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Abstract 

Background: Recent studies on hemodialysis patients have focused more on the suffering caused by physical and 

psychological problems in them, and they have paid less attention to their caregivers. Since the caregivers of these 

patients are intensively affected by the physical and psychological problems caused by this method of treatment, it is 

necessary to pay more attention to the challenges as well as the problems that exist among them. This study aimed to 

describe the lived experiences of caregivers in caring for hemodialysis patients. 

 

Methods: The present study is a qualitative study with a phenomenological design. Sampling was first done through 

a purposive sampling method, and the snowball sampling method was then applied in order to select 21 caregivers for 

the hemodialysis patients from three hemodialysis centers in Qazvin, Iran. An audio recorder were used to collect the 

data of in-depth face-to-face semi-structured interviews. The interviews were analyzed using Colaizzi's approach. The 

criteria of Lincoln and Guba was followed for trustworthiness.  

 

Results: Analysis of the interviews in response to the main question revealed 108 initial codes, 18 subcategories, and 

3 main themes, including 1. Care: Growth experience, 2. Care: Living in solitary confinement, and 3. In silence: 

Seeking help. 

 

Conclusion: In situations where the caregivers of hemodialysis patients felt they did not have sufficient material and 

spiritual support from those around them, they reported two different and conflicted experiences. Some people 

experienced progress and excellence, while others felt stuck and had to make ideal sacrifices. More in-depth research 

is required to discover the factors that influence such diverse insights. 
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Introduction 

To manage chronic kidney disease, several methods of 

treatment, such as hemodialysis, peritoneal dialysis, 

and kidney transplantation, are available (1, 2). 

Among them, hemodialysis, for various reasons, is the 

most common method of choice worldwide (1, 3, 4). 

According to global statistics, by the end of 2016, the 

number of patients undergoing dialysis was estimated 

to be 2,989,000, 89% of which were hemodialysis 

patients (3). 

Although the widespread availability of hemodialysis 

saves and prolongs the lives of thousands of patients 

with chronic kidney disease, this complex method of 

treatment can in fact result in fundamental changes in 

various dimensions of a patient’s life (6). Long-term 

hemodialysis   therapy often leads to high dependence 

http://www.ijehs.com/
mailto:z.hoseinigolafshani@qums.ac.ir


Ghapanvar, F. et al.                                                       
  

 
www.ijehs.com  2021, Vol. 2: e19         CC BY 4.0                                                                                  2 

of patients on caregivers, families, and healthcare 

systems (7). 

Caring for patients with chronic diseases is usually 

done by their family members, mostly spouses, 

parents, and  siblings (8). The involvement of the 

caregivers in patients' transfer to the hemodialysis 

ward, the preparation of appropriate foods, meeting 

the health needs, paying attention to and managing the 

side effects of the hemodialysis, monitoring patients' 

vital signs (7), and providing emotional and 

psychological support (9) impose a massive burden on 

the caregivers (7). The results of previous studies 

revealed that caregivers of patients with chronic 

diseases suffer from various physical and mental 

problems, and show various psychological symptoms 

such as depression, anxiety, anger, despair, and 

feelings of guilt and shame (5). 

In addition, enduring such an additional burden leads 

to several changes in their daily relationships, social 

interactions, and work (10). Under these 

circumstances, most caregivers give superiority to the 

patient's needs compared to their own, and, as a result, 

spend less time taking care of their own health-related 

matters. This hasty prioritization, in turn, will have 

adverse effects on their own health and well-being (6). 

The prolonged physical and psychological strain has 

led to certain issues with this group of people being 

viewed as a serious health issue in some areas, with 

caregivers being referred to as "hidden patients" in 

some cases (5, 9). The professional approach to 

comprehensive support of these people is to 

understand their insights, interactions, and experiences 

in caring for their patients at home as well as in the 

hemodialysis ward (11). Understanding their 

experiences can be a significant contribution to 

family-centered interventions, including increasing 

the preparation of patients and their caregivers for 

alternative treatments (11). 

