to donate.” While not overtly emo-
tional, this belief may reflect a sense of constrained possibility
and reduced perceived support, which could contribute to
feelings of hopelessness.

Some individuals in the Polish sample exhibit mistrust of
healthcare providers, experience depression, withdraw from

ips, struggle with h and thoughts of sui-
cide. According to Polish participant 8: “7 want o be able to
have some control, which isn't always a good trait. It caused
me to refise anaesthesia for a procedure that usually requires
sedation, as 1 insisted on watching what they were doing..."

Some patients are isolated from others as a result of depres-
sion, loss of purpose, and feelings of uselessness and bore-
dom. Polish participant 2 stated: “When I feel bad, or
something terrible happens, I cut myself off from distant peo-
ple. [ don't want to involve them...”

Some individuals are reluctant to discuss their illness,
which can be considered a passive coping response and
may hinder i ion. Polish ici| 4 said,
“I have friends who, as I mentioned, don 't know about my ill-
ness, so they can’t support me because they don’t understand
what's wrong with me..."”

Some patients are focusing excessively on suffering, lead-
ing to despair and abandoning efforts to improve wellbeing.
Polish participant 2 expressed: “Honestly, I've thought about

She said: “Doctors aren’t open to answering
our questions. They seem unwilling o engage beyond just
medication...”

Unlike the Sinhalese, Polish individuals generally appreci-
ate the high quality of medical care and individualized atten-
tion from b i Polish ici 2
remarked, “Every time, the doctors have taken a highly indi-
vidual approach, showing care and concern,” emphasizing
the importance of tailored care.

Similarly, Polish patient 4 added, “Honestly, I feel safe
here. Sure, the building is now renovated, but even before,
in the old building. the sense of security from the staff mat-
tered more to me,” highlighting how the supportive environ-
ment created by the staff fosters a sense of safety and trust
among patients.

Polish participant 2 explained, “My kidneys don’t remove
toxins, don't filter, don’t work, which is why I'm on dialysis.”

Some Polish patients demonstrate a strong curiosity to
deepen their understanding of their condition and are moti-
vated to pursue knowledge that supports self-management.
For instance, Polish Participant 2 shared, “Since being diag-
nosed with diabetes, 1've been in this medical world. Then I
chose my studies and work in this area, so I find it easier to
understand what doctors are telling me."”

This highlights how gaining knowledge about their illness
can empower patients, enabling them to better comprehend
medical advice and actively participate in managing their
health.

Many patients with diverse educational backgrounds
actively engage in their treatment by consulting doctors and
verifying information on social media forums. Polish partici-
pant 8 explained: “even though I'was also doing my dociorate,
but in a different field, I'm passionate about these things, so I
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read scientific articles, dig around, and try to organize things
in my mind...”"

Treatment The Sinhalese sample expressed satisfaction with
dialysis but highlighted inadequate infrastructure. Sinhalese
participant 11 described his father’s postdialysis routine, stat-
ing: “there is a dialysis shift from 7 p.m. to 12 a.m. Patients
coming for that shift, especially those traveling from distant
places, cannot leave immediately and have to stay overnight.
We often end up sleeping on chairs or even on the floor.”
Some patients highlighted difficulties caused by medica-
tion shortages. Sinhalese participant 9 elaborated. stating:
“We ofien can’t find basic ines here. Sometimes, we

( ke, 2018; Zie icz & Bargiel icz,
2024).

Despite these differences, family support emerged as a uni-
versal factor in fostering resilience, highlighting the pivotal
role of familial networks in coping with chronic disease.

Coping Strategies

Coping strategies varied significantly between the two cul-
tural contexts. Polish participants predominantly employed
adaptive strategies such as autonomy, goal-setting, and cogni-
tive reframing, reflecting the individualistic cultural orienta-

even have to provide the hospital with supplies like plasters
because they run short. It's really tough.”

Compared to the treatment facilities of Sinhalese, Polish
individuals are generally more satisfied with the available ser-
vices. Polish individuals are not traveling long distances for
dialysis. They typically come from nearby arcas. For those
from farther away, receiving treatment in Gdansk as a per-
sonal choice with satisfaction. Polish participant 5 said:
“I'm from Gdynia, so I'm closest to the station in Gdynia,
but I'would never want to go there. Here... Here, I feel safe.”

Polish participant 6 stated, “Compared to other facilities, I
rate them very highly here; it’s a well-qualified team, " reflect-

tion ic of Western societies. In contrast, Sri
Lankan participants relied on communal support, religious
rituals, and to traditional values, i with

the collectivist societal norms typical of Eastern cultures.
These findings align with existing literature on cultural
influences on coping, which underscores the emphasis on
individual agency in Western cultures versus communal inter-
dependence in Eastern contexts (Maguire et al., 2021; Fischer
& Grenning, 2021).

Notably, maladaptive strategies, including feelings of help-
lessness and depression, were observed in both groups. This
shared experience highlights the universal need for targeted

ing confidence in the expertise of the medical staff.

According to Polish participant 4, nurses are friendly and
often provide a source of support. “The nurses are always
so welcoming and helpful.”

According to Polish patients, the medical staff generally
respond to questions and approach each patient individually.
Polish patient 2 stated: “Every time, the doctors have taken a
highly individual approach, showing care and concern.”

Discussion

This study offers a unique cross-cultural comparison of the
psychosocial experiences and treatment processes of indivi-
duals with ESKD and their caregivers in Sri Lanka and
Poland. The findings identified three core themes—quality
of life, coping strategies, and medical experiences—cach
deeply influenced by the cultural, economic, and healthcare
contexts specific to each country.

Quality of Life

Participants from both countries reported a diminished quality
of life as a result of the physical, psychological, and financial
burdens associated with ESKD. In Poland, some participants
were able to maintain financial stability due to systemic
healthcare support, whereas Sri Lankan participants univer-
sally faced significant economic hardships. These findings
are consistent with previous studies emphasizing the critical
role of resource availability in managing chronic illnesses

psycl ial interventions to support individuals with
ESKD and their caregivers.

Medical Experiences

The medical experiences of participants reflected systemic
disparities between the two contexts. Polish participants
reported satisfaction with the quality and accessibility of
services, ing from and individt
lized care within a well-established healthcare system. In con-
trast, Sri Lankan ici igni
infrastructural challenges, including long travel distances
and limited resources. These findings are consistent with pre-
vious research highlighting the essential role of systemic sup-
port in managing chronic illnesses (Boonstra et al., 2022).
Addressing these disparities requires the development of
culturally adaptive strategies that consider local resource con-
straints while prioritizing the specific needs of patients and
caregivers.

Cross-Cultural Insights

The conceptual model proposed in this study encapsulates the
dynamic interplay between cultural frameworks, coping strat-
egies, and medical experiences. The “Power of (My)Self”
framework identified in the Polish context underscores the
importance of resilience and autonomy, while the “Power of
Tradition™ observed in Sri Lanka emphasizes the role of com-
munal and religious influences. These frameworks provide a
foundation for designing culturally tailored interventions
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that respect and integrate cultural values while addressing the
universal challenges associated with ESKD.

Previous rescarch aligns with these findings in distinct
ways. For example, Eloia et al. (2021) highlighted the signifi-
cance of religious coping and spirituality in CKD, which reso-
nates with the “Power of Tradition” framework seen in the Sri
Lankan context. Similarly, Siqueira et al. (2019) emphas|zed
the role of relig and a sense of in
survival quality among patients with CKD—an aspect closely
related to resilience, reinforcing the “Power of (My)Self”
framework in the Polish context.

Together, these studies demonstrate how cultural, spiritual,
and psychological factors shape coping mechanisms and
influence the wellbeing of individuals living with CKD.

Study Strengths

This study’s cross-cultural design compares the experiences
of patients with ESKD and caregivers in Sri Lanka and
Poland, revealing both universal challenges and culturally
specific factors. Its comprehensive scope examines multiple
life dimensions—quality of life, coping, and medical experi-
ffering a holistic ing of ESKD’s impact
on patients and families. Including caregivers alongside
patients is a key strength, highlighting the reciprocal influence
of chronic illness within family systems. The qualitative
methodology, using semistructured interviews, allows for
in-depth exploration of lived experiences, while methodo-
logical rigor (triangulation and reflexivity) enhances the cred-
ibility of findings, despite the common limitation of recall
bias.
A strong focus on cultural sensitivity ensures findings are

psychosocial factors, the research offers a holistic understand-
ing of the impact of ESKD on patients and their caregivers,

izing the i of personal, famil-
ial, and systemic factors.

The inclusion of caregivers alongside patients is particu-
larly noteworthy. This dual focus enables the study to explore
the interrelated dynamics of chronic illness management
within family systems, illuminating the reciprocal impact of
ESKD on holh pauems and their support networks. By inte-
grating. gl ives, the research und
their critical role in patient wellbeing and enriches the overall
analysis.

The study’s qualitati thodol is another si
strength. The use of semistructured interviews facilitates an
in-depth exploration of participants’ lived experiences, cap-
turing the complexity and nuance of their psychosocial and
medical realities. This approach yields insights often over-
looked in quantitative research, offering a detailed and per-
sonal perspective on the faced by idual
living with ESKD. Furthermore, the application of rigorous
triangulation methods, with data independently coded by mul-
tiple researchers, enhances the credibility and reliability of the
findings. While rich in depth, this method may also be subject
to recall bias—a common limitation in retrospective qualita-
tive interviews.

A strong emphasis on cultural sensitivity further distin-
guishes this research. By tailoring the study design and inter-
preting results within the cultural and religious contexts of the
participants, the researchers ensure that the findings are both
relevant and respectful of participants’ worlduew< This cul-

tural itivity not only the ility of the
study’s conclusions but also underscores the importance of
ly informed practices.

relevant and respectful of p ipants’ contexts,

culturally informed healthcare practices. The study also pro-
vides practical recommendations for |mpmvmg pmem educa—
tion, psychosocial support, and

In addition, the study generates practical implications for
1 providers and poli . It identifies action-

disparities, particularly in underserved settings like Sri Lanka.

