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Background & Aim: Patients undergoing long-term hemodialysis frequently 

experience emotional, existential, and spiritual distress that requires support beyond 

routine clinical care. Family caregivers are often the closest and most continuous 

companions throughout the treatment trajectory, yet limited evidence has examined 

how they experience and enact psychospiritual care in everyday hemodialysis 

contexts, particularly in Indonesia. This study aimed to explore family caregivers’ 

experiences of providing psychospiritual care to patients undergoing long-term 

hemodialysis. 

Methods & Materials: A descriptive phenomenological study was conducted in two 

hemodialysis units in Indonesia. Fifteen purposively selected family caregivers of 

patients undergoing long-term hemodialysis participated in semi-structured in-depth 

interviews. Data collection continued until informational redundancy was achieved. 

Interview data were transcribed verbatim and analyzed using Colaizzi’s method. 

Results: Three major themes were identified: (1) Enacting emotional presence as a 

therapeutic foundation in everyday care; (2) Facilitating spiritual meaning-making to 

foster inner peace and acceptance; and (3) Engaging in shared care navigation 

through practical support and collaborative decision-making. These findings indicate 

that family psychospiritual caregiving was experienced as a relational and meaning-

centered process in sustaining patients’ endurance during long-term hemodialysis. 

Conclusion: Family psychospiritual care in long-term hemodialysis is a sustained 

relational practice that integrates emotional presence, spiritual meaning-making, and 

shared care navigation. Hemodialysis services should recognize family caregivers as 

important partners in supporting patients’ emotional security, spiritual coping, 

treatment endurance, and gradual acceptance of illness. 
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Introduction   

Chronic kidney disease (CKD) has 

become a major global challenge, with its 

burden rising steadily across regions and now 

extending beyond a purely nephrological 

concern into a broader public health and 

health systems problem (1). Recent global 

estimates show that CKD ranked as the ninth 

leading cause of death worldwide in 2023, 

accounting for approximately 1.49 million 

deaths, while also contributing substantially 

to disability-adjusted life years (2). This 

trajectory signals that advanced kidney 

disease is no longer a marginal chronic 

condition, but a high-burden illness with 

profound implications for survival, 

functioning, and long-term care needs (3). As 

the burden of kidney failure grows, the 

adequacy of care can no longer be judged 

solely by biomedical indicators, because 

patients live the illness not only through 

laboratory values and treatment schedules, 
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but through fatigue, uncertainty, suffering, 

and altered life meaning (4). 

For patients progressing to kidney 

failure, hemodialysis remains the dominant 

kidney replacement therapy in many 

countries, including Indonesia (5). Indonesian 

Renal Registry data for 2024 show that 

136,793 patients (98%) were receiving 

hemodialysis, compared with only 3,085 

patients (2%) on Continuous Ambulatory 

Peritoneal Dialysis (CAPD), confirming the 

overwhelming dependence on facility-based 

dialysis in the national care landscape (6). 

This pattern highlights that kidney failure care 

in Indonesia remains overwhelmingly 

oriented toward hospital-based hemodialysis, 

placing long-term demands on patients, 

families, and health services (5). Such 

dominance also underscores the urgency of 

strengthening the quality, continuity, and 

person-centeredness of hemodialysis care 

within the Indonesian healthcare system (7). 

Long-term hemodialysis is a 

multidimensional experience involving 

symptom burden, impaired daily functioning, 

and psychological or psychosocial distress 

among patients receiving maintenance 

dialysis (8, 9). Within this context, 

psychospiritual care is clinically relevant 

because patients may face anxiety, 

uncertainty, spiritual distress, and challenges 

in sustaining well-being, treatment adherence, 

and quality of life (10, 11). Family members 

are frequently involved throughout the 

dialysis trajectory, but the meaning of their 

involvement as experienced by caregivers 

remains insufficiently understood (12, 13). 

