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ABSTRACT

Background: Chronic renal disease and hemodialysis cause numerous psychological, social, cultural, and spiritual challenges for
both patients and their families. Overcoming these challenges is possible only through providing holistic support for the patients.
Today, despite the support provided by family and professional caregivers for the patients, patients still express dissatisfaction
with the support provided and believe it to be inadequate. In fact, patients and family caregivers and healthcare practitioners
seem to have different understandings of the notion of support. Thus, the researcher decided to examine the concept of support
from the viewpoint of hemodialysis patients.

Materials and Methods: This descriptive phenomenological research was conducted on 17 patients with end-stage renal
disease (ESRD) who were undergoing hemodialysis. Purposive sampling was performed and continued until data saturation.
Data were collected through 30—-60 min unstructured interviews and analyzed using Colaizzi’s method.

Results: From the analysis of data, 4 themes (psychological support, accompaniment, social support, and spiritual support)
and 11 sub-themes were obtained. Psychological support consisted of two sub-themes of psychological support by healthcare
practitioners and emotional support by family and relatives. Accompaniment included three sub-themes of assistance in
transportation, providing and using medicine, and daily activities. Social support was identified with four sub-themes of promotion
of the society’s understanding of the patients’ condition, improvement of communication with others, the need for employment,
and independence. Spiritual support was identified with two sub-themes of the need for faith and trust in God or Imams and the
need to resolve spiritual contradictions.

Conclusion: The results showed that from the viewpoint of the participants, the concept of support consisted of psychological
support, social support, accompanying the patient, and spiritual support. Hence, it can be concluded that this concept should be
considered in healthcare planning, in order to improve the health and quality of life of these patients and their adaptation to the
disease and its treatment process.
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and continuation of life. Hemodialysis is the most common
alternative treatment method in Iran and other parts of the
world.? In 2013, 1,500,000 people in the world, 25,000
people in Iran,® and 1500 people in Isfahan Province were
reported to have undergone hemodialysis.™*

INTRODUCTION

renal disease, is considered to be one of the greatest
challenges of the health systems of the 21 century.
It is anticipated that by 2020, there will be 1200 cases of

The burden of chronic diseases, such as chronic

end-stage renal disease (ESRD) per million population.!!!
In ESRD, the irreversible damage caused to the kidneys
renders alternative treatments necessary for the sustenance
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Although hemodialysis prolongs the life of patients, it also
imposes many restrictions on them that may lead to physical,
psychological, social, and economic complications.® It
can also be the leading cause of depression, anxiety, low
self-esteem, impaired mental impression, and hopelessness
for the patients. Many patients experience a state of conflict

Access this article online

Quick Response Code:

Website:
www.ijnmrjournal.net

DOI:
10.4103/1735-9066.164514

Iranian Journal of Nursing and Midwifery Research | September-October 2015 | Vol. 20 | Issue 5

626



Shahgholian and Yousefi: Concept of support in hemodialysis

between dependency on others and the hemodialysis
machine and a desire to be independent, and this affects
their relationship with the people who are most important
in their lives.[® Economic, employment-related, and social
communication issues are among the social impacts of this
disease and hemodialysis. Moreover, problems such as
fatigue, infertility, sexual dysfunction, bone abnormalities,
anemia, cardiovascular problems, and gastrointestinal
disorders cause frequent hospitalizations that, in turn, may
lead to mental disorders and increased mortality rate.”!
Chronic renal disease and hemodialysis cause numerous
psychological, social, cultural, and spiritual challenges for
patients and their families. Overcoming these challenges
is possible only through providing holistic support for the
patient. It is worth emphasizing, however, that despite the
support provided by family and professional caregivers
for the patients, these patients still express dissatisfaction
with this support and believe it to be inadequate.® In fact,
patients, family caregivers, and healthcare practitioners seem
to have different understandings of the notion of support.©1%

Sadala (2006) argues that nurses plan their treatment
process without taking into account the experiences of
patients undergoing hemodialysis and this is the cause of
patients’ dissatisfaction despite the great care and support
they receive. Therefore, given the different aspects of
support, it is impossible to develop an appropriate program
for these patients without understanding their perception
of the concept of support.1t!

