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Background: Various treatments such as hemodialysis prolong the life of chronic renal failure disease patients who must tolerate many
physical, emotional, social and economic difficulties. Therefore, social support is considered as a vital area of investigation for such
patients.

Objectives:In this qualitative research,a grounded theory approach was used and written as a content analysis form to study hemodialysis
patients and family experience of perceived social support.

Patients and Methods: Three nurses, 4 general practitioners, a specialist and two family members who participated were interviewed
from April to September 2012 in Urmia, Iran. Interviews were guided to divulge the perception of changes in their lives, needs for social
support for disease complications, and the type of treatment process. Purposive sampling continued up to data saturation. Data analysis
was performed based on Strauss and Corbin Method. Constant comparison analysis was performed until data saturation.

Results: The research results are shown in 3 steps. In the first step, 113 categories and four main themes from 993 first codes were
explored. Social support was explored based on the implications of five general themes including “Perceived Threats Caused by Disease
Complications”, “Searching for Social Support”, “Accessible Social Support”, “Beliefs and Values”, and “Perceived Social Support”.
Conclusions: The core variable of our research is acceptance of the reality of the conditions caused by the disease. The research finalized
our knowledge about patient problems regarding social support and revealed many problems of supporting patients by Health Team
Members, family members and organizations. The findings suggest that individual aspects of patient experiences must be considered if
social support is to be given and Healthcare Providers have to facilitate positive health services.
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1. Background

Chronic Renal Failure is a disease where the resultant
kidney failure requires artificial means of excreting
waste materials such as peritoneal dialysis or hemo-
dialysis (1). Limitations caused by the disease signifi-
cantly impact the patients’ beliefs about the illness
and sense of control, leading to lack of coping and
adjustment (2). Patients face many challenges due to
their condition which may leave them feeling fatigued
and depressed in hemodialysis (3). It may affect surviv-
al of patients and lead to changes in the their family
roles and ability to work, including feelings of loss of
control and fear of death (4). Patients receiving hemo-
dialysis develop a new identity. This new emotional/
psychological state indicates patient dependence on
machinery, medication, and Healthcare Providers
(5). Dialysis patients suffer from problems, however,

they need stable social circumstances including job,
income, health insurance and social welfare services
(6). Access to social support amongst patients under-
going hemodialysis from the spouse, family members,
friends, colleagues or the community is important for
better health outcomes and survival (7). It may be help-
ful if the Health Care Team satisfies these needs in the
patient. Social support may have important clinical
benefits for the patient population in the promotion
or improvement of support networks (8).

Many studies have been carried out on psychosocial
problems among patients undergoing hemodialysis.
This qualitative study was conducted to identify the
main concerns and needs of patients through the anal-
ysis of their experiences during hemodialysis to bridge
the gap in this aspect of nursing care. No qualitative
studies exist on the social support of patients in Iran.

Implication for Health Policy Makers/Practitioners/Researchers/Medical Educators

A qualitative study of hemodialysis patients and family experience of perceived personalsocial support. Implication for Health Policy Makers/Practition-
ers/Researchers/Medical Educators .This study evaluates the experience of perceived personal social support in hemodialysis patients and their families.
To our knowledge, the study is the first of its kind in our country and if applied contributes to better measures for social support promotion for the
participants.

Copyright © 2014, Iranian Red Crescent Medical Journal; Published by Kowsar Corp. This is an open-access article distributed under the terms of the Creative Com-
mons Attribution License, which permits unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited.



Aghakhani N et al.

2. Objectives

The aim of this study was comprehension of the partici-
pants’ perceptions in order to provide Healthcare Profes-
sionals ways of planning helpful strategies for their pa-
tients.