Finally, the research lays a foundation for future mixed-
method studies, contributing 1o global discussions on health
equity and culturally sensitive care. Its innovative design,
methodological rigor, and practical focus offer valuable
insights for improving ESKD management across diverse
populations.

This study’s strengths lie in its cross-cultural design, com-
paring the experiences of patients with ESKD and caregivers
in Sri Lanka and Poland. It reveals universal challenges while
highlighting culturally specific factors, offering insights that
are both globally significant and contextually relevant. The
study also demonstrates methodologxca] rigor through reflex-
ivity, tri ion, and credit i trategies
which strengthen the [rustwonhmess of its findings.

Another strength lies in the study’s comprehensive scope,
which examines multiple dimensions of life affected by
ESKD, including quality of life, coping strategies, and med-
ical experiences. By addressing such a wide range of

able Jati such as patient ed
expanding psychosocial support services, and addressing
systemic disparities in healthcare access. By focusing on
underserved populations, particularly in Sri Lanka, the
research hi; systemic i lities and ad for
targeted improvements in healthcare infrastructure and
resources.

Finally, the study establishes a strong foundation for future
research. Its findings can inform larger-scale, mixed-methods
studies that further examine the interplay between cultural,
systemic, and psychosocial factors in chronic disease manage-
ment. Its contribution to the global discourse on health equity
and culturally sensitive care is particularly significant, empha-
sizing the need for inclusive healthcare strategies that cater to
diverse patient populations.

The study's innovative design, rigor, cultural inclusivity,
and practical focus offer valuable insights into ESKD, enhan-
cing academic knowledge and guiding improvements in
patient and caregiver wellbeing across cultures and healthcare
settings.
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Study Limitations

This study encountered several limitations that should be con-
sidered when interpreting its findings.

First, although the sample size may seem limited, it aligns
with qualitative researchpriorities. which focus on depth
rather than ility. Data ion was
during collection and deemed achieved when no new codes
or themes emerged, based on ongoing comparisons and
team discussions confirming the richness of the data.

Second, the study focused exclusively on two specific cul-
tural groups: Sinhalese Buddhists and Polish Catholics. While
this cultural specificity allows for a rich exploration of the
interplay between cultural, religious, and systemic factors, it
may limit the applicability of the findings to other ethnic or
cultural groups. These specific contexts should be carefully
considered when interpreting the results and applying them
to broader populations.

The data were collected through i interviews,

Healthcare policymakers should prioritize addressing sys-
temic disparities, including logistical barriers and infrastruc-
ture gaps, to ensure equitable care.

In cultures that emphasize individual strength and auton-
omy, such as Poland, fostering resilience and self-reliance is
essential. Tailored mental health interventions, patient educa-
tion on adaptive coping strategies, and structured support
groups can play a pivotal role in enhancing psychological
wellbeing and empowering patients to navigate the challenges
of ESKD more effectively.

A multidisciplinary, collaborative care approach is essen-
tial for addressing the complex medical and psychosocial
needs of patients with ESKD and their caregivers.
Prioritizing patient-centred care and integrating physical, psy-
chological, and cultural aspects ensures responsive and sup-
portive healthcare that emp: patients and

C I

which effectively captured detailed experiences but were
prone to recall bias, as participants reflected on different
stages of their illness. This highlights the importance of
incorporating complementary methods, such as longitudinal
or mixed-method approaches, in future studies to enhance
accuracy and validate these findings.

Implications for Practice

This study highlights the importance of developing cultur-
ally sensitive interventions that align with the umque
values and coping isms of patients and

In contexts such as Sri Lanka, where traditional pmcuces
and communal support systems are deeply embedded, inte-
grating cultural resources into healthcare delivery can sig-
nificantly enhance patient and For

This study explored the psychosocial experiences and treat-
ment processes of individuals with ESKD in two distinct cul-
tural contexts—Eastern (Sri Lanka) and Western (Poland). As
the first study to compare these cultural perspectives in rela-
tion to the psychosocial wellbeing of patients and their fam-
ilies, it uncovered signilicant influences on quality of life,
coping strategies, and medical experiences.

Akey finding was the contrasting frameworks shaping par-
ticipants’ wellbeing. Among Sinhalese participants, the power
of tradition, rooted in communal values and cultural practices,
emerged as a central factor influencing their experiences. In
contrast, Pollsh pamclpams emphasized the pDM er o/ (m})
self, d by and
These divergent paradigms underscore the pmfound interplay
between cultural norms and individual coping strategies in

example, organizing short retreats for patients and care-
givers focused on relaxation, mindfulness, and spiritual
healing could provide ional relief and foster resil

chronic illness.
The findings ibute to the ofa 1
model that integrates these cultural dynanncs. offering a

Similarly, establishing social clubs where patients and
caregivers can connect, share experiences, and support
one another would cultivate a sense of community and
mutual understanding, further bolstering coping mechan-
isms and overall wellbeing.

These findings are relevant to nursing practice, as nurses
are often at the frontline of chronic illness management and
long-term patient care. Through culturally competent care,
nurses can bridge the gap between medical treatment and psy-
chosocial support, ensuring that patients receive care that
respects their beliefs and coping mechanisms. Strengthening
both nursing education and clinical practice to include psy-
chosocial and cultural dimensions, particularly in contexts
like Sri Lanka, where such integration may be limited, can
better equip nurses to deliver holistic, patient-centred care.

proving access to healthcare and psychological support is
vital for patients with ESKD in resource-limited settings.

robust for designing culturally sensitive healthcare
interventions. By incorporating these insights into clinical
practice, healthcare providers can enhance patient and care-
giver wellbeing while addressing systemic disparities across
diverse cultural and healthcare settings.

Acknowledgments

‘We would like to extend our gratitude to the Director of Teaching
Hospital Kandy, Sri Lanka, and Dr. Nishantha Nanayakkara,
Consultant Nephrologist at Teaching Hospital Kandy, Sti Lanka,
for granting us access to the Hemodialysis Unit for data collection.
Finally, we are profoundly grateful to all the participants who took
part in this research and generously shared their experiences.

ORCID iDs
Darshika Thejani Bulathwatta () htps:/orcid.org/0009-0006-3165-
4607



Bulathwatta et al.

Agata Rudnik () hitps://orcid.org/0000-0001-7174-809X

Judyta Borchet () hitps://orcid.org/0000-0002-6212-9729
Malgorzata Treppner (9 hitps://orcid.org/0009-0005-0540-9715
Alicja M. Debska-Slizien (5 hitps://orcid.org/0000-0001-8210-
8063

Mariola Bidzan https://orcid.org/0000-0003-0224-1994

Ethical Considerations

The study received ethical approval from the Ethical Review
Committee of the Open University of Sri Lanka, under the applica-
tion number ER/2022/007 and from the Ethical Review Board of
the Institute of Psychology, University of Gdaiisk, under inquiry
number 03/2023.

Author Contributions

DB was involved in study conceptualization, data curation, study
design, data collection, qualitative analysis, and manuscript drafting;
AR in study conceptualization, data curation, study design, qualita-
tive analysis, manuscript drafling. and revision; JB, AZ, ADS, BB,
and LT in data collection; SZ in data collection and qualitative ana-
lysis; MT in qualitative analysis; JR in data collection and manu-
script revision; MB in study conceptualization and design, data
collection, ipt revision, supervision, and ip. All
authors contributed to the article and approved the submitted version.

Funding
‘The authors received no financial support for the rescarch, author-
ship, and/or publication of this article.

Declaration of Conflicting Interests
The authors declared no potential conflicts of interest with respect to
the research, authorship, and/or publication of this article.

Data Availability Statement
The data that support the findings of this study are available upon
request from the corresponding author.

Supplemental Material
Supplemental material for this article is available online.

Patient Consent Statement

Informed consent was obtained from all participants included in the
study. The participants were briefed about the nature of the research,
its purpose, procedures, potential risks, and benefits. They were
informed about their voluntary participation and the confidentiality
of their identity.

Permission to Reproduce Material From Other
Sources

Permission was obtained to reproduce any copyrighted material from
other sources used in this article.

Clinical Trial Registration
This study is not a clinical trial, and thus, registration is not
applicable.

References

Adejumo, O. A, Okaka, E. I, Akinbodewa, A. A., lyawe, O. L,
Edeki, I. R., & Abolarin, O. S. (2019). Burden, psychological
well-being and quality of life of caregivers of end stage renal dis-
case patients. Ghana Medical Journal, 53(3), 190~196. https:/
doi.org/10.4314/gmj.v53i3.2

Ananda, T., & Ali, 1. (2022). Sri Lankans’ negotiations around
COVID-19: Can a culture control a viral outbreak? In
Negotiating the pandemic: Cultural, national, and individual
constructions of COVID-19 (st ed.). Routledge.

Boonstra, M. D., Reijneveld, S. A., Westerhuis, R., Tullius, J. M.,
Vervoort, J. P. M., Navis, G., & de Winter, A. F. (2022). A lon-
gitudinal qualitative study to explore and optimize self-
management in mild to end stage chronic kidney disease patients
with limited health literacy: Perspectives of patients and health
care professionals. Patient Education and Counseling, 105(1),
88-104. https:/doi.org/10.1016/j.pec.2021.05.016

Brunier, G. M., & McKeever, P. T. (1993). The impact of home dialysis
on the family: Literature review. ANNA Journal, 20(5), 6536359,

Bulathwatta, D. T., Borchet, J., Rudnik, A., & Bidzan, M. (2023).
Psychosocial well-being among individuals with chronic kidney
discase undergoing hemodialysis treatment and their caregivers:
a protocol of a mixed-method study in Sri Lanka and Poland.
Frontiers in Psychology, 14, 1194991. https://doi.org/10.3389/
fpsyg.2023.1194991

Crews, D. C., Bello, A. K., & Saadi, G. (2019). Burden, access, and dis-
pariies in kidney disease: World Kidney Day 2019 editorial. Blood
Purification, 48(1), 32-39. hitps:/doi.org/10.1159/000497498

Cwick, A, Czok, M., Kurczab, B., Kramarczyk, K., Drzyzga, K., &
Kucia, K. (2017). Association between depression and hemodi-
alysis in patients with chronic Kidney disease. Psychiatria
Danubina, 29(Supp! 3), 499-503.