Hitherto, many quantitative studies have been conducted
in Iran with an emphasis on perceived social support
and the status of patient support. For example, Rambod
and Rafii (2009) have examined patients’ perception of
social support,”? Haririan et al. (2011) have evaluated
information and instrumental support in these patients, %!
and Rambod et al. (2012) have examined the quality
of life of these patients and its relationship with social
support.”! However, it is noteworthy that in most of these
studies, the attitudes of respondents have been limited to
a predetermined framework and only the social aspects
of support have been addressed. In a qualitative study,
the patients’ perception of support resources in coping
with hemodialysis has been evaluated.™ Understanding
the concept of support, as a general and comprehensive
concept, from the viewpoint of the patients helps
professional healthcare practitioners, including nurses and
domiciliary caregivers, to develop a realistic care-support
program.!'¥ To provide an explanation of the concept of
support from the perspective of hemodialysis patients, a
deep understanding of the meaning of support is necessary.
Moreover, the descriptive phenomenological method is the
most suitable method to obtain a deep understanding of
experiences and the complex phenomena.!’® Hence, in

this study, the researcher decided to explain the concept of
support from the patients’ perspective using the descriptive
phenomenological method.

MATERIALS AND METHODS

This study was conducted using the descriptive
phenomenological method. The study population consisted
of patients with ESRD who were undergoing hemodialysis.
Purposive sampling was performed and continued until
data saturation, meaning no new topic or code appeared in
the subsequent interviews and all information was repeated.
The study subjects consisted of 17 patients who were
willing to participate in the study, had no speech or hearing
problems, could speak fluent Persian, and had undergone
their first hemodialysis therapy session at least 3 months in
advance. Patients with any factor that, during the interview,
prevented them from continuing their cooperation or those
who were unwilling to continue their participation were
excluded from the study.

After obtaining the required license from Isfahan University
of Medical Sciences, Isfahan, Iran, the researcher referred to
Al-Zahra Hospital, Isfahan and presented her introduction
letter to the authorities and obtained their approval. Then,
after selecting a suitable environment for the interviews,
the researcher selected the participants from among the
hemodialysis patients using purposive sampling method.
Next, the researcher introduced herself, offered the required
information, explained the objectives of the study, and
informed the participants that they could leave the study
whenever they wanted to. In addition, the patients were
assured that the information would be confidential and the
name of the patients would not be expressed anywhere.
Finally, after obtaining their willingness to participate and
they signed written consent forms, the time of the interviews
was scheduled.

On the day of the interview, the researcher held a
face-to-face interview with each patient in a suitable room
in Al-Zahra Hospital. The interviews began as unstructured
interviews and were continued using exploratory questions.
Each interview lasted for 30-60 min. With the consent of
the participants, the interviews were recorded using an MP3
player (Creative model). At the end of each interview, the
participants were informed about the likelihood of another
meeting to complete and clarify the interviews. Although
the participants agreed to this, a second interview was
necessary in only one case.

After the interviews, each recorded interview was listened
to several times and, using ONE NOTE software, they were
transcribed verbatim and numbered by the researcher. Data
saturation was reached after 17 interviews. Sampling lasted
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about 2 months, from the beginning of January 2015 until
the end of February 2015.

Data analysis was performed using Colaizzi’'s method.
First, in order to understand how the participants felt,
their statements were read (step 1). Then, the key phrases
were extracted (step 2) and were written in scientific
language (step 3). The regulated concepts were organized
into thematic categories (step 4). Then, the findings were
integrated into a comprehensive description of the desired
phenomenon (step 5), and this description of the investigated
phenomenon was presented in the form of an explicit and
clear statement (step 6). Finally, the findings were returned
to the participants and were evaluated (step 7).1¢!