However, important gaps remain in 

the current literature. Existing studies have 

largely concentrated on caregiver burden, 

quality of life, stress, coping, fatigue, and 

general family support (14-17). Less is known 

about how family caregivers understand and 

give meaning to their caregiving role when 

supporting patients through the repeated, 

demanding, and uncertain experience of long-

term hemodialysis (12, 18). This study 

therefore focused on caregivers’ lived 

experiences to understand how 

psychospiritual caregiving is perceived, 

interpreted, and enacted within family 

relationships during long-term hemodialysis 

(19). 

The gap is especially consequential in 

Indonesia. Western studies framed caregiver 

support in chronic kidney disease as 

emotional, practical, and informational 

support obtained through healthcare 

professionals, family or friends, and wider 

support systems, while also highlighting 

caregivers’ difficulties in navigating complex 

healthcare systems (4). In Indonesia, religion, 

prayer, family support, and community ties 

strongly shape health behavior and adaptation  

(10). In Indonesia, religious beliefs, family 

responsibility, and collective caregiving 

norms may shape how families accompany 

patients through chronic illness (20). A 

contextually grounded qualitative inquiry is 

therefore needed to illuminate the distinct 

ways Indonesian families provide 

psychospiritual care in the course of long-

term hemodialysis.  

In this descriptive phenomenological 

study, psychospiritual caregiving was 

approached as a phenomenon explored 

through caregivers’ lived experiences rather 

than as a fixed a priori definition. This study 

aimed to explore family caregivers’ 

experiences of providing psychospiritual care 

to patients undergoing hemodialysis in 

Indonesia. 

Methods 

Study design 

This study employed a qualitative 

descriptive phenomenological design to 

explore family experiences of providing 

psychospiritual care to patients undergoing 

hemodialysis in Indonesia. A qualitative 

approach was considered appropriate because 

the study aimed to describe family caregivers’ 

lived experiences and the meanings they 

attributed to psychospiritual caregiving within 

the everyday context of long-term 

hemodialysis. This design was appropriate 

because it enabled close attention to 

participants’ subjective and relational 

experiences while allowing themes to emerge 
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from their descriptions rather than from 

predetermined analytic categories. The study 

was reported in accordance with the 

Standards for Reporting Qualitative Research 

(SRQR) to enhance transparency and rigor 

(21). 

Setting and participants 

This study was conducted in the 

hemodialysis units of two urban public 

teaching hospitals in Indonesia that provide 

maintenance hemodialysis for patients with 

chronic kidney disease. These settings were 

selected because family involvement is 

central to continuity of care and often 

includes emotional, spiritual, and practical 

support throughout repeated treatment 

encounters. Participants were family 

members who were actively involved in 

caring for patients undergoing maintenance 

hemodialysis, including spouses, children, 

siblings, or other relatives. They were 

recruited using purposive sampling to include 

information-rich caregivers with direct and 

sustained caregiving experience. 

The inclusion criteria were: (1) aged 

18 years or older; (2) identified as a primary 

or key family caregiver of a patient receiving 

maintenance hemodialysis; (3) had provided 

caregiving support for at least three months; 

(4) were able to communicate clearly in 

Indonesian; and (5) were willing to 

participate and provide written informed 

consent. The exclusion criteria were: (1) 

inability to participate fully in an in-depth 

interview; and (2) emotional distress or 

psychological condition at recruitment that 

could be worsened by participation. A total of 

15 family caregivers participated. 

Recruitment was conducted iteratively and 

discontinued when concurrent data collection 

and preliminary analysis indicated sufficient 

depth, relevance, and repetition of 

experiential patterns, as confirmed through 

field notes, interview summaries, and team 

discussion. 