Most studies in this regard were conducted using a 

quantitative and a positivism approach, and they used 

predetermined instruments. This is while the depth of 

the problems, the challenges, the quality of the hidden 

interactions, and the physical as well as the 

psychological burden on the caregivers will be 

understood only through a qualitative approach, open 

interviews, devoting more time, and immersion in 

their daily experiences. Therefore, the current study 

was designed and conducted with a qualitative 

phenomenology approach to deeply understand the 

care experience among the caregivers of hemodialysis 

patients. The aim of this study was to describe the 

challenging care experiences of caregivers in caring 

for hemodialysis patients. 

Materials and methods 

Design and Setting of the Study 

The present study is a qualitative study with a 

phenomenological design. Phenomenology is a 

qualitative method which tries to determine the 

fundamental features and structures of life experiences 

in a regular and reciprocal way, and the researcher's 

goal is to understand the meaning of these experiences 

in the same way that the participant has experienced 

them (12). The study setting were three hemodialysis 

centers located in this city which provide hemodialysis 

services to patients. 

Description of Participants 

In qualitative research, sampling is done through a 

purposive sampling method in which the researcher 

relies on his/her judgment when choosing the samples 

(13). Accordingly, in the current study, 21 caregivers, 

who all met the inclusion criteria, were selected in the 

first stage through a purposive sampling method, and 

then, through a snowball sampling method. The 

inclusion criteria were: having consent to participate 

in the study, being responsible for direct care of the 

patient for at least six months, aged at least 18 years 

old, not receiving any payment for the care, not having 

a history of any known mental illness, and not taking 

any psychotropic drugs (according to the samples’ 

statements), not being responsible for the care of 

another patient, being able to read and write, and being 

able to communicate verbally.  

Data Collection 

In the current study, the data was collected through 

semi-structured interviews. The interviews began with 

the least structure, and they gradually became more 

structured. The interviews were digitally recorded then 

transcribed verbatim. All interviews were conducted 

by the main investigator. If necessary, the researcher 

also used the participants’ memories, poems, and 

writings about their lives, as well as the filed notes. 

During the interviews, if necessary, probing questions 

were asked, based on the participants' previous 

responses, in order to encourage them to describe their 
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feelings in greater detail (14). With the progress of the 

study and the emergence of the descriptions, the data 

collection continued until the data saturation was 

reached when no new description of the phenomenon 

was provided (13-15). To encourage the participants 

to share their experiences, the researcher used the 

following questions: 

- Please tell me about your experiences as the 

caregiver of a hemodialysis patient. 

- How does caring for your patients make you 

feel? 

Each interview lasted between 45 and 60 minutes, 

depending on the participants’ tolerance. The 

interviews were conducted in a meeting room, located 

in the study setting, which was a quiet place away from 

any noises. The interview was considered completed 

if the participants described their experiences and 

there was no need to clarify the matter. If, after reading 

the first interview, an additional interview was needed 

to clarify the matter, a second interview would be 

conducted. 

Data Analysis 

For data analysis, the Colaizzi's method was used by 

performing the following steps: 

During the first step of this method, at the end of each 

interview and taking the field notes, the recorded 

statements were first repeatedly listened to, and their 

statements were then transcribed verbatim on a piece 

of paper and read several times to understand the 

participants’ feelings and experiences. In the second 

step, after reading the participants’ descriptions, and 

feeling and understanding their emotions, the 

meaningful information as well as the statements 

related to the phenomenon discussed were underlined. 

By this means, the significant statements were 

identified. During the third step, which is to extract the 

formulated concepts, an attempt was made to extract a 

concept from each statement after identifying the 

significant statements in each interview. These 

concepts should provide the meaning and the 

fundamental part of the individual's thinking. In fact, 

after extracting these concepts, an attempt was made 

to examine the relevance of these formulated 

meanings to the main and initial statements, and to 

ensure the correctness of the relationship between 

them. In the fourth step, after extracting the codes, the 

researcher carefully read the formulated concepts and 

clustered them into themes based on their similarities. 