D;bska-éhzieﬁ, A., Bello, A. K., Johnson, D. W., Jha, V., Harris,
D. C, Levin, A, Tonelli, M., Saad, S., Zaidi, D., Osman, A.
A. Ye, F., Khan, M., Lunney, M., Okpechi, I G., &
Kazancioglu, R. T., & on behalf of ISN Eastern and Central
Europe Regional Board. (2021). Intemational Society of
Nephrology Global Kidney Health Atlas: Structures, organiza-
tion, and services for the management of kidney failure in eastern
and central Europe. Kidney International Supplements, 11(2),
€24—¢34. https:/doi.org/10.1016/j.kisu.2021.01.008

Elo, S., & Kyngis, H. (2008). The qualitative content analysis pro-
cess. Journal of Advanced Nursing, 62(1), 107-115. https:/doi.
org/10.1111/j.1365-2648.2007.04569.x

Eloia, S. M. C., Ximenes, M. A. M., Eloia, S. C., Galindo Neto, N. M.,
Barros, L. M., & Caetano, JA (2021). Religious coping and hope in
chronic kidney disease: A randomized controlled trial. Revista da
Escola de Enfermagem da U S P, 55, ¢20200368. https:/doi.org/
10.1590/1980-220X-REEUSP-2020-0368

20

SAGE Open Nursing 11(0)

Finnegan-John, J., & Thomas, V. J. (2013). The psychosocial experi-
ence of patients with end-stage renal disease and its impact on
quality of life: Findings from a needs assessment to shape a ser-
vice. ISRN Nephrology, 2013, Article 1D 308986. htps:/doi.org/
10.5402/2013/308986

Fischer, H., & Grenning, K. (2021). Are we transitioning toward
pers d practice on self-manag upport? An explora-
tive case study among rheumatology outpatient clinic nurses in
Norway. SAGE Open Nursing, 7, 23779608211037494. hetps:/
doi.org/10.1177/23779608211037494

Gerogianni, S. K., & Babatsikou, F. P. (2014). Psychological aspects
in chronic renal failure. Health Science Jowrnal, 8(2), 205-214.
Retrieved from htps: itmedi
aspects-in-chronic-renal-failure.pdf.

Gerogianni, S. K., & Babatsikou, F. P. (2014). Social aspects of
chronic renal failure in patients undergoing haemodialysis.
International Journal of Caring Sciences, 7, T40-T45.

Hsich, . F., & Shannon, S. E. (2005). Three approaches to qualita-
tive content analysis. Qualitative Health Research, 15(9), 1277-
1288. https:/doi.org/10.1177/1049732305276687

Joffe, H.J. H. L., Yardley, L., & Marks, D. (2004). Content and the-
matic analysis. Tn D. F. Marks, & L. Yardley (Eds.), Research
methods for clinical and health psychology (pp. 56-68). Sage
Publications, Ltd. https:/doi.org/10.4135/9781849209793.n4

Kleinman, A. (1980). Patients and healers in the context of culture:
An ex ion of the between y medi-
cine, and psychiatry. University of California Press.

Kumar, R. (2019). Public—private partnerships for universal health
coverage? The future of “free health” in Sri Lanka.
Globalization and Health, 15(Suppl 1), 75. https:/doi.org/10.
1186/512992-019-0522-6

Low, J., Smith, G., Burns, A., & Jones, L. (2008). The impact of end-
stage kidney discase (ESKD) on close persons: A literature
review. Clinical Kidney Journal, 1(2), 67-79. https:/doi.org/10.
1093/ndtplus/sfm046.

Maguire, R., Hanly, P., & Maguire, P. (2021). Living well with

Nowell, L. S., Norris, J. M., White, D. E., & Moules, N. J. (2017).
Thematic analysis: Striving to meet the trustworthiness criteria.
International Journal of Qualitative Methods, 16(1), 1-13.
https:/doi.org/10.1177/1609406917733847

Palinkas, L. A., Horwitz, S. M., Green, C. A., Wisdom, J. P., Duan,
N.. & Hoagwood. K. (2015). Purposeful sampling for qualitative
data collection and analysis in mixed method implementation
research.  Administration and Poli Mental Health and
Mental Health Services Research, 42(5), 533-544. https:/doi.
org/10.1007/510488-013-0528-y

RGj, J. (2020). Tnequality in the distribution of healthcare human
resources in Poland. Sustainability, 12(5), 2043. https:/doi.org/
10.3390/5u12052043

Senanayake, S. (2018). Chronic kidney disease in Sri Lanka: A
glimpse into lives of the affected. Journal of the College of
Community Physicians of Sri Lanka, 24(2), 56-65. htps:/doi.
org/10.4038/jecpsl.v24i2.815.

Siqueira, J., Femandes, N. M., & Moreira-Almeida, A. (2019).
Association between religiosity and happiness in patients with chronic
Kidney disease on hemodialysis. Jornal Brasileiro de Nefrologia.,
41(1), 22-28. hitps:/doi.org/10.1590/2175-8239-jbn-2018-0096

Tchape, O. D. M., Tchapoga, Y. B., Atuhaire, C., Pricbe, G., &
Cumber, S. N. (2018). Physiological and psychosocial stressors
among hemodialysis patients in the Buea Regional Hospital,
Cameroon. The Pan African Medical Journal, 30(1), 49. https:
doi.org/10.11604/pamj.2018.30.49.15180.

Thurlow, J. S., Joshi, M., Yan, G., Norris, K. C., Agodoa, L. Y.,
Yuan, C. M., & Nee, R. (2021). Global epidemiology of end-
stage kidney disease and disparities in kidney replacement ther-
apy. American Journal of Nephrology, 52(2), 98-107. htps:/
doi.org/10.1159/000514550

Weerakoon, D. C. iriwardana, E. P. E. D. Z., Jayasekara, J. M,
K. B., Damayanthi, H. D. W. T., & Dorji, T.. & Lucero-Prisno
(2024). Chronic kidney discase in Sri Lanka: Health systems
challenges of patients on hemodialysis. Public Health
Challenges, 3(1): ¢155. https:/doi.org/10.1002/puh2.1

chronic llness: How social support, loneliness and
appraisals relate to well-being in a population-based European
sample. Journal of Health Psychology, 26(10), 149%4—
1507. htps:/doi.org/10.1177/135910531988392

ietalewicz, U.. & Bargicl K. (2024). Model of

quality of life in a group of people with chronic low back pain.
Health Psychology Report, 12(4), 337. https:/doi.org/10.5114/
hpr/185302



Publication 5§
This publication is under review, thus included as a submission file.

140



Taylor & Francis

1
2
3
: 4 Psychosocial well-being among individuals with end-stage kidney disease
Taylor & Francis Grou Y 2 e S Y
Y P 2 undergoing hemodialysis treatment in Sri Lanka and Poland: an

7 explorative study

8

9
.. 10
Psychology, Health & Medicine 1 Running Head: Psychosocial Well-being in ESKD
12
13
14 Darshika Thejani Bulathwatta <<% Judyta Borchet><, Agata Rudnikb+¢ | Jakub
Psychosocial well-being among individuals with end-stage kidney disease iz Ruszkowskic, Agnieszka Zakrzewska®, Alicja I:/I-Del?ska-slizieril*h Bogdan Biedunkiewicze,
undergoing hemodialysis treatment in Sri Lanka and Poland: an explorative study 7 Leszek Tylickic, Ewelina Puchalska-Reglinska, Mariola Bidzan™
18 *Department of Psychology and Counseling, Faculty of Health Sciences, The Open University
;g of Sri Lanka, Colombo, Sri Lanka
21 *lnstitute of Psychology, Faculty of Social Sciences, University of Gdansk, Gdansk, Poland
Submission ID | 258682363 2 ) >
23 cAcademic Center for Psychological Support, University of Gdansk, Gdansk, Poland
i { 24
Article Type | Research Article 25 nstitute of Pedagogy and Languages, Universily of Applied Sciences in Elblgg, Elblgg,
chronic kidney disease, psychosocial well-being 26 Poland
Keywords | , depression, acceptance of illness, cross-cultura 27 ¢Department of Nephrology, Transplantology and Internal Medicine, Faculty of Medicine,
| comparison 28 Medical University of Gdarisk, Gdansk, Poland
29
Thejani Bulathwatta, Judyta Borchet, Agata Rud 30 Dialysis Unit, 7 Navy Hospital in Gdarisk, Polanki 117, 80-305 Gdarsk, Poland
nik, Jakub Ruszkowski, Agnieszka Zakrzewska 31
Authors |, Alicja M. Debska-$liziern, Bogdan Biedunkiewic 32
z, Leszek Tylicki, Ewelina Puchalska-Reglinska, 33
Mariola Bidzan 34 Darshika Thejani Bul 0009-0006-3165-4607
35
gg Judyta Borchet 0000-0002-6212-9729
B Agata Rudnik 0000-0001-7174-809X
40
41 Jakub ) ki 0000-0002-9666-9627
For any queries please contact: 2
43 Agnieszka Zakrzewska 0000-0001-6546-2968
CPHM-peerreview@journals.tandf.co.uk 44 )
45 Alicja M. Debska-Slizien 0000-0001-8210-8063
46
:; Bogdan Biedunkiewicz 0000-0002-3439-4349
Note for Reviewers:
view » Leszek Tylicki 0000-0002-55
To submit your review please visit https://mc.manuscriptcentral.com/ac-phm-vcy 51 . .
50 Ewelina Puchalska-Reglinska
53
54 Mariola Bidzan 0000-0003-0224-1994
55
56
57
58
59
60

For Peer Review Only - Non-Anonymous PDF Cover Page
Page 1 of 31



*CORRESPONDENCE
Darshika Thejani Bulathwatta

D of Psychology & C
Lanka

Faculty of Health Sciences, The Open University of Sri

bdbul@ou.ac.Tk
Declarations

ETHICAL APPROVAL AND CONSENT TO PARTICIPATE: The study received ethical
approval from the Ethical Review Committee of the Open University of Sri Lanka, under the
application number ER/2022/007 and from the Ethical Review Board of the Tnstitute of
Psychology, University of Gdansk, under inquiry number 03/2023. All participants gave their
informed consent to participate in the study.