3. Patients and Methods

In this study, a grounded theory approach was used to
describe hemodialysis patients' experiences of their per-
ceived social support that results in the development of
explanatory theories for human behavior in a social con-
text and areas in which little understanding is available
(9). Content Analysis Methodology was used for studying
the subject matter of the research. Content Analysis Meth-
odology was developed as a technique to refute existing
hypotheses. It was used for formulating “Grounded Theo-
ry”, when referred to as “The Constant Comparative Meth-
od of Qualitative Analysis” by Glaser (10). The method of
content analysis enables the researcher to include large
amounts of textual information and systematically iden-
tify its properties, such as the frequencies of most used
keywords by locating the more important structures of
its communication content. The mentioned quantities
of textual information must be categorized to provide a
meaningful reading of the content under scrutiny. This
pilot study was conducted before starting actual data
collection. Key informants were 22 patients who were
treated by hemodialysis in hospitals of Urmia University
of Medical Sciences, 3 nurses, 4 general practitioners, a
specialist and two family members who participated in
the study from April to September 2012 in Urmia; Iran.
The pilot study was carried out to test the acceptability of
the questions and responses of the participants. Adjust-
ments were made to the questions. The inclusion criteria
were selected individuals with/specific knowledge or ex-
pertise of the issue being investigated and the exclusion
criteria were individuals who did not want to participate
in the study. Snowball sampling was used as purposive
sampling regarding objectives of the study and thereaf-
ter theoretical sampling to emerge data. The researcher
started by identifying individuals (at least two) who were
relevant to the study. First, some questions were prepared
based on the goals of the study (e.g. explain your experi-
ences about you [your patient’s problems). Other phrases
such as “What do you mean?” “How?” were also used. All
the interviews were recorded and then transcribed ver-
batim. Data collection and analysis were performed si-
multaneously. Each interview began with a preamble set-
ting the parameters of the interview (length and audio
taping). The research environments were hemodialysis
wards to which the patients were referred.

After interviews, each transcript was read line by line
and then coding was carried out in 3 stages as recom-
mended by Strauss and Corbin (9). After each interview
and throughout the data analysis, the researcher tran-
scribed memos. The basic concepts were extracted in the

open coding stage. Similarities and differences were ex-
plored by constant comparison, data was clustered, and
eventually the categories emerged from well-developed
concepts. Four criteria of transferability, dependability,
credibility and conformability were used to increase rig-
or (11). With regard to the fact that entry into their search
environment in the present study started from April to
September 2012, the researcher believed that he had suf-
ficiently engaged the research environment. Data com-
bination was employed in the present study, and the fol-
lowing results emerged.

3.1. Ethical Consideration

All Ethical issues (such as informed consent, conflict of
interest, misconduct, co-authorship, double submission,
etc.) have been considered carefully. Ethical permission
(N0.188) for the study was obtained from the scientific
committees of the participating hospitals on August 20,
2012. The ethical principles of autonomy, beneficence,
non-maleficence, fidelity and confidentiality have been
described relevant to the proposed study. A letter of in-
vite/explanation has been provided for participants
along with a consent form. Participants will be advised
that they have the right to withdraw from the study at
any time.

4.Results

4.1. Emerging Themes

About 993 initial codes were gathered from all the inter-
views. Selection criteria included:

1.>18 years of age

2. Ability to speak Farsi language

3. Diagnosed with ESRD more than 6 months

4. Dialysis treatment at least for a year

The following five themes emerging from the data high-
light the factors that impact the study population. The
participants’ experience and remarks formed five themes
of “Perceived Threats Caused by Disease”, “Seeking So-
cial Support”, “Accessible Resources for Social Support”,
“Beliefs and Values" and "Perceived Social Support" plus
18 subcategories. 15 (47%) respondents were female. The
participants’ average age was 45.1 years. Because of dis-
ease and as complications intensified, the participants
perceived that their lives were threatened by hemodialy-
sis. Therefore, they tried to manage themselves. This cat-
egory, “Perceived Threats Caused by Disease”, is shown by
the following aspects:

4.1.1. Perceived Threats Caused by Disease

The individuals’ confusion about the process of percep-
tion of apparent threats caused by the disease was clear in
the participant narrations. The four subcategories were:

4.1.1.1. Perception of Somatic and Psychological Distur-
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bance of Disease

A participant stated:

“When I referred fora checkup to a clinic, the results hor-
rified me. My God! I would be sick for the rest of my life.
I saw my life ending. I felt fear and became depressed”.

4.1.1.2. Fear of Dependency

A participant stated:

“Iam disappointed. [ had lost my job, my position in my
family and health and I had to beg for everything. I had
lost my independence. I could not do the things that1did
before and I needed somebody to help me”.