By this means, the themes were formed from the 

formulated concepts. During the fifth step, the 

concepts were incorporated to comprehensively 

describe the phenomenon and to create a more general 

category. In the sixth step, a comprehensive 

description of the phenomenon without any ambiguity 

was developed. The final (seventh) step was done 

through validating and referring to each sample, and 

asking about the findings (15, 16). 

Trustworthiness of the Study 

For establishing reliability and validity, the Lincoln & 

Guba's criteria, including credibility, dependability, 

confirmability, transferability, and fittingness, were 

used (17). Credibility was achieved through the 

researcher's prolonged engagement with the subject, 

adequate participation, and appropriate interaction 

with the samples. The dependability was achieved 

through writing a quick copy, considering the opinions 

of the colleagues, and re-reading the whole data. The 

confirmability was achieved through time 

combination and a variety of sampling in participants. 

Finally, for transferability, detailed explanations of the 

fields and findings were provided (12). 

Ethical Considerations 

The current study was approved by the ethics 

committee of Qazvin University of Medical Sciences 

(Ethics Code: IRQUMS.REC.1398.352). Before the 

interviews, detailed explanations of the study and its 

process were provided to the participants. All the 

participants signed the informed consent form. The 

participants were assured that the collected data would 

only be used for academic purposes, and the data, 

along with their names and details, would be kept 

confidential. The researcher used some codes to 

present the data. All the data was stored on the 

researcher's personal computer. 

Results 

Twenty one caregivers of hemodialysis patients (13 

females and eight males) took part in the current study. 

The average age of participants was 49.71 years, and 

they had been caring for their patients for an average 

of 3.91 years. 

Following analysis of the interviews in answer to the 

study’s core topic, 108 initial codes and 18 

subcategories    were    extracted,   which   were   then 
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grouped into three broad themes. The most important 

themes included: 1. Care: Growth experience, 2. Care: 

Living in a solitary confinement, and 3. In silence: 

Seeking help. Figure 1 shows the themes and the 

relevant subcategories. 

 

1. Care: Growth experience 

Although most participants reported feelings of 

sadness, despair, and hopelessness at the time of a 

family member's dialysis diagnosis, as well as crisis 

and shock in some ways, they said that, in the end, 

facing the various challenges of living with a 

hemodialysis patient resulted in some degree of 

growth experience and intellectual maturity in various 

aspects. 

Participant No. 6: "The first time I was told my wife 

would need dialysis, I was really distraught and cried 

for several months," says participant No. 6. But then I 

began to believe that my wife's need for dialysis was 

God's will. God never shuts one door and doesn't open 

another. For God's sake, I'm taking care of my wife 

right now, and I always tell people that we have a good 

God. 

After facing the obstacles and embracing the 

circumstance, it appears that the participants gave life 

a new meaning and viewed life and new challenges 

from a fresh viewpoint. 

Participant No. 17: " I am satisfy to be with my mother, 

in spite of the issues and challenges. Taking care of 

her doesn't worry me, and also the undeniable fact that 

she's alive is enough for me ". 

Participant No. 8: "Everyone in my family thinks I've 

turned into a legend. I don't want to brag, but this is 

something that many of my relatives have told me. 

Because of my patience and the care I received from 

my father, I became a role model for them. I didn't 

intend to be a role model, but I unintentionally became 

one. Maybe it's because of my parents' affection for 

one other." 

The subcategories of this core theme include "the 

caregiver's spiritual growth," "the development of the 

caregiver's ability," "successful adaptation," "others' 

admiration," and "dealing with problems and 

respecting one's wishes as a component in recharging". 