AUTHOR CONTRIBUTION: DB: study conceptualization, study design, data collection, statistical
analysis, and manuscript drafting. JB: study design, statistical analysis, and manuscript revision. AR:
manuscript revision. JR: data collection, statistical analysis, manuseript revision. AZ: data collection,
‘manuscript revision. ADS: data collection, manuscript revision. BB: data collection, manuscript
revision. LT: data collection, manuscript revision. EPR: data collection, manuscript revision. MB!
study conceptualization and design, data collection, manuscript revision, supervision, and mentorship.
All authors contributed to the article and approved the submitted version

AVAILABILITY OF DATA AND MATERIALS: The data and materials of this study are available
upon request from the corresponding author.

FUNDING STATEMENT: DB was financed by the Financial Assistance to University Teachers for
Higher Studies from the University Grant Commission, Sri Lanka; grant number
UGC/VC/DRIC/PG2020/0USL/03.

CONFLICT OF INTEREST STATEMENT: The authors declare no conflict of interest concerning the
research, writing, and/or publication of this article.

ACKNOWLEDGMENT: We would like to express our sincere gratitude to Dr. N. Nanayakkara,
C 1i hrologist, and the ded; d nursing staff members of the Dialysis Unit at Teaching
Hospital, Kandy, Sri Lanka.

Moreover, we would like to acknowledge the help provided by the Hemodialysis Unit at the
University Clinical Center of the Medical University of Gdansk. We wish to thank the staff members
and patients involved in the study for their time and efforts.

Page 2 of 31

Psychosocial well-being among individuals with end-stage kidney disease
undergoing hemodialysis treatment in Sri Lanka and Poland: an

explorative study

Running Head: Psychosocial Well-being in ESKD

Abstract:

Background: End-stage kidney disease (ESKD) is the final stage of chronic kidney disease
(CKD), severely affects quality of life. Understanding its psychosocial impact is crucial,
particularly when comparing populations across diverse cultural contexts. This study examines
the psychosocial well-being of individuals with ESKD in Sri Lanka and Poland, comparing

how cultural differences influence psychological experiences and quality of life.

Methods: This study employed a tional

design to examine the

psychosocial well-being of individuals with ESKD undergoing hemodialysis. Data were

1 using validated questi ires: the Kidney Disease Quality of Life Short Form
Questionnaire, the Beck Depression Inventory, and the Acceptance of Illness Scale. Health
records were reviewed for demographic and medical information. The study involved 50

patients from Sri Lanka and 43 from Poland.

Results: Common challenges included symptoms, sleep issues, cognitive impairments, and
disease burden. However, Sri Lankan patients reported higher depression, lower quality of

social life, and less social support than Polish patients.

Conclusions: Cultural context significantly influences the psychosocial experiences of
individuals with ESKD. These findings highlight the need for culturally sensitive interventions
to improve psychosocial support for this population.

Keywords:

chronic kidney disease, psychosocial well-being, health-related quality of life, depression,

acceptance of illness, cross-cultural comparison
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Background

Chronic kidney disease (CKD) is recognized as a leading non-communicable disease
affecting millions worldwide [1, 2]. Tt is estimated that approximately 11 to 13% of the global
population suffers from CKD, a rise linked to increasing rates of hypertension, diabetes, and an
aging population [3]. Over the past three decades, the prevalence of CKD has notably increased,
with contributing factors including the rise of CKD of unknown etiology and the growing
incidence of non-communicable diseases such as hypertension and diabetes, particularly in Sri
Lanka [4. 5, 6]. Tn Poland, CKD is not only a major risk factor for cardiovascular disease [7]
but also a widespread condition among the elderly, affecting roughly one-third of the senior

population [8].

Patients with CKD often progress to end-stage kidney disease (ESKD), requiring a
kidney transplant or dialysis for survival [9]. Hemodialysis (HD), while life-extending,
significantly impacts patients' quality of life (QoL) due to the physical, psychological, and
social burdens it imposes on both patients and their families [10]. ESKD is a complex health
issue that affects family dynamics, education, finances, physical and social functioning, and

mental health [11, 12].

While health-related quality of life (HRQoL) is widely used to assess well-being in ESKD-
capturing symptoms, treatment effects, functional limitations, and perceived health [13,14], it
may not fully reflect the complex psychological and social burdens patients face. In contrast,
psychosocial well-being encompasses emotional health (e.g., depression, anxiety), illness
acceptance, relationships, social integration, and existential meaning [15—17]. It is not merely

the absence of distress but also includes resilience, social role maintenance, and a sense of
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purpose despite chronic illness [17,18]. Notably, ESKD patients report psychosocial distress

levels comparable to those with terminal cancer [19].

ESKD occurs 3 to 5 times more frequently among South Asians than White Europeans,
vyet few studies explore depression and its impact among South Asian hemodialysis patients
[20]. This gap stems from limited registries and weak health policies in many developing
countries [21]. South Asian patients often view ESKD as a social burden, even post-transplant,
with psychological well-being shaped by distinct cultural contexts - area underexplored in renal
research [22]. In Sri Lanka, most CKD patients are informal-sector farmers, and despite free
public healthcare, they face high out-of-pocket costs and systemic challenges due to economic
instability [23-25]. Cultural beliefs such as karma, spirituality, and divine will further shape
illness perceptions and coping [26]. In contrast, Poland’s universal healthcare system covers

dialysis and transplantation, easing financial pressures on ESKD patients [27,28].

Tnsights from countries like Poland, which follow Kidney Disease: Improving Global
Outcomes (KDIGO) standards, can guide practitioners in Sri Lanka. Given that low
socioeconomic status (SES) affects health, social support, and depression [15], these factors
must be addressed. Cross-country comparisons of psychosocial well-being and healthcare
systems can help develop context-specific recommendations to enhance ESKD care in Sri

Lanka.

Cross-country differences in healthcare access and cultural coping highlight the need to
consider context when addressing ESKD patients' broader needs. Despite growing focus on
quality of life, research and care often neglect psychosocial dimensions, especially in culturally
diverse, low=resource settings [22]. Current models remain largely biomedical, with limited

mental health and social support integration [15]. Consequently, issues like cultural stigma,
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existential distress, and caregiver burden are often ignored clinically and in policy. This gap

between patient needs and system responses calls for holistic, context-sensitive ESKD care.

Objectives

The study’s primary objective is to investigate the psychosocial well-being of
individuals with ESKD undergoing hemodialysis in Sri Lanka and Poland. Its specific

objectives are as follows:

1. To identify the main social (i.e., age, gender, education, occupational status, marital status,
religion) and medical factors (i.e., self-reported time since CKD diagnosis, self-reported
diabetes, self-reported hypertension, hemoglobin level, and hemodialysis treatment adequacy)
that might be associated with the psychosocial well-being of ESKD patients undergoing

hemodialysis in Sri Lanka and Poland.

2. To compare the psychosocial well-being (i.e., HRQoL, depression. acceptance of illness)

among ESKD patients undergoing hemodialysis in Sri Lanka and Poland.

Method

Study design

This current study is part of a broader mixed-methods project that combines qualitative

and quantitative approach (see study protocol: MASKED FOR REVIEW). This paper presents

the results of the ¢ itative i i Tt employs ires and medical records to

assess the psychosocial well-being of individuals with ESKD undergoing hemodialysis,
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focusing on measurable insights into HRQoL, depression, and illness acceptance. The design
allowed for structured data collection and analysis, facilitating comparisons between groups
and evaluating medical and social factors associated with psychosocial well-being. The data
were analyzed to align with the study’s objectives, integrating findings into a cohesive

understanding of these aspects.

Study setting

This study was conducted in Poland and Sri Lanka, focusing on two purposively
selected hemodialysis units: the Hemodialysis Unit at the District Teaching Hospital in Kandy,
Sri Lanka, and the Hemodialysis Unit at the University Clinical Center of the Medical
University of Gdansk, Poland. Kandy was chosen for its central location, providing access to
patients from across Sri Lanka, while Gdansk was selected to match the sample, as it is the only
Polish Nephrology Clinic for adults included in the European Reference Network for Rare

Kidney Diseases and is situated in a well-connected urban setting.