Data collection 

Data were collected between 

November and December 2025 through face-

to-face, semi-structured, in-depth interviews 

with 15 family caregivers in a private and 

quiet setting within or near the hemodialysis 

service area. Interviews were conducted in 

Indonesian after written informed consent had 

been obtained, lasted approximately 45–60 

minutes, and were audio-recorded with 

participants’ permission. The interview guide 

was developed based on the study aim, 

relevant literature on psychospiritual care, 

family caregiving, hemodialysis, and the 

Indonesian sociocultural context. Open-ended 

questions explored caregivers’ experiences in 

accompanying patients, providing emotional 

or spiritual support, and participating in 

treatment-related decisions. Example 

questions included: “Can you tell me about 

your experience in accompanying your family 

member during hemodialysis treatment?”; 

“How do you usually provide emotional or 

spiritual support when your family member 

feels distressed or tired?”; and “How do you 

and your family member make decisions 

related to treatment and care?” Probing 

questions were used to obtain deeper 

clarification when needed. 

All interviews were conducted by the 

principal researcher, a nursing researcher with 

experience in qualitative interviewing and 

familiarity with hemodialysis care, but who 

was not involved in the clinical care of 

participating patients or caregivers. To reduce 

potential bias, the interviewer used open-

ended questions, avoided leading responses, 

wrote reflexive field notes after each 

interview, and discussed emerging 

interpretations with the research team. Field 

notes documented non-verbal expressions, 

contextual observations, interview 

atmosphere, and preliminary analytic 

reflections. Audio recordings were 

transcribed verbatim in Indonesian and 

checked against the recordings for accuracy. 

Selected quotations were translated into 

English by the principal researcher and 

reviewed by another bilingual team member 

to ensure conceptual and cultural equivalence. 

Data collection and preliminary analysis were 

conducted concurrently to support iterative 

inquiry. 
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Data analysis  

Data were analyzed manually and 

iteratively using Colaizzi’s phenomenological 

method, which was appropriate for 

identifying essential meanings within 

participants’ lived experiences (22). Analysis 

began after the first interviews and continued 

alongside data collection. First, interview 

recordings were transcribed verbatim in 

Indonesian, and transcripts were read 

repeatedly to obtain an overall sense of 

participants’ experiences. Second, significant 

statements related to family caregivers’ 

experiences of psychospiritual caregiving 

were identified and extracted. Third, 

meanings were formulated from these 

statements while remaining grounded in 

participants’ original accounts. Fourth, 

formulated meanings were grouped into 

theme clusters by comparing recurring 

experiential patterns across transcripts. Fifth, 

the thematic structure was integrated into an 

exhaustive description of the phenomenon. 

Finally, the findings were refined into a 

concise description of the essential structure 

of family psychospiritual caregiving in long-

term hemodialysis. 

Rigor and trustworthiness 

Rigor and trustworthiness were 

established using the criteria of credibility, 

dependability, confirmability, and 

transferability. Credibility was enhanced 

through repeated immersion in the data, 

concurrent data collection and analysis, and 

member checking with selected participants 

to verify the accuracy of emerging 

interpretations. Dependability was supported 

by maintaining an audit trail documenting 

methodological and analytic decisions 

throughout the study. Confirmability was 

strengthened through reflexive discussions 

among the research team, use of field notes 

and analytic memos, and continual 

comparison between the developing themes 

and the original transcripts to ensure that 

interpretations remained grounded in 

participants’ accounts. Transferability was 

supported by providing rich descriptions of 

the study context, participant characteristics, 

and caregiving experiences. 

Ethical considerations 

This study obtained ethical approval 

from the Research Ethics Committee, Faculty 

of Nursing, Universitas Indonesia (Approval 

No. KET-

324/UN2.F12.D1.2.1/PPM.00.02/2025). All 

participants received written and verbal 

information about the study purpose, 

procedures, potential risks and benefits, 

voluntary participation, confidentiality, and 

the absence of financial compensation. 

Written informed consent was obtained 

before data collection. Participants were 

informed that they could decline 

participation, skip questions, pause the 

interview, or withdraw at any time without 

consequences for themselves, their family 

members, or their relationship with healthcare 

providers. During interviews, the researcher 

monitored participants’ emotional responses, 

offered breaks or debriefing when needed, 

and referred participants to relevant 

healthcare or psychosocial support if distress 

occurred, while maintaining confidentiality. 