2. Care: Living in solitary confinement 

Care: The current study's second significant subject 

was living in solitary confinement. Unlike the 

previous participants, these participants believed that 

caring for a hemodialysis patient had resulted in 

changes in their lives that were associated with 

feelings of dying, Losing hope, abandoning 

themselves, and even being forced to reject their inner 

aspirations and goals, such as marriage, quitting job, 

and limiting recreation and social activities. And it's as 

if the caregiver has been entrapped by the caring. 

Participant No. 10: " it's difficult... You need to ignore 

lots of things in these situations... your 

recreation...your fun...everything... You're sad 

because you can't celebrate or because once you go 

somewhere and also the host prepares food and you 

can't eat it ".. 

 

Participant No. 5: "I decided never to marry, to avoid 

leaving my mother alone. Oh, my mum is going to be 

really lonely if I arrange to marry. I never want to be 

alone with her." 

 

Participant No. 7: "Now have a glance at me." I'm also 

feeling under the weather. This is the state of my leg. 

My knees have enlarged and are in pain. I'm in so 

much agony in my legs that they're all bruised from the 

stress. But I didn't follow up, and I didn't see a doctor. 

I need to look after my hubby... I don't have time to 

visit a doctor any longer. "Who wants to look after 

him? If I go, they'll put me in the hospital for a time." 

I tell myself. 

 

Participant No. 16: "We come here, every other day." 

I must make his food, wash the dishes, and tidy the 

house before I go. After that, I take a nap before 

getting up to think about what I want to make for 

supper. As if it were a factory. I'm the housewife and 

the man of the house. When he arrives for dialysis, he 

spends four hours here. In order for him not to be 

alone at home during these four hours, I must go do 

my personal work, go shopping, and so on. Then we'll 

all return home together." 

 

"The caregiver's perfect sacrifice," "lasting regret, why 

us?" are notions that come to mind. 

This main topic is divided into elements like "loss of 

usual routine of life," "continuous caregiver concern," 

"suffering from viewing the patient's physical 

condition," "wishing to return to health," and 

"unsuitable home facilities." 

 

3. In silence: Seeking help 

While personnel and supervisors at the healthcare 

system tried to help and give instructional  information 
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on a regular basis, the training was insufficient, and 

many of the participants' inquiries about patient care 

went unanswered. As a result, they were agitated, 

blaming their patients, and sometimes even 

themselves, for their current condition, in addition to 

the healthcare providers. The participants also 

mentioned that they needed the help and special 

attention of health officials to deal with the various 

challenges that hemodialysis patients encounter. 

Participant No. 21: "I had no idea what dialysis was 

at first. What is the need for dialysis in my wife's case? 

I assumed it was similar to taking a picture, 

administering a test, or injecting anything. She'd get 

better soon, and we'd be able to leave... But once I was 

here, I realized what dialysis was ".. 

Patients on hemodialysis should be regarded not just 

as a distinct group of patients, but also as a distinct 

group of patients, according to the participants. 

Participant No. 8: "Dialysis sufferers are sometimes 

treated as if they were special patients, although they 

aren't." They're just like any other patient. They 

specialize in dialysis, which is a free service. In other 

cases, such as when patients wish to buy their 

prescriptions, they need to be given the drug 

confirmation right away and not have to wait in line 

for a lengthy period. While this isn't true, the patient 

drives an hour and stands in line for two hours just to 

acquire his or her medicine approval." 

Participant No. 9: "My idea is that the authorities 

should pay more attention to these people and provide 

more assistance to them in terms of drugs and other 

matters." Their medications are prohibitively pricey. 

We are obligated to purchase their medications. It's 

not a matter of whether we want to buy it or not; we 

have no choice. We anticipate assistance from the 

government. The renal foundation should be able to 

assist us in dealing with these patients. They pay us a 

monthly charge for their medicine, for example." 

"Inadequate diabetes management," "initial 

perplexity," "insufficient information regarding care," 

"the need for other members' aid," and "seeking 

authorities' support" are all subcategories of this topic.

 

 

 

Figure1: Themes and relevant sup categories. 