Data Collection

Data collection occurred between October 2022 and March 2024. In Sri Lanka,
questionnaires were administered by the principal investigator (PI). In Poland, due to PI’s lack
of fluency in the Polish language, the questionnaires were distributed to patients with the
assistance of the dialysis unit staff. This inconsistency in data collection needs to be noted as a
study limitation. Notably, in both sites, all participants were informed about the anonymity of
the study, its scope and procedures, as well as the voluntary nature of participation and the
option to withdraw at any time without consequence. Each participant was assigned a unique
encrypted identifier to maintain anonymity, and data access was restricted to the research team.
Ethical approval was granted by the Ethical Review Committee of the Open University of Sri

Lanka and the Ethical Review Board of the University of Gdansk (ER/2022/007 and 03/2023)
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Participants

Participants were selected through purposive sampling, ensuring matching demographic
composition (i.e., age and gender) between the two countries. Inclusion criteria were: diagnosed
CKD in stage G5D, undergoing hemodialysis, over 18 years old, and of Sinhalese nationality
for the Sri Lankan sample or Polish nationality for the Polish sample. Because of the explorative
nature of the study, the most prevalent nationalities/ethnicities in the studied countries were set
as inclusion criteria in order to ensure the homogeneity of the samples (Polish, composing 97%
of Poland’s inhabitants, and Sinhala, 75-77% of Sri Lanka’s inhabitants; add references). Future
studies should include more ethnically-diverse samples. Comorbidities were not considered for
inclusion due to limited sample size. Exclusion criteria included: failure to meet inclusion

criteria, refusal to provide informed consent, or lack of physical/mental ability to participate.

Measure

All participants completed the Kidney Disease Quality of Life - Short Form (KDQOL-
SF) Version 1.3 , [29] Beck Depression Inventory (BDI), [30] and Acceptance of Illness Scale
(ATS) [31] to measure the variables of HRQoL, depression, and acceptance of illness,

respectively.

The KDQOL-SF Version 1.3 demonstrates strong construct validity and test-retest
reliability [29]. This instrument comprises two main components: the Kidney Disease-Specific
Component and the SF-36. In total, it includes 81 questions across 19 domains. The Kidney
Disease-Specific Component consists of 11 domains assessed through 43 items, while the SF-
36 component evaluates general health-related aspects through 36 items. Higher scores reflect

a better quality of life.

The 11 domains specific to kidney disease cover various aspects, including

symptom/problem list (12 items), the effect of kidney disease on daily life (8 items), and the
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burden of kidney disease (4 items). Other domains assess cognitive function (3 items), quality
of social interaction (3 items), sexual function (2 items), sleep (4 items), social support (2
items), work status (2 items), patient satisfaction (1 item), and dialysis staff encouragement (2
items) [32]. The SF-36 component consists of eight domains: physical function (10 items), role
limitations due to physical health (4 items), role limitations due to emotional health (3 items),
pain (2 items), general health perceptions (5 items), social function (2 items), emotional well-
being (5 items). and energy/fatigue (4 items). Additionally, the final item evaluates overall
health on a scale from 0 to 10. The KDQOL-SF has been culturally validated and adapted for
use in both Sri Lankan [32] and Polish [33] populations. Higher scores represent better health

status and well-being.

The Beck Depression Inventory (BDI) was used to assess the depression of individuals
with chronic kidney disease undergoing hemodialysis. It is a 2l-item, self-administered
questionnaire that covers the full spectrum of depressive symptomatology [30, 34]
Furthermore, studies have proven the validity of the BDI for measuring depression in patients
with ESKD [35, 36]. In the Polish cultural setting, the Polish adaptation of BDI-II was used
[37]. In the Sri Lankan cultural setting, the BDI-II adaptation prepared by Rodrigo et al [38],

was used.

The AIS questionnaire comprises 8 statements that outline adverse outcomes of

d health, evaluations of limitations imposed by the illness, reduced

self-sufficiency, a sense of dependence on others, and diminished self-esteem. The overall

Tenl

of illness is d as the ive score of all the statement points,

with total scores ranging from 8 (extremely low acceptance/adjustment) to 40 (extremely high
acceptance/adjustment). A lower score signifies a lack of adaptation to the illness and a strong
sense of psychological discomfort, while a higher score indicates acceptance of one’s medical

condition and is accompanied by a lack of negative emotions tied to the illness. The ATS scale
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exhibits the reliability of Cronbach’s a at 0.83 [31]. The Sri Lankan translation of the scale
produced a satisfactory reliability score both in this study (0¢=0.69) and in the scale adaptation

study (0=0.90; MASKED FOR REVIEW).

Apart from the instruments mentioned above, a sociodemographic survey was

distributed to all study participants. The survey measured independent variables. The following

information was coll d via the sociods hic survey: nationality, age, gender, education,

occupational status, marital status, and religion.

Information related to health conditions came from two sources: self-reports and
hospital records. Information on time since CKD diagnosis, having or not having diabetes, and
having or not having hypertension was self-reported. Medical information such as hemoglobin
and hemodialysis treatment adequacy measured as Kt/V levels were retained from hemodialysis

units records.

Data Analysis

All analyses were conducted using SPSS Version 29 (IBM Corp., Armonk, N.Y., USA)
To assess group differences, an independent sample Student’s #-test was employed. In the case
of non-parametric analyses, Mann—-Whitney U test, chi-square test, and Fisher’s test were used.
Statistical significance was set at two-tailed p<0.05. The effect size of group differences was
measured with Cohen’s d (with @>0.8 indicating a high effect size, and d>0.5 indicating a
moderate effect size) [39]. To ensure equity-relevant context during data interpretation,
following the PROGRESS-Plus framework [40], factors such as nationality/ethnicity, age,

gender, education, occupational status, marital status, and religion were measured

Results
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Study group description

A total sample of 93 individuals with CKD undergoing hemodialysis were recruited.
There were 50 patients recruited in Sri Lanka (Sinhalese) and 43 participants recruited in Poland
(Polish). The Sri Lankan sample consisted of 68% men and 32% women, aged 24 to 75
(M=51.08 years, SD=10.99). Their CKD was diagnosed from 6 to 169 months (approximately
14 years) ago. The mean time since the CKD diagnosis was approximately above 3 years
(M=37.90 months, SD=37.60). The Polish sample was more gender-balanced (51.2% male,
41.9% female, 7% omitted the question about their gender; no info). Time from CKD diagnosis
extended from less than a month to approximately 30 years (M=102.16 months, SD=123.03)

Further sample description by nationality is presented in Table 1.

<Table | here>

The first goal of the study was to identify the main social (i.e., age, gender, education,
occupational status, marital status, religion) and medical factors (i.e., self-reported time since
CKD diagnosis, self-reported diabetes, self-reported hypertension, hemoglobin level, and
hemodialysis treatment adequacy) that might be associated with the psychosocial well-being of
ESKD patients undergoing hemodialysis in Sri Lanka and Poland. As expected, there were no
significant differences in gender and age between groups, due to applying the matching
sampling method. Given the subsamples limited sizes (ng.=50; np =43), the studied factors
were not tested as predictors for psychosocial well-being. We used these information to
characterize the and seek for potential differences among the samples that might be considered
in further investigations. We identified high disparities in education, marital status, religion
(p<0.001), and occupational status (p=0.02). These social differences may be attributed to both
cross-cultural variations [40, 41], and systemic challenges, particularly those faced by the Sri

Lankan healthcare system in managing non-communicable and chronic diseases [42].
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Additionally, the groups were similar concerning the time since CKD diagnosis (p=0.50), self-
reported hypertension (p=0.31), and the dialysis adequacy (Kt/V; p=0.480). Interestingly, when
compared to Sinhalese participants, Polish HD patients had diabetes (p<0.05) and
cardiovascular disease (p<0.001) more frequently. This result is interesting, as Polish patients
have better access to healthcare compared to Sri Lankan patients [42]. Additionally, Polish

patients presented higher serum concentration of haemoglobin (p<0.001).

The second goal of the study was to compare the psychosocial well-being (i.e., HRQol.,
depression, acceptance of illness) among ESKD patients undergoing hemodialysis in Sri Lanka

and Poland. The results of the analyses are presented in Table 2.

<Table 2 here>

When compared to Polish HD patients, Sinhalese HD patients reported significantly

lower social support, patient

| well-being, social function, and general
health perceptions (¢ > 0.8), indicating poorer quality of life in these positive domains.
Additionally, they reported significantly higher levels of depression, role limitations due to
physical and emotional problems, greater pain, and more fatigue (d > 0.8), reflecting a higher
burden of these negative domains. Moreover, the Sinhalese group experienced a moderately
higher burden of kidney disease and poorer quality of social interactions (¢ > 0.5). On the other
hand, they reported moderately better sexual function (4 > 0.5). Interestingly, we did not
identify significant differences (p > 0.5) in the effect of kidney disease in daily life, symptom
levels, sleep, physical and cognitive functioning, work status, and dialysis staff encouragement.
Also, the level of acceptance of illness was moderate in both groups and no significant
differences were detected (p = 0.20). These results suggest the universality of some challenges

faced by patients with ESKD.
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Summing up, while both groups accept their illness to a similar extent, the Sri Lankan
ESKD patients reported a higher CKD burden, more pain and role limitations, higher depression
levels, and lower social support and functioning. Therefore, one might conclude that Sri Lankan

ESKD patients presented lower psychological well-being than their Polish counterparts.
Discussion
The findings of this study, based on quantitative analysis, identified both culture-specific
and universal impacts of ESKD among Sri Lankan and Polish participants.

hall eluded

Common illness symptoms, physical and cognitive difficulties,

sleep problems, and CKD’s impact on daily life. These findings align with global patterns from
a systematic review of 199,000 CKD patients across 62 countries, reporting high rates of
fatigue, depression, sleep disturbances, pain, and poor physical and mental QoL in both dialysis
and non-dialysis groups [43]. Tn Sri Lanka, a cross-sectional study of 1,118 CKD patients (many
in stages 4-5, some on dialysis) found most experienced five or more symptoms, including
fatigue, sleep issues, pain, cognitive complaints, and emotional distress [44]. Another study

linked symptom burden to poor daily functioning in HD patients [45].