Results 

A total of 15 family caregivers were 

included in this study, representing diverse 

familial roles, including wives, husbands, 

daughters, sons, a sister, a brother, and a 

mother. Participants also varied in 

educational background, ranging from senior 

high school to diploma and bachelor’s degree 

levels. The duration of caregiving 

involvement ranged from 2 to 7 years, 

indicating ongoing experience in 

accompanying relatives through repeated 

hemodialysis treatment. This variation in 

family role, educational background, and 

caregiving duration provided a relevant 

contextual basis for understanding how 

psychospiritual care was enacted across the 

long-term hemodialysis trajectory. The 

demographic characteristics of participants 

are presented in Table 1.  
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Participant code Gender 
Relationship to the 

patient 
Educational background 

Duration of caregiving 

involvement 

P1 Female Wife Senior high school 3 years 

P2 Male Husband Bachelor’s degree 4 years 

P3 Female Daughter Diploma 2 years 

P4 Female Wife Bachelor’s degree 5 years 

P5 Male Son Senior high school 2 years 

P6 Female Sister Diploma 3 years 

P7 Female Daughter Bachelor’s degree 4 years 

P8 Male Husband Senior high school 6 years 

P9 Female Wife Diploma 5 years 

P10 Male Brother Bachelor’s degree 3 years 

P11 Female Mother Senior high school 7 years 

P12 Female Daughter Bachelor’s degree 2 years 

P13 Male Son Diploma 4 years 

P14 Female Wife Senior high school 6 years 

P15 Male Husband Bachelor’s degree 5 years 

 

The development of themes followed 

Colaizzi’s descriptive phenomenological 

process. Significant statements were extracted 

from participants’ interview transcripts and 

then interpreted into formulated meanings. 

Similar formulated meanings were grouped 

into sub-themes, and the final themes were 

developed by comparing recurring lived 

meanings across participants’ descriptions. 

Table 2 presents examples of how the analysis 

progressed from significant statements to 

formulated meanings, sub-themes, and final 

themes.

 

Table 2. Development of themes and sub-themes based on Colaizzi’s analytical process 

Significant statements Formulated meanings Sub-themes Themes 

“When he starts saying that he is tired of 

everything, I do not answer immediately. I let 

him talk first, because usually after speaking 

for a while, he feels lighter.” (P3) 

The caregiver allowed the patient to 

express fatigue and distress before 

responding, which helped the 

patient feel emotionally relieved. 
Attentive listening as 

a pathway to 

emotional validation 

Attentive listening as  
Enacting 

emotional 

presence as a 

therapeutic 

foundation 

in everyday 

care 

“Sometimes she repeats the same complaints 

again and again, but I still listen. For her, 

being heard is more important than getting 

advice right away.” (P7) 

Repeated listening was experienced 

as a way of validating the patient’s 

suffering and making the patient 

feel heard. 

“Even when I feel worried inside, I try not to 

show it in front of him. If I look panicked, he 

becomes more anxious too.” (P5) 

The caregiver concealed personal 

worry and maintained emotional 

control to prevent increasing the 

patient’s anxiety. 
Sustaining a calming 

presence throughout 

the hemodialysis 

journey 
“I stay close to her and speak softly, especially 

before dialysis starts. She seems calmer when 

she sees that I am not afraid.” (P9) 

The caregiver’s physical closeness 

and gentle communication helped 

create calmness and emotional 

security before dialysis. 

“When he becomes restless, I invite him to 

pray together. After that, he usually becomes 

quieter and more settled.” (P2) 

Shared prayer helped the patient 

regain calmness and spiritual 

reassurance during distress. 
Guiding and 

participating in 

spiritual practices as 

shared coping 

strategies 

Facilitating 

spiritual 

meaning-

making to 

foster inner 

peace and 

acceptance 

“I do not force her, but I gently remind her to 

keep remembering God. Sometimes we recite 

together, and that helps her feel stronger.” 

(P11) 

The caregiver provided spiritual 

support in a gentle and non-

coercive way, helping the patient 

feel spiritually strengthened. 