4.1.1.3. Threat Caused by Disease

A participant stated:
“Chronic kidney disease has no prognosis. I am afraid of
death and disability”.

4.1.1.4. Hemodialysis: An Unpleasant Treatment

A Physician stated:

“There is decrease in blood pressure, cramps occur
toward the end of the dialysis procedure, infection, ar-
rhythmia, hemolysis, and hypoxemia are frequent com-
plications of hemodialysis”.

4.1.2. Seeking Social Support Resources

Following the perception of threat and being at risk,
patients got anxious and needed physical, psychological,
and spiritual support. They decided to appeal to God and
ask others for help and support. The 4 subcategories of
this concept are as follows:

4.1.2.1. Knowledge of the Present Situation

A participant stated:

“When my disease began, I knew my life was at risk. No-
body was there to give me insight, not even the doctor or
nurse who were there to help me”.

4.1.2.2. Gaining Strategies for Social Support

A patient stated: “I lost my health. I suffered a lot. Is
there anybody to help me? What can I do? Is there any
support for me? Where can 1 go?”

A participant said:

“Nobody knows about the supportive organizations, I
only know about insurance organizations whose social
support is insufficient”.

A participant said:

“I am afraid that my condition causes disabilities that
prevent support from others. If there is somebody re-
sponsible in the ward, we will have fewer difficulties”.

4.1.2.3. Lack of Attention to Social Support
A participant said:
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“Nobody sympathizes with our problems here. They
work routinely for their salaries, not to solve our prob-
lems. You are not important to anybody, unless you are
famous or rich or familiar with a doctor here”.

4.1.2.4. Effort for Helping Others

Anurse said:
“Our abilities for helping them are limited. I am very
sorry that I cannot do anything for them”.

4.1.3. Accessible Resources for Social Support

4.1.3.1. Family Support

A participant stated:
“I cannot get a job and my father pays my expenses”.

4.1.3.2. Society Support

Some patients-had experience of accessible social sup-
port and the related difficulties. They reported that the
counseling they received from the personnel helped
them to cope with and-adjust to the reality of the disease,
a participant said:

4.1.3.3. Attention to Routine Duties by Health System
Personnel

Many participants and their family members believed
that the personnel should help beyond their routine du-
ties.

A participant said:

"Last week, I had footache, I told a doctor and nurses,
but nobody paid attention”.

4.1.3.4. Communications With Health Personnel

The participants had many concerns about their dis-
ease, mainly about its lifetime duration and they believed
that they should have communication with personnel
for guidelines.

A participant stated his concerns with the following
phrase:

“The doctor gave me much medication and the nurses
paid me much attention. It would be better, if they gave
us guidelines or a booklet, but we got considerable ad-
vice from our friends, not the personnel”.

4.14. Values and Beliefs

Following the perception of accessible resources for so-
cial support, the patients try to accept difficulties based
on their values and beliefs.

A participant stated:

“I frequently pray to retain my health for my family’s
sake. I accept everything God wills.”

Some had a tendency to admit their disease was a pen-
alty for their sins and prayed to God for forgiveness.
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“I trust in God .This condition is intended for me by
God”.

4.1.5. Perceived Social Support

Social support is a confirmed multidimensional con-
struct and there is limited understanding of what as-
pects of social support are important for patients and
how much social support may influence their lives after
a disease. Individual experiences about perceived social
support were apparent in their narrations. The 4 subcat-
egories of this concept are as follows:

4.1.5.1. Familial Consequences

Most of the participants were dependent on their fami-
lies under the circumstances and were taken to the hos-
pital by them. The majority were alone because their
disease was chronic. One of the social problems for the
patients is unemployment. Most respondents were faced
with being jobless, a source of psychological hinderance,
creating anxiety about their future. One family member
reported:

“My husband does not have a job and does not have
enough money to provide for the family. That's why there
are days we cannot buy his drugs”.

One participant reported that:

“I am obliged to come to the hospital three times a
week. How can I work under such conditions? What will
happen to me?”