In this study, illness acceptance did not differ significantly between Sri Lankan and Polish
groups. This similarity, despite marked differences in other QoL dimensions, may reflect a
universal coping response to life-threatening illness [31]. However, culturally embedded
worldviews, particularly among Sri Lankans, may also influence acceptance. Theravada
Buddhist beliefs emphasize karma (moral causality) and anicca (impermanence), promoting
acceptance of suffering as part of life. While these beliefs may encourage resignation, they do
not necessarily improve QoL [46, 47]. As Ananda and Ali [48] noted, many Buddhists view

illness as karmic retribution, suffering as a moral consequence rather than a biological
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misfortune. This may explain similar illness acceptance despite poorer well-being among Sri

Lankan participants.

Improving the QoL of individuals with ESKD requires addressing the physical, emotional, and
socioeconomic burdens of HD. A meta-analysis [49] reported that peritoneal dialysis (PD)
patients often show better QoL in areas like physical functioning and emotional role limitations.

‘While our study did not include PD patients, the disease-related chall highlighted in that

review align with those reported by our HD participants. However, PD remains less feasible in
Sri Lanka due to high costs, self~-management demands, and infrastructure limitations [50],
leading to continued reliance on HD despite its drawbacks. Supporting evidence from Malawi
[51] also showed HD-related physical symptoms impair patients’ ability to work. Additionally,
a Sri Lankan study [52] found that many HD patients experience poor nutrition due to financial
hardship, worsening their physical health. These findings underscore the multidimensional

struggles of HD patients in low-resource settings.

‘While illness acceptance, symptoms, physical and cognitive difficulties, sleep issues, and daily
life disruptions affected both groups similarly, notable psychosocial and Qol. differences
emerged between Sinhalese and Polish participants, reflecting cultural and systemic influences.

Using the PROGRESS-Plus framework [40], disparities in psychological outcomes relate to

-, Ith

« ic status, r culture, and t access. Sri Lankan patients face a
heavier burden from these inequalities. Poland’s healthcare offers more comprehensive
rehabilitation, while Sri Lankan cultural beliefs may hinder recovery. For example, rural
patients often misattribute CKD symptoms like facial swelling or breathing difficulties to
anemia, malnutrition, or demonic forces [53]. Some view CKD as karma or destiny [54]
Misconceptions such as kidneys “melting” or “shrinking” indicate limited disease

understanding, worsening the burden. Factors like residence, culture, socioeconomic status, and

education strongly shape health outcomes [55], highlighting the need for culturally sensitive,
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systemic interventions such as psychological support integration, social workers in dialysis

units, and culturally relevant education to combat stigma.

In the current study. the Sinhalese group reported significantly higher depression levels
compared to the Polish group. This suggests a greater psychological and functional burden
among Sinhalese participants, possibly due to differences in healthcare access, support systems,
or coping mechanisms. A large Sri Lankan study of advanced-stage CKD patients found 65%
had clinically significant depressive symptoms and 75% experienced high psychological
distress [56]. In contrast, Polish studies report lower, but still concerning-rates, with around
35.7% of HD patients affected according to BDI assessments [57]. These comparisons highlight
a heavier depression burden in Sri Lanka, likely due to systemic, economic, and geographic

stressors.

The Polish group reported better social interactions and support, highlighting the influence of
social factors on quality of life. Social functioning showed a similar pattern, possibly due to
cultural norms, stronger welfare systems, or better integration of psychosocial care. These
findings align with earlier research [58], which showed that CKD affects livelihoods, domestic
roles, and social participation, disrupting family dynamics and community relationships. The
literature review [11] also supports this, linking social support from family and friends to
reduced depression, more positive illness perceptions, greater life satisfaction, and better

treatment adherence in ESKD patients.

This study found significant differences in emotional well-being and role limitations due to
emotional and physical issues. Polish participants reported fewer limitations and better
emotional health, likely reflecting systemic or cultural resilience. They also rated their general
health higher than Sinhalese participants. Marked pain differences highlight the need for

improved pain management in the Sinhalese group. Although ESKD affects both populations,
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Sinhalese patients reported poorer HRQoL, consistent with earlier findings [59, 56]. CKD
remains a global issue, with greater burdens in developing countries [59]. The PROGRESS

framework helps identify and address such disparities.

Notably, Polish participants did not report better HRQoL in all domains. Lower sexual function
scores may reflect co-morbidities (e.g., diabetes) and conservative cultural factors, including

limited access to sexual education [60] and Catholic influences [61].

Although Sinhalese patients reported better overall health despite lower QoL in most domains,
they rated their health worse than the previous year, suggesting complex cultural and contextual
influences. Stigma around expressing difficulties may partly explain this [62]. These findings
reflect psychosocial and QoL disparities shaped by cultural, systemic, and social forces. As
structural violence theory suggests [63], limited psychological care, dialysis access, rural
poverty, and inadequate health education worsen Sri Lanka’s burden. Culturally tailored

interventions are essential.

Strengths and Limitations

This study’s strength lies in its cross-cultural comparison of CKD patients on hemodialysis in
Poland and Sri Lanka, showing how cultural, social, and healthcare factors influence
psychosocial well-being. It underscores the need for culturally sensitive policies and tailored

education for patients, caregivers, and providers.

Limitations include small sample sizes, reducing generalizability. The cross-sectional design
provides only a snapshot, while longitudinal studies could better capture psychosocial changes.

Self-reported data may also reflect cultural bias, affecting validity.

Conclusion
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Symptoms and daily life impacts affect CKD patients universally, but some factors are
culture-specific. Sinhalese patients report higher depression and weaker social support than
Polish patients, highlighting the need for culturally tailored care. Despite better reported overall
health, stigma and shame may mask true struggles among Sinhalese patients. These
psychosocial differences reflect social determinants shaped by structural violence, emphasizing
the need for systemic interventions to address inequities and cultural barriers and improve

psychosocial support and well-being in CKD care.

Declarations

Ethics approval and consent to participate

The study received ethical approval from the Ethical Review Committee of the Open University
of Sri Lanka, under the application number ER/2022/007 and from the Ethical Review Board
of the Institute of Psychology, University of Gdansk, under inquiry number 03/2023. The
research was conducted in accordance with the ethical principles of the Declaration of Helsinki.
Informed consent was obtained from all participants included in the study. The participants
were briefed about the nature of the research, its purpose, procedures, potential risks, and
benefits. They were informed about their voluntary participation and the confidentiality of their

identity.

Consent for publication

Not applicable, as no identifiable personal data is included in the manuscript

Availability of data and materials

Page 17 of 31



The data and materials of this study are available upon request from the corresponding author.

Competing interests

The authors declare no conflict of interest concerning the research, writing, and/or publication

of this article.
Funding

DB was financed by the Financial Assistance to University Teachers for Higher Studies from
the University Grant Commission, Sri Lanka; grant number

UGC/VC/DRIC/PG2020/0OUSL/03.
Authors' contributions

DB: study conceptualization, study design, data collection, statistical analysis, and manuscript
drafting. JB: study design, statistical analysis, and manuscript revision. AR: manuscript
revision. JR: data collection, statistical analysis, manuscript revision. AZ: data collection,
manuscript revision. ADS: data collection, manuscript revision, BB: data collection, manuscript
revision. LT: data collection, manuscript revision. EPR: data collection, manuscript revision.
MB: study conceptualization and design, data collection, manuscript revision, supervision, and

mentorship. All authors contributed to the article and approved the submitted version

Acknowledgements

‘We would like to express our sincere gratitude to Dr. N. Nanayakkara, Consultant Nephrologist,
and the dedicated nursing staff members of the Dialysis Unit at Teaching Hospital, Kandy, Sri

Lanka.

Moreover, we would like to acknowledge the help provided by the Hemodialysis Unit at the
University Clinical Center of the Medical University of Gdansk. We wish to thank the staff

members and patients involved in the study for their time and efforts.

References

1. Lameire NH, Levin A, Kellum JA, et al. Harmonizing acute and chronic kidney disease
definition and classification: Report of a Kidney Disease: Improving Global Outcomes
KDIGO Consensus Conference. Kidney Int. 2021;100:516-526.

doi:10.1016/j.kint.2021.06.028.

2. Adoli L, Raffray M, Chatelet V, et al. Women’s access to kidney transplantation in
France: a mixed methods research protocol. Int J Environ Res Public Health.

2022:19(20):13524. doi:10.3390/ijerph192013524.

3. Gerogianni G, Babatsikou F. Chronic kidney disease and hemodialysis: epidemiological
characteristics and psychological disorders. Perioper Nurs (Gorna). 2019;8(2):111-117.

doi:10.5281/zenodo.3491475.

4. Rajapakse S, Shivanthan MC, Selvarajah M. Chronic kidney disease of unknown
etiology in Sri Lanka. Int J Occup Environ Health. 2016;22(3):259-264.

doi:10.1080/10773525.2016.1203097.

5. Kumaresan J, Senawirathne R. Beginning of a journey: unrevealing the mystery of
chronic kidney disease of unknown aetiology (CKDu) in Sri Lanka. Global Health.

2017;13(1):43. doi:10.1186/512992-017-0268-y

Page 19 of 31



Kafle K, Balasubramanya S, Horbulyk T. Prevalence of chronic kidney disease in Sri
Lanka: a profile of affected districts reliant on groundwater. Sci Total Environ.

2019;694:133767. doi:10.1016/j scitotenv.2019.133767

Zdrojewski ¥, Zdrojewski T, Rutkowski M, et al. Prevalence of chronic kidney disease
in a representative sample of the Polish population: results of the NATPOL 2011 survey.

Nephrol Dial Transplant. 2016;31(3):433—439. doi:10.1093/ndt/gfv369.

Chudek J, Wieczorowska-Tobis K, Zejda J, et al. The prevalence of chronic kidney
disease and its relation to socioeconomic conditions in an elderly Polish population:
results from the national population-based study PolSenior. Nephrol Dial Transplant.