“At first he often asked, ‘Why did this happen 

to me?’ I kept encouraging him to be patient 

and to see this as part of God’s test.” (P6) 

The caregiver helped the patient 

reinterpret illness through patience 

and religious meaning. 

Cultivating 

acceptance, patience, 

and surrender as 

expressions of 

spiritual resilience 

“At first, she often cried and said that she was 

tired of dialysis because it felt endless. I could 

not force her to accept everything 

immediately, so I just stayed with her, 

reminded her slowly to be patient, and invited 

her to pray when she was ready. Over time, 

she became calmer and began to say that this 

was something she had to live through 

sincerely.” (P12) 

Acceptance was experienced as a 

gradual and fragile process that 

required repeated emotional and 

spiritual accompaniment. 

Table 1.  Characteristics of  family  caregiver  participants
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Significant statements Formulated meanings Sub-themes Themes 

“I always try to accompany him to dialysis, 

because when there is family beside him, he 

feels stronger and less afraid.” (P11) 

Accompaniment during dialysis 

helped the patient feel stronger, 

safer, and less alone. Accompanying 

patients across 

treatment encounters 

and dialysis sessions 

Engaging in 

shared care 

navigation 

through 

practical 

support and 

collaborative 

decision-

making 

“Sometimes it is exhausting for me too, but I 

still come with her because she is calmer when 

she knows she is not alone.” (P8) 

The caregiver continued treatment 

accompaniment despite personal 

exhaustion because their presence 

reduced the patient’s loneliness and 

anxiety. 

“I prepare what he needs before treatment, 

from food to his personal things, so he does not 

have to think about too much.” (P4) 

Practical preparation reduced the 

patient’s burden and communicated 

attentiveness and care. Responding to 

patients’ practical and 

immediate care needs 

during treatment 
“Even small things matter. When I help her 

get comfortable or bring what she needs, she 

feels noticed and cared for.” (P10) 

Small practical actions were 

experienced as meaningful 

expressions of concern that made 

the patient feel noticed and cared 

for. 

“We usually talk together before making 

decisions, because when he feels weak, he 

needs someone to help him think clearly.” 

(P13) 

Treatment decisions were 

experienced as a shared process 

when the patient felt physically 

weak or uncertain. 

Negotiating health 

conditions and 

treatment choices 

through shared 

decision-making 

“When she said she was tired and did not want 

to continue treatment, I felt confused because I 

wanted her to keep going, but I also knew that 

she was the one feeling the pain. We usually 

talked slowly, considered what the doctor said, 

and tried to decide together. For me, 

supporting her did not only mean telling her to 

continue dialysis, but also listening to her fear 

and helping her think when she felt too weak.” 

(P15) 

The caregiver negotiated treatment 

continuation by balancing respect 

for the patient’s suffering with 

responsibility to support ongoing 

care. 

Theme 1: Enacting emotional 

presence as a therapeutic foundation in 

everyday care 

This theme describes how family 

caregivers experienced emotional presence as 

the first and most immediate form of 

psychospiritual care. Participants emphasized 

remaining emotionally available when 

patients felt tired, discouraged, irritable, or 

overwhelmed by repeated hemodialysis. 

Emotional presence was not viewed as 

passive companionship, but as a relational 

foundation that helped patients feel safe, 

heard, and supported. However, this presence 

also required patience, restraint, and the 

ability to contain caregivers’ own distress. 

Sub-theme 1.1: Attentive listening as 

a pathway to emotional validation 

Family caregivers described attentive 

listening as a way to acknowledge and contain 

patients’ emotional distress. Patients often 

expressed fatigue, sadness, frustration, fear, 

and treatment exhaustion, especially after 

repeated dialysis sessions or during physical 

decline. Rather than giving immediate advice, 

caregivers allowed patients to speak openly, 

which helped them feel understood and 

emotionally relieved. 

“When he starts saying that he is tired 

of everything, I do not answer immediately. I 

let him talk first, because usually after 

speaking for a while, he feels lighter.” (P3) 

“Sometimes she repeats the same 

complaints again and again, but I still listen. 