In this study, for the validity and reliability of the data,
Gaba and Lincoln criteria were used. The believability of
the study was ensured through the researcher’s long-term
engagement in collecting and analyzing the data, and use
of the revisions and reviews conducted by the research
associates and participants. To achieve data reliability, after
being heard, implemented, and analyzed, the interviews
were peer-reviewed. In addition, auditing was used to
achieve data neutrality and objectivity. Furthermore,
given the previous experiences of the researcher in the
hemodialysis ward, she tried not to let her views and beliefs
affect the study’s implementation process, tried to avoid
prejudices, and did not study any similar research until the
end of the analysis process.

In order to achieve reliability of findings, after the hearing,
implementation, and analysis of the interviews, another

Table 1: Participants’ demographic characteristics

person, who had mastered the qualitative studies, but was
not involved in the study’s process, was asked to help in
the evaluation process. Thus, one or two of the recorded
interviews together with the written form of the interviews
were assigned to him to be evaluated. To provide the
transferability of the study, the research was fully explained
and the context and stages of the study were fully described to
the subjects by the researcher. Furthermore, it was attempted
to select subjects who were different in terms of demographic
characteristics.'” Since the interviews were in Persian, the
spoken words of the participants were quoted indirectly.

REesuLTs

In the present study, 17 patients (9 women and 8 men)
with age ranging from 24 to 83 years and a minimum of
10 months and a maximum of 168 months of treatment
length participated. In terms of education, the patients’
education level ranged from being illiterate to having
master’s degree. Moreover, seven patients were married
and their wives took care of them, seven patients lived
either with their parents or their children, and two patients
lived alone. Diabetes was the most common underlying
cause of chronic kidney disease [Table 1]. The analysis
of the data resulted in 4 themes (psychological support,
accompaniment, social support, and spiritual support)
and 11 sub-themes. Psychological support consisted of
two sub-themes of psychological support by healthcare
practitioners and emotional support by family and relatives.
Accompaniment included three sub-themes of assistance
in transportation, providing and using medicine, and daily

No. of the participant  Marital status Education Underlying disease  Dialysis duration (months) Sex Age
1 Widowed lliterate Diabetes 31 Woman 83
2 Married High school Polycystic kidney 20 Man 40
3 Married Less than high school  Diabetes 24 Man 75
4 Divorced High school Polycystic kidney 14 Man 46
5 Single Less than high school ~ Unknown 19 Woman 24
6 Married Less than high school ~ Hypertension 18 Man 49
7 Divorced Bachelor Diabetes 56 Woman 46
8 Single Post graduate Unknown 36 Man 29
9 Widowed llliterate Diabetes 17 Woman 62
10 Married High school Diabetes 37 Man 69
11 Married High school Diabetes 24 Man 39
12 Widowed llliterate Diabetes 10 Woman 54
13 Married Less than high school  Diabetes 38 Woman 60
14 Married High school Hypertension 35 Man 61
15 Married llliterate Diabetes 11 Woman 72
16 Single Less than high school ~ Unknown 168 Woman 36
17 Married Bachelor Glomerulonephritis 72 Woman 4
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Table 2: Themes and sub-themes

Themes Sub-themes

Psychological
support

Health staff’s psychological support
Emotional support of the family and relatives
Accompaniment Transportation accompaniments

Help for providing and using medicines
Assistance for daily activities

Social support Promoting the society’s understanding of

the patients
Improving communication with others
The need for employment
Being independent
Spiritual support Need to trust and recourse

Need to get rid of spiritual
contradictions (paradoxes)

activities. Social support was identified with four sub-themes
of promotion of the society’s understanding of the patients’
condition, improvement of communication with others,
the need for employment, and independence. Spiritual
support was identified with the two sub-themes of the need
for faith and trust in God and the need to resolve spiritual
contradictions (paradoxes) [Table 2].