2013;29(5):1073-1082. doi:10.1093/ndt/gft351.

Lindsay H, MacGregor C, Fry M. The experience of living with chronic illness for the
haemodialysis patient: an interpretative phenomenological analysis. Health Sociol Rev.

2014;23(3):232-241. doi:10.1080/14461242.2014.11081976.

Filgueiras de Assis Mello MV, Angelo M. The impact of chronic kidney disease:
experiences of patients and relatives from the extreme North of Brazil. Investig Educ

Enferm. 2018;36(1):€02. doi:10.17533/udea.iee.v36n1e02.

Gerogianni SK, Babatsikou FP. Social aspects of chronic renal failure in patients

undergoing haemodialysis. Int J Caring Sci. 2014a;7(3):740-745.

Gerogianni SK, Babatsikou FP. Psychological aspects in chronic renal failure. Health

Sci I 2014b:8(2):205-214. Available from

https://www.researchgate.net/publication/286355459

Page 20 of 31

20.

Hays RD, Kallich JD. Mapes DL, Coons SJ, Carter WB. Development of the Kidney
Disease Quality of Life (KDQOL™) instrument. Qual Life Res. 1994;3(5):329-338.

doi:10.1007/BF00451725

Mapes DL, Bragg-Gresham JL., Bommer J, Fukuhara S, McKevitt P, Wikstrom B,
Lopes AA. Health-related quality of life in the Dialysis Outcomes and Practice Patterns

Study (DOPPS). Am J Kidney Dis. 2003;41(3):548-559. doi:10.1053/ajkd.2003.50062

Cukor D, Cohen SD, Peterson RA, Kimmel PL. Psychosocial aspects of chronic disease:
ESRD as a paradigmatic illness. J Am Soc Nephrol. 2007;18(12):3042-3055.

doi:10.1681/ASN.2007030345.

Eirosa-Orosa, F. J. (2020). Understanding psychosocial well-being in the context of
complex and multidimensional problems. Int. J. Environ. Res. Public Health 17:5937.

doi: 10.3390/ijerph17165937

Kimmel PL. Psychosocial factors in dialysis patients. Kidney Int. 2001;59(4):1599—

1613. doi:10.1046/j.1523-1755.2001.0590041599.x

Tecson KM, Wilkinson LR, Smith B, Ko JM. Association between psychological
resilience and subjective well-being in older adults living with chronic illness. Baylor

Univ Med Cent Proc. 2019;32(4):520-524. doi:10.1080/08998280.2019.1625660

Webster AC, Nagler EV, Morton RL, Masson P. Chronic kidney disease. Lancet

2017;389(10075):1238-1252. doi: 10.1016/S0140-6736(16)32064-5

Sharma S, Bhui K, Chilcot J, Wellsted D, Farrington K. Identifying Depression in South
Asian Patients with End-Stage Renal Discase: Considerations for Practice. Nephron

Extra. 2011;1(1):262-271. doi:10.1159/000331446

Page 21 of 31



21

22.

23.

Hada R, Khakurel S, Agrawal R, Kafle R, Bajracharya S, Raut K. Incidence of end-
stage renal disease on renal replacement therapy in Nepal. Kathmandu Univ Med J.
2009:7(27):302-305.

Bakewell AB, Higgins RM, Edmunds ME. Quality of life in peritoneal dialysis patients:
Decline over time and association with clinical outcomes. Kidney Int. 2002;61(1):239—

248. doi:10.1046/5.1523-1755.2002.00096 .x

Liyanage, C. (2015). Policy aspects in addressing chronic kidney disease of an

unknown/uncertain etiology (CKDu). Law and Society Trust Rev. 25

24.

25.

26.

27.

28.

Kumar R. Public—private partnerships for universal health coverage? The future of “free
health” in Sri Lanka. Global Health. 2019:15(Suppl 1):75. doi:10.1186/s12992-019-

0522-6.

Weerakoon DCR, Siriwardana EPEDZ, Jayasekara JMKB, Damayanthi HDWT, Dorji
T, Lucero-Prisno DE. Chronic kidney disease in Sri Lanka: Health systems challenges
of patients on hemodialysis. Public Health Challenges. 2024:3(1)

doi:10.1002/puh2.155

Sharma S, Bhui K, Chilcot J, Wellsted D, Farrington K. Identifying Depression in South
Asian Patients with End-Stage Renal Disease: Considerations for Practice. Nephron

Extra. 2011;1(1):262-271. doi:10.1159/000331446

Réj J. Inequality in the distribution of healthcare human resources in Poland

Sustainability. 2020;12(5):2043. doi:10.3390/su12052043

Debska-Slizien A, Bello AK, Johnson DW, et al. International Society of Nephrology
Global Kidney Health Atlas: structures, organization, and services for the management
of kidney failure in Eastern and Central Europe. Kidney Int Suppl (2011).

2021;11(2):e24—34. doi:10.1016/j.kisu.2021.01.008

Page 22 of 31

29.

30.

31

32.

33

35

Hays RD, Kallich J, Mapes D, Coons S, Amin N, Carter WB. Kidney Disease Quality
of Life Short Form (KDQOL-SF), Version 1.3: A Manual for Use and Scoring. RAND
Corporation; 1997 Available from:

https://www.rand.org/content/dam/rand/pubs/papers/2006/P7994 pdf.

Beck AT, Steer RA, Carbin MG. Psychometric properties of the Beck Depression
Inventory: twenty-five years of evaluation. Clin Psychol Rev. 1988:8:77-100.

doi:10.1016/0272-7358(88)90050-5

Felton BJ, Revenson TA, Hinrichsen GA. Stress and coping in the explanation of
psychological adjustment among chronically ill adults. Soc Sci Med. 1984;18:889-898

doi:10.1016/0277-9536(84)90158-8

Senanayake S, Gunawardena N, Palihawadana P, Kularatna S, Peiris TSG. Validity and
reliability of the Sri Lankan version of the kidney disease quality of life questionnaire
(KDQOL-SF™). Health Qual Life Outcomes. 2017;15:119. doi:10.1186/s12955-017-

0697-6.

. Sapilak B, Kurpas D, Steciwko A, Melon M. Przesiewowy kwestionariusz oceny jakosci

zycia i zaburzen nastroju chorych hemodializowanych - rola nefrologa i psychiatry w

procesie leczenia. Problemy Lekarskie. 2006;45:101-103.

Bautovich A, Katz I, Loo CK, Harvey SB. Beck Depression Inventory as a screening
tool for depression in chronic haemodialysis patients. Australasian Psychiatry: Bulletin
of Royal Australian and New Zealand College of Psychiatrists. 2018;26(3):281-284.

doi:10.1177/1039856218758582.

Loosman WL, Siegert CEH, Korzec A, Honig A. Validity of the Hospital Anxiety and
Depression Scale and the Beck Depression Inventory for use in end-stage renal disease

patients. Br J Health Psychol. 2010;15(4):507-516.

Page 23 of 31



36.

40.

41

42

43

Kondo K, Antick JR, Ayers CK, Kansagara D, Chopra P. Depression screening tools for
patients with kidney failure a systematic review. Clin J Am Soc Nephrol 2020; 15(12)

1785-1795

Zawadzki B, Popiel A, Praglowska E. Charakterystyka psychometryczna polskiej
adaptacji Kwestionariusza Depresji BDI-Il Aarona Becka. Psychologia-Etologia~

Genetyka. 2009;19:71-95.

Rodrigo A, Kuruppuarachchi KAL, Pathmeswaran A. Validation of the Beck depression
inventory 1l among the Sinhalese speaking population in Sri Lanka. SL J Psychiatry.

2015;6:20-24. doi: 10.4038/sljpsyc.v6i2.8076
Maher JM, Markey JC, Ebert-May D. The other half of the story effect size analysis in

quantitative research. CBE Life Sci Educ. 2013;12(3):345-351.

Karran EL, Cashin AG. Barker T, et al. Using PROGRESS-plus to identify current
approaches to the collection and reporting of equity-relevant data: a scoping review. J

Clin Epidemiol. 2023;163:70-78.

Kumar V, Yadav AK, Sethi J, et al. The Indian Chronic Kidney Disease (ICKD) study:

baseline characteristics. Clin Kidney J. 2021:15(1):60—69. doi:10.1093/ckj/sfab149

Wanigasuriya K. Challenges faced by the curative healthcare system in Sri Lanka. J

Ceylon Coll Physicians. 2019;50(2). DOI: http://doi.ore/10.4038/jccp.v50i2.7869

Fletcher BR, Damery S, Aiyegbusi OL, Anderson N, Calvert M, Cockwell P, et al.
Symptom burden and health-related quality of life in chronic kidney disease: a global
systematic PLoS Med.

review and meta-analysis. 2022;19(4):¢1003954.

doi:10.1371/journal pmed. 1003954

11 45.

20 46.

25 47.

34 48.

43 49.

Page 24 of 31

44,

q vake S, G .

N, Palik d:

P, Suraweera C, Karunarathna R,
Kumara P. Symptom burden in chronic kidney disease; a population-based cross-

sectional study. BMC Nephrol. 2017:18(1):336. doi:10.1186/512882-017-0638-y

Gunarathne NG, Tang LY, Lim SK, Nanayakkara N, Damayanthi WTD, Abdullah KL.
Factors associated with symptom burden in adults with chronic kidney disease
undergoing hemodialysis: a prospective study. Int J Nurs Pract. 2022;19(9):e14069.

doi:10.1111/ijn.14069

Silva KT. Decolonising mental health: Understanding psychological distress in the

context of structural violence in Sri Lanka. Int J Crit Psychol. 2011;39:15-32.

Obeyesek G. D ion, Buddhi

and the work of culture in Sri Lanka. In:
Kleinman A, Good B, editors. Culture and depression: Studies in the anthropology and
cross-cultural psychiatry of affect and disorder. Berkeley: University of California

Press; 1985. p. 134-52.