For her, being heard is more important than 

getting advice right away.” (P7) 

Sub-theme 1.2: Sustaining a calming 

presence throughout the hemodialysis 

journey 

Participants also described the 

importance of maintaining a calm and 

reassuring presence before, during, and after 

dialysis. They tried to stay physically close, 

speak gently, and avoid showing panic or 

despair so that patients would feel safer and 

less overwhelmed. This calmness was not 

always naturally felt, as caregivers often 

concealed their own anxiety or sadness to 

protect the patient emotionally. 
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“Even when I feel worried inside, I try 

not to show it in front of him. If I look 

panicked, he becomes more anxious too.” (P5) 

“I stay close to her and speak softly, 

especially before dialysis starts. She seems 

calmer when she sees that I am not afraid.” 

(P9) 

Theme 2: Facilitating spiritual 

meaning-making to foster inner peace and 

acceptance 

This theme describes how family 

caregivers supported patients in interpreting 

illness through spiritual meaning-making. 

Spirituality was not experienced as an 

occasional part of care, but as something 

woven into everyday caregiving when patients 

felt anxious, tired of treatment, or uncertain 

about their condition. Caregivers helped 

patients reconnect with faith, reframe suffering, 

and gradually move toward peace and 

acceptance. In participants’ accounts, this 

process was often expressed through culturally 

familiar values such as sabar, or patience, and 

ikhlas, or sincere acceptance. 

Sub-theme 2.1: Guiding and 

participating in spiritual practice as shared 

coping strategies 

Family caregivers described prayer, 

recitation, remembrance, and worship as 

shared coping strategies during difficult 

moments. They prayed with patients, gently 

reminded them to worship, or engaged in 

spiritual reflection when patients appeared 

restless, discouraged, or emotionally unsettled. 

Spiritual support was offered carefully, as 

caregivers recognized that patients were more 

receptive when their emotional distress had 

first been acknowledged. 

“When he becomes restless, I invite 

him to pray together. After that, he usually 

becomes quieter and more settled.” (P2) 

“I do not force her, but I gently remind 

her to keep remembering God. Sometimes we 

recite together, and that helps her feel 

stronger.” (P11) 

Sub-theme 2.2: Cultivating 

acceptance, patience, and surrender as 

expressions of spiritual resilience 

Participants also described helping 

patients cultivate acceptance, patience, and 

surrender in response to chronic illness. 

Patients often questioned their condition, felt 

tired of treatment, or struggled emotionally. In 

response, caregivers encouraged them to view 

illness as part of God’s test or spiritual journey 

while continuing treatment with greater trust. 

Acceptance was described not as a fixed state, 

but as a gradual and sometimes fragile process 

that required ongoing emotional and spiritual 

support. 

“At first he often asked, ‘Why did this 

happen to me?’ I kept encouraging him to be 

patient and to see this as part of God’s test.” 

(P6) 

“At first, she often cried and said that 

she was tired of dialysis because it felt endless. 

I could not force her to accept everything 

immediately, so I just stayed with her, 

reminded her slowly to be patient, and invited 

her to pray when she was ready. Over time, 

she became calmer and began to say that this 

was something she had to live through 

sincerely.” (P12) 

Theme 3: Engaging in shared care 

navigation through practical support and 

collaborative decision-making 

This theme describes how family 

caregivers experienced practical support and 

shared care navigation as part of 

psychospiritual caregiving. Emotional support, 

spiritual encouragement, and practical 

assistance were not described as separate forms 

of care, but as interconnected ways of helping 

patients feel accompanied, valued, and not 

abandoned. Accompanying patients to dialysis, 

responding to immediate needs, and helping 

with treatment decisions became meaningful 

because these actions conveyed commitment, 

attentiveness, and shared responsibility. 

Sub-theme 3.1: Accompanying 

patients across treatment encounters and 

dialysis sessions 

Participants described 

accompaniment as one of the most consistent 

expressions of care. They accompanied 

patients to hemodialysis sessions, waited 
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during treatment, helped prepare for hospital 

visits, and remained available before and after 

procedures. This presence was not merely 

logistical but helped patients feel emotionally 

secure and less alone, although it could also 

be physically and emotionally tiring for 

caregivers. 