Psychological support

The participants emphasized two aspects of support:
support by healthcare practitioners and support by family
and relatives. Patients undergoing hemodialysis generally
undergo three sessions of dialysis a week, each session
lasting 4 h, and spend a great deal of time with healthcare
practitioners. However, they are mostly cared for physically,
and in addition to physical care, they stress their need
for emotional and psychological support from healthcare
practitioners and communication with them.

Participant 7 declared that s/he had been emotionally
supported by the personnel and had not felt alone and,
thus, was thankful.

Emotional support from family and relatives, including
spouse and children, has a significant impact on the morale
of the patients and is considered as an integral part of the
care process. According to many participants, it is even
more important than physical care. Understanding the
situation and mood-swings of the patients enables their
family to provide them with a better condition and devote
more time to them.

Participant 4, who lived alone, expressed a greater need
for emotional support from others than physical support.

From the participants’ statements, it can be understood that
receiving psychological support from health practitioners,

especially nurses and doctors, together with emotional
support from their family can help the patients to tolerate
the disease, and its treatment and complications. It can also
make them feel that they are supported by others.

Accompaniment

Due to the accumulation of waste and water in the body
tissues, such as brain cells, when the patients refer to
the dialysis ward, they do not have a desirable general
condition. Similarly, when they return home, because of
low blood pressure caused by dialysis, the patients do not
have a good condition and need to be accompanied by
someone.

Participant 9 said that although s/he did not like to be a
burden on his/her children, because of his/her poor condition
and having vertigo, s’he needed to be accompanied by them.

To treat complications of kidney disease and hemodialysis,
and to treat other underlying diseases and their
complications, the patients need to use different medicines.
In addition, because of visual impairments and old age in
some patients, as well as illiteracy, they need the support
of their family for the provision, and correct and timely
use of their medicines.

Participant 5 pointed out that his/her drugs were purchased
by his/her mother because s/he was unable to do so.

Participant 10 stated that because of suffering from diabetes
and poor eyesight, his wife had accepted the responsibility
to inject his insulin.

Most hemodialysis patients, often because of old age,
underlying diseases and visual problems caused by these
diseases, fatigue, and boredom, need to be accompanied
in their daily activities.

Participant 3 said that owing to his poor eyesight, his wife
took the responsibility for shaving his face and cutting
his nails.

The participants’ statements illustrated that most dialysis
patients do not have adequate physical power and good
mental condition to perform their daily activities such as
transportation, correct use of drugs, personal hygiene, and
self-care. Therefore, the accompaniment of their families
will guarantee the continuation of their lives and provide
them with a high-quality life.

Social support

The participants demanded to be understood by the society.
Instead of being pitied, which offends them, they would like
to be understood and supported by others.
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According to participant 11, no one cares about them and
people help them out of pity, and this kind of behavior
upsets them.

Sometimes, concealment or fear of social stigma reduces
the relationship of the patients and their families with other
people. In fact, families, regardless of the communication
needs of the patient, try to maintain the position of other
family members through hiding the disease.

Participant 16 declared that within the last 14 years that
he has been undergoing dialysis, his mother has hidden
his disease as she does not want to jeopardize his sisters’
chances of marrying. Therefore, they have refrained from
any contact with most of their relatives.

These patients have to follow a specific schedule and spend
much of their time in the dialysis ward. This often interferes
with their work and leads to the loss of their jobs.

Participant 2, who was a truck driver, said that as he is often
traveling, he cannot refer to the hospital according to the
scheduled sessions. He stated that if he refers to the hospital
three times a week for dialysis, he will get fired from his job.

Two or three dialysis sessions per week, morbidity in the
case of inadequate dialysis, and frequent referral to the
hospital lead to the dependency of the patients on the
dialysis machine and healthcare practitioners. On the
other hand, lethargy, fatigue, impaired vision, and other
such problems result in the patients’ dependence on their
families. This kind of dependency is more common in the
weaker and older people. To be independent is one of the
psychological needs of human beings and dependency
on the dialysis machine, dialysis personnel, and family
members is the problem these patients are faced with. Thus,
helping them to maintain their independence is considered
as an important component of support.