Care: Growth experience

-Dealing with difficulties 
and respecting one’s 
wishes as a factor in 
recharging

-Admiration by others

-Effective adaptation

-The development of the 
caregiver’s mental 
capacity

-The caregiver’s spiritual 
growth

-

_Suffering by seeing the 
patient's physical condition

_The caregiver’s constant 
concern

_loss of normal routine of life

_The caregiver’s perfect 
sacrifice.

_permanent regret why us

_wishing to return to health

Care: Living in a solitary confinement

_Seeking the authorities’ 
support

_The importance of other 
members’ support

_Iinitial confusion

_Inadequate control of diabetes.

_Insufficient information about the 
care

In silence: Seeking help
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Discussion 

1. Care: Growth experience 

Following their initial apprehension about accepting 

their new role as a caregiver, the participants claimed 

to have made intellectual growth in terms of 

spirituality and psychology. The caregivers appear to 

have come to this conclusion after a long internal 

struggle and the initial confusion that they felt upon 

entering a new setting. In this way, they can make the 

path's continuation easier for themselves. While 

attempting to reach this goal, some participants were 

able to achieve some sorts of effective adaptation, 

while others demonstrated intellectual growth and 

maturity in other areas. The findings of the 

investigation by Wightman and colleagues (2019) are 

consistent with these findings. Personal growth was 

one of the study's main themes, with a group of 

pediatric hemodialysis patients' caregivers indicating 

a wide range of coping techniques for developing and 

maintaining self-care, including mindfulness, 

exercise, relaxation, and faith. Others added that their 

experiences had provided them with wisdom and 

insight, allowing them to better manage their 

children's problems in the long run and have a more 

holistic approach to life and caregiving (18). In a 

separate study, Hoang and colleagues (2018) 

discovered that, despite heavy workloads, 

hemodialysis caregivers have some personal growth, 

and that this intellectual maturity often aids them in 

being able to support their patients in difficult 

situations (19). 

According to the interview findings, one of the most 

effective strategies for most of the participants in the 

current study to cope with their circumstances was to 

focus on spiritual issues and give life a new meaning. 

Having a strong faith and believe in God, as well as 

gaining his approval, has improved their ability to deal 

with situations and brought them serenity. These 

findings are in line with the findings of a study 

conducted by Khorsandi and colleagues (2020). 

Appealing to God and heavenly knowledge were 

subcategories of the major theme of spiritual beliefs in 

their studies, and they resulted in calm and 

strengthened their ability to deal with challenges (20). 

One of the topics uncovered in Rocha and colleagues' 

(2018) study was spirituality as a foundation for living. 

According to the study, caregivers overcome obstacles 

and challenges and give purpose to their lives by 

providing meaning to their daily interactions. In this 

study, loving and caring for the patient were also 

discovered as significant factors to spirituality (21). In 

other words, caregivers are better able to deal with the 

challenges and problems they face because they 

believe God protects them and that there is a higher 

power at work in our everyday encounters (22). 

Care: Living in a solitary confinement 

The data analysis revealed that the disease's chronic 

and long-term nature, as well as the patients' need for 

constant and thorough care, had effectively 

imprisoned and constrained the caregivers' world to 

caring for the patients. These findings are consistent 

with the results of some previous studies (23, 24). 

Family caregivers "no longer live," according to these 

research, and they lack the ability to use their 

employment rights to work, get benefits, and associate 

with their friends and relatives. In such cases, the 

caregivers bear an added load that comes with a 

number of major negative re-percussions. The findings 

of the De Pasquale and colleagues study (2019) also 

demonstrated that for this group of caregivers, the 

emergence of unexpected duties leads to negative 

psychological responses such as anxiety and tension 

(11). 

In line with these findings, Mieto and Bousso (2014) 

discovered that when a kid is placed on hemodialysis, 

the mother, as the child's primary caregiver, 

experiences significant changes in her daily life. 