“I always try to accompany him to 

dialysis, because when there is family beside 

him, he feels stronger and less afraid.” (P11) 

“Sometimes it is exhausting for me 

too, but I still come with her because she is 

calmer when she knows she is not alone.” 

(P8) 

Sub-theme 3.2: Responding to 

patients’ practical and immediate care needs 

during treatment 

Family caregivers also described 

practical support, such as preparing food, 

arranging transport, assisting mobility, 

improving comfort, and responding to 

symptoms, as emotionally meaningful. These 

actions helped patients feel noticed, cared for, 

and less burdened during treatment. Thus, 

practical assistance became a concrete 

expression of psychospiritual reassurance 

rather than merely routine support. 

“I prepare what he needs before 

treatment, from food to his personal things, so 

he does not have to think about too much.” 

(P4) 

“Even small things matter. When I 

help her get comfortable or bring what she 

needs, she feels noticed and cared for.” (P10) 

Sub-theme 3.3: Negotiating health 

conditions and treatment choices through 

shared decision-making 

Participants described treatment-

related decisions as shared and negotiated 

rather than individual. When patients felt 

weak, overwhelmed, or uncertain, caregivers 

helped them understand information, consider 

options, and decide on ongoing care. This 

process was sometimes emotionally difficult, 

especially when caregivers tried to balance 

respect for patients’ wishes with 

encouragement to continue treatment.
 

“We usually talk together before 

making decisions, because when he feels 

weak, he needs someone to help him think 

clearly.” (P13) 

“When she said she was tired and did 

not want to continue treatment, I felt confused 

because I wanted her to keep going, but I also 

knew that she was the one feeling the pain. 

We usually talked slowly, considered what the 

doctor said, and tried to decide together. For 

me, supporting her did not only mean telling 

her to continue dialysis, but also listening to 

her fear and helping her think when she felt 

too weak.” (P15) 

Discussion 

The three themes in this study reflect 

participants’ lived experiences of providing 

psychospiritual care within the repeated, 

uncertain, and emotionally demanding 

context of long-term hemodialysis. Caregivers 

described psychospiritual caregiving as an 

everyday relational process expressed through 

emotional presence, spiritual encouragement, 

practical responsiveness, and shared 

involvement in treatment-related decisions. 

These findings show how ordinary family 

caregiving practices were experienced as 

meaningful support in sustaining patients 

throughout the hemodialysis journey. 

Emotional presence emerged as a 

therapeutic foundation of everyday family 

care. Family caregivers remained physically, 

relationally, and emotionally available during 

repeated cycles of exhaustion, uncertainty, 

symptom fluctuation, and psychological 

vulnerability. Previous studies have shown 

that caregivers of patients receiving 

hemodialysis often experience anxiety, 

emotional strain, and disruption in personal 

life while providing continuous practical and 

emotional support (13-15). Indonesian 

evidence also shows that caregiver burden is 

associated with hemodialysis compliance 

among patients with chronic kidney disease 

(23). The present findings extend this 

evidence by showing how emotional burden 

was lived relationally through restraint, 

calming presence, and efforts to protect 

patients from further distress. Thus, emotional 
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labor functioned as an informal 

psychospiritual care infrastructure that helped 

patients endure treatment and reduced 

relational gaps that formal services could not 

continuously address (13, 24). 

Spiritual meaning-making was also 

central to caregiving, particularly in helping 

patients reinterpret suffering, sustain inner 

peace, and move toward acceptance (25). 