Participant 1 stated that she had asked her daughter to let
her take care of her personal affairs or help her daughter
with her work, but her daughter did not allow her.

The participants’ statements imply that increasing the
society’s understanding will have a significant impact on
the people’s support for these patients. Hence, using these
patients in jobs commensurate with their capabilities and
limitations and helping them to maintain their independence
is essential and will enhance their social relationships.

Spiritual support

Participants declared that they needed to enhance their
faith and trust in God or spiritual forces, and some of them
sought support to resolve their religious contradictions.

Participant 16 said that s/he has only asked God for
the healing of his/her disease. S/he requested help in
maintaining his/her faith in spite of the disease.

Some participants, because of numerous problems and
prolonged duration of the disease, had experienced spiritual
and religious contradictions. This was more prevalent in
younger people.

Participant 8 said that s/he has always been thinking about
his/her relationship with God. S/he believed that because of
the illness, s/he has lost all his/her opportunities. S/he asked
why God does not heal him/her if He can, and wanted an
explanation in this regard.

According to the participants, being hopeful of the
grace of God and reliance on him, and asking Imams
for help together with prayer brings them peace and
helps them to cope with their disease-related problems
much better and easier. Hence, they demanded spiritual
support and believed that strengthening their spirituality
is the only way to resolve their spiritual and religious
contradictions.

DiscussioN

The present study aimed to examine the concept of support
from the viewpoint of hemodialysis patients. Consequently,
emotional or psychological support, accompaniment,
social support, and spiritual support were introduced by
the participants as the concepts of support. Psychological
or emotional support was one of the concepts, and the
participants declared that they need to be supported
emotionally by healthcare practitioners. Similarly, in a study
conducted by Sanson Fisher et al. (2009), most patients
stated that they needed to be supported by their doctors,
nurses, family, and relatives.!®!

Asgari et al. (2010) conducted a qualitative research on
the perception of chronic renal disease patients of support
resources in coping with hemodialysis.[*® They extracted six
themes that included being unified with the family, informed
confidence in doctors, empathy and responsibility of nurses,
gaining spirit from adapted patients, feeling valuable when
accompanied by relatives, and satisfaction with supporting
organizations. Most of these themes are in line with those
of the current study.

The participants also expressed that they need to be
supported emotionally by their families. In Iran, family
members are emotionally dependent on each other and
when one member becomes ill, s/he is supported by the
family more than ever. However, sometimes, families are
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under pressure because of a family member’s chronic
disease, and therefore, that family member feels that s/he
is not supported by his/her family.

According to many studies, family is the most important
and primary source of support for patients, and the highest
level of social support is received from the family.!1219-24
Although all participants of this study (save two) were living
with and supported by their families, they felt that they
needed more support. The results obtained in the study of
Juergensen et al. (2006) are also in line with those of the
present study.® Their results showed that the patients were
living with and supported by their families, but considered
these supports inadequate.?®

The participants declared that for transportation, they
needed to be accompanied by someone. In this regard, Braz
et al. (2005) wrote that uremia brings about concentration
problems, memory loss, and impaired judgment.?? Thus,
most patients required to be accompanied in going out of
their home.???!

Continued hemodialysis results in different problems caused
by frequent hospitalizations for the patients. Moreover,
owing to the poor condition of the patients both before and
after dialysis, they need to be accompanied by someone.

Providing medicines and helping the patients to take their
drugs correctly and on time was another case of support
considered by the patients. These patients have to take
multiple kinds of medicines and, as statistics show, taking
them based on the prescription is an important challenge
for the patients. Therefore, for an accurate and timely use
of medicines, the patients need to be helped by others
and, in this regard, having the support of the family is very
important.23!