4.1.5.2. Consequences of the Disease

Functional impairment was an important factor in
ability to carry on normal activities. The majority of par-
ticipants indicated that disease contributes negatively to
health.

One participant said:

“I feel that I have lost my health after this disease. I can-
not do whatever that I used to do in the past. I cannot per-
form my daily activities”.

4.1.5.3. Hope to Create Positive Changes by Social Sup-
port

One participant said:
“If the patient is supported by others, he[she can adapt
to the problems”.

5. Discussion

This qualitative study created a deeper understanding
of interactions and contributions to perceived social
support. The characteristics and its treatment methods
of End-Stage Renal Disease (ESRD) like hemodialysis are
functionally debilitating and can affect the social rela-
tionships and activities of daily life (12). The patients un-
dergoing dialysis require different types of social support
that affects health through behavioral, physiological and

psychological mechanisms depending on the social envi-
ronment and the severity of the illness (13). Our study of
the experiences reported in this study showed that five
aspects of perceived social support were mentioned by
the participants. Other studies highlight the importance
of social support in reducing the incidence of disease
that is generally defined in terms of the availability of
people who can be relied upon to make a person feel val-
ued (14). Perceived instrumental and expressive types of
social support for the patients can cause feelings of wor-
thiness and intimacy within patients (15). Social support
provision can be made by emotional means, tangible ef-
forts, information sharing or advice giving by personnel
(16). If the feeling of social isolation is not detected, it can
cause higher morbidity and mortality (17). In our study;,
most patients evaluate their social supported status
negatively. Another study showed that the patients un-
dertaking hemodialysis are vulnerable and often cannot
function fully within society (18). Their ability to perform
activities is a strong indicator of survival, a determinant
of care giving needs and health care costs, and a factor in
medical procedure decision-making (19). Hemodialysis
creates considerable stress on patients, changes in family
relations and social life and social restrictions or some-
times isolation that must be considered (20). Social sup-
port for the patients is a holistic item. However, to pro-
vide holistic social support for the patients, other aspects
of support such as spiritual, physical, psychological, and
social elements of their lives should be considered. Since
in the dialysis wards in this research, treatment and care
are based on routine work, suitable schedules should be
prepared that consider all dimensions of treatment and
care in the wards.

Our study showed that living with a chronic illness can
greatly compromise the “value systems”. Most of the par-
ticipants lacked the education and training related to
their problems and, therefore, expert staff employment
and training courses for patients and their family mem-
bers can be considered as social support. In this study,
the participants mentioned the importance of holistic
social support. Also the study reports that family support
enhanced the ability of people to keep their positive at-
titude for the duration of their disease. Therefore, it is
necessary to train health professionals to meet the differ-
ent aspects of need and as the family is one of the most
important elements and life is usually dominated by fam-
ily values (21), the relationship between the members of
the family and participants in the care of patients is im-
portant in order to modify any feeling of isolation. Also,
the results of the study demonstrated the need for train-
ing of staff to increase family involvement in care for the
patient and to support suitably different kinds of social
support (22). Most of the patients wish to be protected by
God and seek strength from him. Trust in God has been
discussed as the most common coping mechanism when
facing stressful situations (23). Because of their problems,
the staff should be patient and recognize the patients'
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physical and cognitive changes which leads to inability
in their daily activities (24). The study showed that empa-
thy with patients mostly depended on the characteristics
of the health professional (25). Cooperation of the health
professionals in supporting patients has a great influ-
ence on care. Most of the personnel feel that being with
patients sometimes can be the best support for them
(26). Therefore, understanding that patients on dialysis
require different types of social support has important
clinical implications. Health professionals could offer
intervention programs to improve social support based
on the patient needs, such as recommendations to appro-
priate programs like self-help groups (27) or educational
programs for psychological improvement (28). Unem-
ployment is common in patients; therefore, a job can be
a source of social support, and having a job contributes
to increased self-esteem (29). Finding a job can help pa-
tients. Psychosocial problems can contribute to conflicts
between patients and health professionals that could be
attributed in part to stressful conditions, including fre-
quent visits and prolonged waiting time in the dialysis
unit (30). Health professionals need to assess families to
recognize their needs and close partnerships with avail-
able social supports and networks to implement family
health promotion. They also need to encourage families
to use and enhance support networks (31). Public policies,
mainly related to the availability of benefits for patients
with chronic disease, should be imparted to the patient
and his/her family with clarity and in due time. Patients
and their families need to feel secure in communication
with health professionals. Health professionals'should
not make precipitated or prejudiced judgments about
family members' ability to understand. Available litera-
ture confirms conflicts, omissions and misunderstand-
ings between the family and health professionals, similar
to data found in this study. Relatives expect health pro-
fessionals to share information of their patient (32). The
core variable of our research is acceptance of the reality
of the conditions caused by disease. Our findings show
the importance of support for all patients in order to
improve their well-being: Support groups should play
an important role in planning social support and care
which can lead to better health outcomes. An environ-
ment must be created to ensure that support groups are
better organized to make them more effective in assist-
ing their members. This necessitates the collaboration
of governments, non-governmental agencies, organiza-
tions, and philanthropic individuals (31). This study can
help to promote inter-sectorial support and based on
the information in this article, health organization and
managers should play a leading role, creating supportive
polices. Further research is needed on the subject.