Studies from Tanzania, Palestine, and Ghana 

similarly show that families and caregivers in 

kidney care provide emotional support, 

practical assistance, coping support, and 

treatment accompaniment while experiencing 

considerable burden and unmet needs (13, 15, 

26). In the Indonesian context, prayer, 

surrender, sabar, and ikhlas provided 

culturally meaningful language through which 

families interpreted suffering, encouraged 

endurance, and supported acceptance during 

long-term illness. Sabar was reflected in 

caregivers’ efforts to remain calm and patient 

despite repeated treatment burdens, whereas 

ikhlas reflected sincere acceptance of illness 

and treatment as part of life’s spiritual 

journey. These findings suggest that 

psychospiritual caregiving in Indonesia is 

shaped by religious practice, collectivist 

family responsibility, and repeated family 

interactions that co-construct acceptance over 

time (10, 27, 28). The contribution of this 

study lies not in claiming that emotional 

support, prayer, or family caregiving are 

unique to Indonesia, but in showing how 

these practices become psychospiritually 

meaningful through family obligation, 

collective decision-making, religious 

language, and values such as sabar and 

ikhlas. 

Shared care navigation through 

practical support and collaborative decision-

making was another important dimension of 

family psychospiritual caregiving. Previous 

studies have emphasized that family caregivers 

often organize treatment attendance, monitor 

symptoms, manage practical needs, and 

navigate fragmented health services (4, 18). 

Practical activities were not experienced 

merely as instrumental tasks, but as embodied 

expressions of commitment, attentiveness, 

and shared responsibility. Accompaniment, 

preparation of treatment needs, 

communication with professionals, and 

shared decision-making reassured patients 

that they were not facing dialysis alone. This 

perspective challenges a strict separation 

between emotional, spiritual, and instrumental 

support and shows that family-based decision-

making in dialysis care is relational, moral, 

and emotionally negotiated, not only 

informational or clinical. (3).  

These findings suggest that family 

caregivers function as an informal care 

infrastructure that supports emotional safety, 

spiritual endurance, and practical continuity 

during repeated hemodialysis treatment. In 

practice, hemodialysis units should strengthen 

family-inclusive care by identifying the main 

caregiver, assessing caregiver burden and 

spiritual coping needs, and involving 

caregivers in brief care discussions. Family-

inclusive psychospiritual care protocols may 

include caregiver education, culturally 

sensitive communication, referral to 

psychosocial or religious support, and 

documentation of family concerns in the care 

plan. Interprofessional collaboration is also 

required in family-inclusive psychospiritual 

care (29). This collaboration is particularly 

relevant in Indonesia, where religion, family 

support, sabar, ikhlas, and collectivist 

responsibility shape health behavior, coping, 

and treatment endurance (10, 23, 28, 30). 

Limitations 

This study should be interpreted 

within its contextual boundaries. The findings 

were derived from participants recruited in a 

specific setting and therefore reflect 

experiences situated within that particular 

context. The study also involved a limited 

number of participants. Although these 

participants provided rich and meaningful 

accounts, the sample was not intended to 

represent the full range of family caregivers of 

patients undergoing hemodialysis. For this 

reason, the findings cannot be generalized to 

all family caregivers in other hospitals, 

regions, or care contexts. Differences in 

sociocultural background, family roles, and 
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healthcare environments may shape 

caregiving experiences in ways not captured 

in this study. 

Conclusion
 

This study shows that family 

psychospiritual caregiving in long-term 

hemodialysis is a relational practice that 

integrates emotional presence, spiritual 

meaning-making, and practical care 

navigation. Through listening, calming 

presence, shared prayer, encouragement of 

sabar and ikhlas, practical responsiveness, 

and shared decision-making, family caregivers 

helped patients manage distress, uncertainty, 

and treatment demands. In Indonesian 

hemodialysis services, nurses should recognize 

family caregivers as partners in care by 

identifying the main caregiver, assessing 

caregiver burden and spiritual coping needs, 

involving families in brief care discussions, 

and using culturally sensitive communication. 

Family-inclusive psychospiritual care protocols 

should include caregiver education, referral to 

psychosocial or religious support when needed, 

and documentation of family concerns in the 

care plan. Future research should develop and 

test culturally tailored family-based 

interventions across diverse Indonesian 

regions, religious backgrounds, and healthcare 

settings. 
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