Ananda T, Ali I. Sri Lankans’ negotiations around COVID-19: Can a culture control a
viral outbreak? In: Wierzbicka A, Terkourafi M, editors. Negotiating the pandemic:
Cultural, national, and individual constructions of COVID-19. Ist ed. London:

Routledge; 2022.

Chuasuwan A, Pooripussarakul S, Thakkinstian A, Ingsathit A, Pattanaprateep O
Comparisons of quality of life between patients underwent peritoneal dialysis and
hemodialysis: a systematic review and meta-analysis. Health Qual Life Outcomes.

2020:18(1):191. doi:10.1186/512955-020-01449-2.

Wijewickrama ES, Herath N. Global Dialysis Perspective: Sri Lanka. Kidney360.

2022;3(9):1603-1606. doi:10.34067/K1D.0001592022.

Page 25 of 31



57.

Masina T, Chimera B, Kamponda M, Dreyer G. Health related quality of life in patients
with end stage kidney disease treated with hemodialysis in Malawi: a cross sectional

study. BMC Nephrol. 2016:17(1):61. doi:10.1186/512882-016-0292-9.

Frandika H, Nanayakkara N, Yatawara L, et al. The significance of introducing
socioeconomically sensitive therapeutic guidelines to end-stage renal disease patients
in Sri Lanka as a practice in haemodialysis. Preprint. Published December 21, 2022.

Available at: https://doi.org/10.21203/rs.3.rs-2371442/v1. Research Square.

Liyanage C. Chronic kidney disease of uncertain etiology in Sri Lanka: curing between

medicine and traditional culture. Sociol. Sci. 2022;11:20. doi:10.3390/s0cscil 1010020

Bulathwatta DT, Rudnik A, Bidzan M. All good without anything good. Beyond
survival: understanding the psychosocial experiences of individuals with chronic kidney
disease and their caregivers in Sri Lanka. Health Expect. 2024a;27(4):e14157.

doi:10.1111/hex. 14157

OWNeill J, Tabish H, Welch V, et al. Applying an equity lens to interventions: using
PROGRESS ensures consideration of socially stratifying factors to illuminate inequities

in health. J Clin Epidemiol. 2014;67(1):56—64. doi:10.1016/j jclinepi.2013.08.005

Palil q

Senanayake S, Gunawardena N, P P,

a C, Kar hna R,
Kumara P. Depression and psychological distress in patients with chronic renal failure:
prevalence and associated factors in a rural district in Sri Lanka. J Psychosom Res

2018;112:25-31. DOIL: 10.1016/j jpsychores.2018.06.009.

Kubanek A, Renke M, Godlewska BR, Paul P, Przybylak M, Kowalska AS, etal
Screening for depression in chronic haemodialysis patients as a part of care in dialysis
setting: a  cross-sectional  study.  Front  Psychiatry.  2024;15:1410252
doi:10.3389/fpsyt.2024.1410252

Page 26 of 31

58

60.

61.

62.

63

Senanayake S. Chronic kidney disease in Sri Lanka a glimpse into lives of the affected.

J Coll Commun Phys Sri Lanka. 2018; 24: 56-65.

Barsoum RS. Chronic kidney disease in the developing world. N Engl J Med.

2006:354(10):997-999. doi:10.1056/NEJMp058318

Izdebski Z, Dec-Pietrowska J, Kozakiewicz A, Mazur J. What one gets is not always

what one wants—young adults’ perception of sexuality education in Poland. Int J

Environ Res Public Health. 2022;19(3):1366. https://doi.org/10.3390/ijerph 19031366

Szelewa D. Populism, religion and Catholic civil society in Poland: the case of primary

education. Soc Policy Soc. 2021:20(2):310-325. doi:10.1017/81474746420000718.

Bulathwatta DT, Borchet J, Rudnik A, Bidzan M. The cross-cultural differences in shame
and guilt among individuals with chronic diseases: A scoping review. Polskie Forum
Psychologiczne  (Polish  Psychological ~ Forum).  2024b:29(2):32—68.  doi:

10.34767/PFP.2024.02.02.

De Maio F. Paul Farmer: Structural violence and the embodiment of inequality. In:
Cockerham WC, Dingwall R, Quah SR, eds. The Handbook of Social Theory for Health
Macmillan; 2015. Available from:

and Medicine. Palgrave

http://works.bepress.com fdemaio/30/

Page 27 of 31



Table 1

Sample characteristics (N=93)

Sinhala Polish
Variable P value
(N =50) (N=43)
Gender Man, 1 (%) 34 (68) 22(55) 0296 (chi-
Woman, n (%) 16 (32) 18 (45) sq2x2)
Not reported, n 0 3
Age Mean (SD) 51.08(10.99) | 5323 (14.78) | 0.490 (U
Not reported ) P Mann-
Whitney)
Education Primary, n (%) 6(12.0) 3(7.7) <0.001
Junior secondary, n (%) 28 (56.0) 6(154) (Fisher 4x2)
Senior secondary, 1 (%) 15 (30.0) 17 (43.6)
Collegiate & tertiary, n (%) 1(2.0) 13 (33.3)
Not reported 0 4
Occupational Employed. n (%) 19(38.0) 23 (76.7) 0.022 (chi-
status Unemployed, n (%) 31(62.0) 7(232) sq2x2)
Not reported, n ) 3
Marital status Married, n (%) 39 (81.3) 20 (48 8) <0.001
Single, n (%) 9(188) 7(7.1) (Fisher 5x2)
Informal relationship, n (%) 0 6(14.6)
Widowed, n (%) 0 4(98)
Divorced, n (%) 0 4(98)
Not reported 2 2
Religion Buddhist, n (%) 50 (100.0) 0 <0.001
Christian (not specified), n (%) | 0 3 (15%) (Fisher
Catholic, n (%) 0 13 (30.2%) 6x2)
Atheist, n (%) 0 1(5%)
Muslim. n (%) 0 1(5%)
Jehowah's witness, n (%) 0 2 (10%)
missing data 0 23
Diabetes Present, n (%) 32 (64.0) 14 (37.8) 0.028 (chi-
Not reported, n 0 6 sq2x2)
["Hypertension Present, n (%) 43 (86.0) 27 (75%) 0.311 (chi-
Not reported. n 0 7 sq2x2)
Cardiovascular | Present, n (%) 4(8.0) 16 (45.7) <0.001
disease Not reported, n 0 8 (chi-sq 2 x
2
Time since Mean (SD), months 37.90 (37.60) | 102.12 0.504 (U
CKD d (123.03) Mann-
Not reported 0 10 Whitney)
E b Mean (SD), g/dL 9.1(1.3) 10.7 (0.7)
level Not reported 33 26
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<0.001 (U
Mann-

K/l Mean (SD) 1.64 (0.31) 161 (0.25)
Not reported 33 27

Note: K#/V = hemodialysis treatment adequacy
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Table 2

Psychosocial well-being among Sri Lankan (SL) and Polish (PL) ESKD patients

Parameters Subsample M SD t/Z value p-value effect size
(n) (Cohen’s d)

KDQOL symptom (50) 14,76 -257 798 -053
PL (43)

KDQOL effect of kidney discase on SL(50) 53,19 12,41 -858 393 -180

daily life
PL(42) 56,65 25,16

KDQOL burden of kidney disease ~ SL(50) 25,00 19.19 -3.538 <001%** 736
PL(43) 4312 29,74

KDQOL work status SL(50) 18,00 33,14 -1,782 078 -371
PL(43) 3140 39,37

KDQOL cognitive function SL(50) 7160 16,21 -538 1592 113
PL(41) 7398 25,73

KDQOL  quality —of social SL(50) 5733 16,82 2,842 ,006* -616

interactions
PL(4l) 6943 22,61

KDQOL sexual function SL(6) 7038 3032 2742 L008* 626
PL(3) 4924 38,14

KDQOL sleep SL(50) 42,53 14,59 -1.043 300 -220
PL(43) 46,03 1742

KDQOL social support SL(50) 5533 22,45 4474 <001%** -935
PL(42) 7619 213

KDQOL dialysis staff SL(50)  67.25 16,34 -1.704 093 -368

encouragement
PL (41) 20,99

KDQOL patient satisfaction SL (50) 4,02 0,65 -6,342 <,001%%% 1,336
PL (41) 532 1,25

SF36 physical functioning SL(50) 4420 15,82 -1,723 088 -358
PL(43) 5267 3032

SF36_tole limitations caused by SL (50) 1.50 10,61 5,891 <001%** 1,241

physical problems
PL(41) 3821 42,53

SF36 pain SL(50) 3921 18,40 4418 <001%** -925
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PL(42) 6214 | 3076

SF36 gencral health perceptions SL(50) 1890 10,51 5,366 <001+ 1116
PL(d3) 3652 | 2028

SF36 emotional wellbeing SL(50)  37.44 1937 7,093 <001%+ 1,482
PL(43) 6698 | 2057

SF36 role limitations caused by SL(50) 1139 26,58 8884 <001%*% 1872

emotional problems a0 36 W

SF36 social function SL(50) 3650 15,74 1848 <001%%% 1,015
PL(42) 6101 | 3138

SF36 energy or fatigue SL(50) 31,40 16,78 4,580 <,001F%% -953
PL(43) 5081 | 2390

BDI SL@9) 1804 6,26 1079 <0015 852
PL@#3) 1156 889

AIS SL(3) 2285 373 1,29 199 -301
PL(#2) 2481 803

Note: Kidney Disease Quality of Life = KDQOL-SF, Beck Depression Inventory = BDI, Acceptance of llness

Scale = AIS; t = t-test value, Z = Z test value, *p<0.05; **p=0.01; ***p=0.001
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