Acknowledgements

The authors would like to thank the participants’ inti-
mate cooperation and helpful participation of Taleghani

Iran Red Crescent Med |. 2014;16(3):e13748

and Emam Khomeini Hospitals as well as the nurses and
physicians for facilitating the data collection. The au-
thors also would like to thank Dr. Nasrin Shokrpour at
the Center for Development of Clinical Research, Namazi
Hospital for editorial assistance.

Authors’ Contribution

Nader Aghakhani developed the study design, conduct-
ed the interviews and analysis, ensured trustworthiness
and drafted the manuscript; Farkhondeh Sharif as the
supervisor participated in study design, supervised the
codes and data analysis process, and revised the manu-
scripts. Zahra Molazem and Hosein Habibzadeh as re-
search consultants participated in the study and advised
during the study. All authorsread and approved the final
manuscript.

Financial Disclosure

The Authors have no financial interests related to the
material in the manuscript.

Funding/Support

This research is a part of a PhD dissertation written by
Nader Aghakhani and was financially supported by Shi-
raz University of Medical Sciences-Grant No 6221.

References

1. Kimmel PL, Peterson RA, Weihs KL, Simmens SJ, Alleyne S, Cruz I,
et al. Psychosocial factors, behavioral compliance and survival in
urban hemodialysis patients. Kidney Int.1998;54(1):245-54.

2. Christensen AJ, Ehlers SL. Psychological factors in end-stage
renal disease: an emerging context for behavioral medicine re-
search. ] Consult Clin Psychol. 2002;70(3):712.

3. Theofilou P. Depression and anxiety in patients with chronic re-
nal failure: the effect of sociodemographic characteristics. Int |
Nephrol. 2011;2011:514070.

4.  Chilcot ], Wellsted D, Farrington K. Illness perceptions predict
survival in haemodialysis patients. Am | Nephrol. 2011;33(4):358-
63.

5. Gregory DM, Way CY, Hutchinson TA, Barrett BJ, Parfrey PS. Pa-
tients' perceptions of their experiences with ESRD and hemodi-
alysis treatment. Qual Health Res.1998;8(6):764-83.

6. Shi Z, Chen K, Liu Z, Ng A, Bracken WC, Kallenbach NR. Poly-
proline II propensities from GGXGG peptides reveal an an-
ticorrelation with beta-sheet scales. Proc Natl Acad Sci U S A.
2005;102(50):17964-8.

7. Uchino BN. Social support and health: a review of physiological
processes potentially underlying links to disease outcomes. J Be-
hav Med. 2006;29(4):377-87.

8. Merkus MP, Jager K], Dekker FW, de Haan RJ, Boeschoten EW,
Krediet RT. Predictors of poor outcome in chronic dialysis pa-
tients: The Netherlands cooperative study on the adequacy of
dialysis. Am ] Kidney Dis. 2000;35(1):69-79.

9.  Corbin |, Strauss A. Basics of qualitative research: Techniques and
procedures for developing grounded theory.United States: Sage Pub-
lishing; 2008.