Because mothers are responsible for accompanying 

their children to hemodialysis sessions, the feeling of 

being trapped with her children within the care of the 

hemodialysis machine, the need to give up work, the 

loss of their social place, anxiety about dietary 

restrictions, fear of their children's impending death, 

intense isolation, and their inability to communicate 

In silence: Seeking help 

Following the disease's diagnosis, the caregivers 

found themselves alone in a new world, full of 

ambiguity and bewilderment, according to the analysis 

of the interviews. They wanted more information from 

healthcare practitioners about how to care for their 

patients on the one hand, but they received no 

significant support or attention on the other. In reality, 

the current study found that caregivers lacked proper 

training   in   a   variety   of   areas  of  care, including 
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nutrition, medicine, weight control, and their patients' 

symptoms, and that they were frequently nervous and 

stressed about what to do if any side effects occurred. 

These findings are in line with Wightman and 

colleagues (2019) (18) and Tong and colleagues (20) 

findings. The caregivers of hemodialysis patients in 

these studies were equally surprised and perplexed at 

the time of diagnosis, and it was difficult for them to 

comprehend and accept this truth. One of the primary 

themes in the De Pasquale and colleagues study (2019) 

was "treatment delivery and logistics," with 

subcategories of "insufficient information," 

"medication regimen," and "logistical issues." As a 

result, caregiver training appears to be especially 

important, as caregivers require knowledge, special 

skills, training, and appropriate guidance from the 

healthcare team in order to effectively care for their 

patients. Furthermore, training caregivers on how to 

care for their patients at home improves their 

satisfaction as well as their quality of life (27). 

In the current study, the participants emphasized the 

importance of helping and supporting the other 

members of the family in order to provide higher 

quality care, and complained about the lack of support 

from the other family members. These findings are 

consistent with the results of Pourghaznein and 

colleagues (2019) study. In their study, one of the 

themes was “a sense of being unsupported by family 

and friends”. The participants felt that their conditions 

are not understood by the other family members, and 

this leads to a feeling of being ignored by them (29). 

In their study, Mthembu et al. (2016) found that the 

caregivers did not receive any support and assistance 

from other family members. It was further indicated 

that some of the family members are unwilling to share 

the role of caring for their parents (30).  

Another finding of the current study, which revealed 

that caregivers encounter additional psychological 

obstacles, is that they anticipate authorities focusing 

more precisely on the challenges and demands of 

hemodialysis patients. The availability of some of the 

most important medications required for hemodialysis 

patients, as well as the lack of insurance coverage for 

these drugs, were also identified as major concerns by 

all participants. This lack of help has become a barrier, 

causing carers to become more stressed and anxious, 

and they are asking more attention from authorities as 

a result (31-33). All of this is in line with the findings 

of the current study. In contrast to the findings of this 

study, earlier research in industrialized nations has 

found that caregivers are supported by the government 

in many ways, allowing them to continue caring for 

their patients while remaining financially secure and 

in good mental health (34, 35). 

Limitation 

One of the study's shortcomings was that it didn't take 

into account the participants' personal traits, as well as 

their intellectual and mental occupations during the 

interview procedure, which could have influenced 

how they answered. In this regard, the researcher 

attempted to pay attention to their conditions prior to 

conducting the interviews and to remove this 

constraint by offering thorough explanations to the 

participants and by maintaining a sincere atmosphere 

to the greatest extent feasible.  

Conclusion 

Caregivers of hemodialysis patients reported two 

separate and conflicting experiences when they 

thought they did not have enough material and 

spiritual assistance from their family, the community, 

or the authorities. Some people saw progress and 

excelled, believing that living in such conditions 

enabled them to mature and expand intellectually, 

whereas others saw captivity, being trapped, and 

sacrifice. More in-depth research is required to 

discover the factors that influence such diverse 

insights. "What is the difference between the 

individuals and their insights that, under similar 

circumstances, one believes he/she has evolved while 

the other believes he/she is the perfect victim and 

loser?" is the question that arises. More in-depth 

research is required to discover the factors that 

influence such diverse insights. 
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