Assistance in daily activities, such as personal hygiene and
home-care needs, was also stressed by the participants.
Continued symptoms of the disease result in physical
weakness, lack of energy, and fatigue in the patients, to the
extent that these patients sometimes need help to carry out
even their simplest daily activities.!*¥

The results also showed that the participants hated to be
pitied and instead needed to be understood by others as
they considered this as a form of support. In the study by
Melissa et al. (2007), social support improved the physical
and mental conditions, quality of life, and survival rate of
these patients.?® Similarly, the results obtained by Skar
and Folkestad (2013) showed that not only in our country,
but also in all Western societies, patients, instead of being
socially supported, are pitied by their relatives and friends
and suffer from this issue.?®!

Moreover, the participants were upset about reducing their
social relationships and believed that providing conditions
to promote relationships with others would be supportive.
The results of the study conducted by Rezai et al. (2009)
showed that most patients undergoing hemodialysis
had a completely negative image of their responses to
social stimuli, communication with others, and presence
in society, and had experienced changes in their social
interactions.?”!

The participants considered employment as a kind of
social support. Since these patients spend much of their
time on dialysis and medical care and often have poor
health conditions, they are faced with limitations in
terms of employment and usually lose their jobs.?831]
On the other hand, the participants emphasized their
independence. In this regard, Al-Nazli (2013) noted that the
patients’ dependency on the dialysis machine, diet-related
limitations, the time spent for hemodialysis, and frequent
hospitalizations lead to the patients’ dependence that
troubles them. Dependency on treatment and inability to
perform daily activities lead to patients’ social isolation
and diffidence, which in turn make them more dependent
and affect their psychological and social performance
and quality of life.?® Therefore, nurses and domiciliary
caregivers should allow patients to perform their daily
activities alone, as far as the activity does not jeopardize
the patients’ safety and health. In Iran, because of strong
emotional connections, domiciliary caregivers and even
nurses do not allow the patients to carry out their personal
activities. This behavior may cause the patients to lose their
self-confidence and have a sense of powerlessness. Thus,
according to the participants, social support constitutes
another aspect of support.

The participants also believed that faith and trust in
God would help them tolerate their problems better.
Furthermore, they considered the strengthening of their
spiritual dimensions as an important aspect of support.
The fact that human beings need to have faith and trust in
God is explicitly mentioned in Quran. It is said in Quran,
“O mankinds, you all need the needless God.” Studies
have also shown that often during illness, religious beliefs
and tendency toward spirituality increase and affect the
acceptance of hemodialysis by the patients. In this regard,
religious belief, as a lifestyle, is a good source of support
for the patients and equips them with efficient types of
coping skills.!*¥ Tanyi and Werner (2007) have shown that
women, who have strong religious orientations, undergoing
hemodialysis use positive spiritual themes in their lives to
deal with problems.!"!

In addition, statements of the participants showed that
through recourse to Imams, they try to get closer to God.
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The Holy Quran says, “O believers! Be virtuous and choose
away to get closer to God.” This way is definitely “recourse”
and includes any action that brings one closer to God.®?!

On the other hand, some participants considered their
disease as a disaster. They believed that they did not
deserve the disease and noted that they were angry with
God; however, they were upset about this issue and
said that they would like to be supported to resolve this
contradiction. Kazemi et al. (2011) found that at the very
outset of the treatment process, the patients experience a
kind of shock and crisis and are angry with God, but as
their general condition begins to improve, they succeed
to overcome this paradoxical situation.’®® Therefore, these
patients need to be supported spiritually or morally by the
healthcare personnel, and it is necessary for the personnel
to expand their knowledge and understanding of spirituality
and include it in their caring programs.*¥

CONCLUSION

According to the participants of this study, different aspects
of support included mental or psychological support, social
support, accompaniment, and spiritual support. However,
it seems that accompaniment and spiritual support are
unique concepts obtained in this study. Since this study
was conducted in Iran and people in Iran have strong
emotional connections with their relatives such as spouses
and children, it seems that this issue has to be considered
in healthcare planning and training domiciliary caregivers.
Furthermore, strengthening the spiritual dimension of these
patients can improve their quality of life and help them
adapt to the treatment process.
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