10.  Glaser BG, Strauss AL. The discovery of grounded theory: Strategies
for qualitative research.United States: Transaction Publishers;
20009.

1. Streubert H, Carpenter D. Qualitative Research in Nursing. 4th ed-
Philadelphia: Lippincott Williams and Walks Co; 2007.

12.  Rounds KA, Israel BA. Social networks and social support: living
with chronic renal disease. Patient Educ Couns. 1985;7(3):227-47.



Aghakhani N et al.

13.

14.

16.

17.

18.

19.

20.

21

22.

23.

Schwarzer R, Knoll N, Rieckmann N. Social support. In: Kaptein A,
Weinman | editors. Health psychology.. Oxford: Blackwell Publish-
ing; 2004. pp.158-82.

McDonald I, Newell C. Measuring health: a guide to rating scales
and questionnaires. 2nd edNew York: Oxford University Press;
1996.

Weiss RS. The provisions of social relationships. In doing unto others.
Rubin Z editor. New Jersey: Prentice- Hall, Englewood Cliffs; 1974.
Polaschek N. Living on dialysis: concerns of clients in a renal set-
ting. J Adv Nurs. 2003;41(1):44-52.

House JS. Social isolation kills, but how and why? Psychosom Med.
2001;63(2):273-4.

Cook WL, Jassal SV. Functional dependencies among the elderly
on hemodialysis. Kidney Int. 2008;73(11):1289-95.

Carey EC, Walter LC, Lindquist K, Covinsky KE. Development
and validation of a functional morbidity index to predict
mortality in community-dwelling elders. | Gen Intern Med.
2004;19(10):1027-33.

Theofilou P. Self-reported functional status: An important predic-
tor of mental health outcomes among chronic dialysis patients.
European Journal of Psychological Assessment. 2013;29(4):276.
Koutlaki SA. Among the Iranians: A guide to Iran's culture and
customs.London: International Press: Boston; 2010.

Voutilainen P, Backman K, Isola A, Laukkala H. Family mem-
bers' perceptions of the quality of long-term care. Clin Nurs Res.
2006;15(2):135-49.

Tartaro |, Luecken LJ, Gunn HE. Exploring heart and soul: effects
of religiosity/spirituality and gender on blood pressure and cor-

24.

25.

26.

27.

28.

29.

30.

31

32.

tisol stress responses. | Health Psychol. 2005;10(6):753-66.
Drebing C, McCarty EF, Lombardo NB. Professional caregivers for
patients with dementia: predictors of job and career commit-
ment. Am J Alzheimers Dis Other Demen. 2002;17(6):357-66.
McGregor TJ. The use of Piaget's theory in Alzheimer's disease.
Am ] Alzheimers Dis Other Demen. 1993;8:16-21.

Jalali B. Iranian Families. 3rd ed. McGoldrick M, Giordano J, Garcia-
Preto N editors. New York: Guilford Press; 2005.

Tsay SL, Lee YC, Lee YC. Effects of an adaptation training pro-
gramme for patients with end-stage renal disease. ] Adv Nurs.
2005;50(1):39-46.

Davison KP, Pennebaker JW, Dickerson SS. Who talks? The
social psychology of illness support groups. Am Psychol.
2000;55(2):205-17.

Rasgon S, James-Rogers A, Chemleski B, Ledezma M, Mercado L,
Besario M, et al. Maintenance of employment on dialysis. Adv Ren
Replace Ther.1997;4(2):152-9.

Ginieri-Coccossis M, Theofilou P, Synodinou C, Tomaras V, Sol-
datos C. Quality of life,mental health and health beliefs in hae-
modialysis and peritoneal dialysis patients: investigating differ-
ences in early and lateryears of current treatment. BMC Nephrol.
2008;9:14.

Finfgeld-Connett D. Clarification of social support. ] Nurs Schol-
arsh.2005;37(1):4-9.

Pongjaturawit Y, Harrigan RC. Parent participation in the care
of hospitalized child in Thai and Western cultures. Issues Compr
Pediatr Nurs. 2003;26(3):183-99.

Iran Red Crescent Med . 2014;16(3):e13748



