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Abstract Spirituality plays an important role in coping with chronic diseases. However,

the meaning of spirituality is not known in hemophilia, as a chronic disease. This study

aimed to explore the essence of spirituality in hemophilia patients. This qualitative study

with a hermeneutic phenomenological approach was conducted on twelve Muslim adult

hemophilia patients. The participants were selected using purposeful sampling. The data

were gathered through interview. Then, the data were analyzed using thematic analysis and

van Manen’s methodological framework. MAX.QDA qualitative software package 2010

was used to import the transcripts and analyze the data. Four themes were identified:

‘‘relationship with God,’’ ‘‘God as the fulcrum,’’ ‘‘strong religious beliefs,’’ and ‘‘spiritual

satisfaction.’’ ‘‘Relationship with God’’ meant ‘‘to ask God for help’’ and ‘‘praying for

oneself and others.’’ ‘‘God as the fulcrum’’ consisted of two subthemes, i.e., ‘‘hope in God’’

and ‘‘Trust in God.’’ ‘‘Strong religious beliefs’’ also included ‘‘belief in openness of God’s

mercy,’’ ‘‘belief in God and the omnipotence of God,’’ and ‘‘belief in creation by God.’’

Finally, ‘‘spiritual satisfaction’’ consisted of two subthemes, namely ‘‘accepting the
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providence’’ and ‘‘thanking the divine blessings.’’ Spirituality in hemophilia patients meant

having relationship with God who was considered as the fulcrum, strong religious beliefs,

and spiritual satisfaction. By understanding the hemophilia patients’ spirituality experi-

ences, the nurses and healthcare workers could provide holistic care focused on spirituality.

Yet, more studies are recommended to be conducted on hemophilia patients to explore

spirituality in other religions.
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Introduction

Hemophilia is an inherited genetic disorder that leads to spontaneous and trauma-related

bleeding as a result of clotting factors VI and XI insufficiency. This impairment leads to

joint damage and consequently arthropathy (Hochenberry and Wilson 2015). It also affects

the physical, social, and psychological domains of quality of life (Dolatkhah et al. 2014)

and results in many stresses in life (Binnema et al. 2014). Therefore, patients have to

develop coping strategies for continuing their lives (Binnema et al. 2014). Higher coping

capacity was associated with less psychological distress (Gaston-Johansson et al. 2013).

Spirituality, as a coping strategy, has been employed to cope with diseases (Targ and

Levine 2002) and stress (Cotton et al. 2009) in various religious traditions for a long time

(Targ and Levine 2002).

Spirituality was defined as ‘‘personal search to understand the final questions about life,

its meaning, and its relationship with sacredness or transcendence that may or may not lead

to the development of religious practices or formation of religious communities’’ (Luc-

chetti 2014).

Spirituality and religious coping present a framework for determining the experience of

serious diseases and even death (Daaleman and Vandecreek 2000). Spirituality has been

reported to improve psychological well-being, such as lower levels of depression, anxiety,

and hopelessness (Pargament et al. 1988), thus affecting physical health indirectly (Karekla

and Constantinou 2010). Moreover, greater positive religious coping leads to fewer

admissions in hospitals (Bediako et al. 2011) and more happiness (Lewis et al. 2005).

Pargament recommended that religion might provide faith and hope in human beings

(Pargament et al. 1988). It also increased pain management, affected the use of healthcare,

and improved the quality of life (Clayton-Jones and Haglund 2015). Furthermore, religious

coping increased the individuals’ psychological resources, such as sense of mastery and

self-esteem, and helped them make an interpretive framework or cognitive schema, such as

searching for and finding meaning (Siegel et al. 2001). Religious resources may also

increase emotional comfort and hope and provide a sense of meaning and purpose (Jenkins

and Pargament 1995).

Review of the literature revealed that a limited number of qualitative studies were

published on spirituality in chronic conditions, such as cancer (Lagman et al. 2014;

Rahnama et al. 2012) and sickle cell disease (Cotton et al. 2009; Cotton et al. 2012), as

well as in the patients who survived hematopoietic stem cell transplantation (Alaloul et al.

2015) and adults receiving blood and marrow transplants (Ragsdale et al. 2014). In a study

on Iranian cancer patients’ perception of spirituality, the three following themes emerged:

‘‘God as the spiritual truth (relationship with God and trust in God), moralities as a spiritual

sign (considering personal and social moral codes), and spiritual resources as the source of

hope (religious, personal, and social resources)’’ (Rahnama et al. 2012). Moreover,
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adolescents with sickle cell disease described their spirituality and religiosity experiences

as ‘‘spirituality and religiosity are sources for coping,’’ ‘‘influence of spirituality and

religiosity beliefs on health and illness,’’ and ‘‘sharing spirituality and religiosity with

healthcare providers’’ (Clayton-Jones et al. 2016).

The results of the previous qualitative studies indicated that the meaning of spirituality

and its essence seemed to be different in chronic diseases and in various backgrounds and

cultures. Moreover, although the positive effects of spirituality on health were reported in

some chronic conditions (Pargament et al. 1988; Karekla and Constantinou 2010; Lewis

et al. 2005), no studies have evaluated spirituality in hemophilia patients using qualitative

or quantitative approaches. Therefore, the meaning of spirituality in hemophilia patients

is unclear. As the meaning of spirituality in adult hemophilia patients is not known, a

study has to be performed to describe and interpret the experiences of spirituality in this

group of patients. This would be possible through a qualitative study and hermeneutic

phenomenological approach. Hermeneutic phenomenology is a method of reflection on

the fundamental structures of the lived experience of human existence. In other words, it

is the way to access the world as it is experienced reflectively. According to van Manen,

experiences seem to have their routes in the flow of every day existence. Additionally,

experiences are identified in the sense that we can recall, name, describe, and reflect on

them. In fact, experiences are recognized as experiences since they can be named and

described (Van Manen 2014). Therefore, by using lived experiences, this hermeneutic

phenomenological study aimed to explore the essence of spirituality in hemophilia

patients.

Materials and Methods

This qualitative study with a hermeneutic phenomenological approach was conducted in a

hemophilia center in Dastgheib hospital affiliated to Shiraz University of Medical Sci-

ences, Shiraz, Iran. The inclusion criteria of the study were being Muslim, aging 18 years

and above, speaking Persian, and being alert and oriented. On the other hand, the patients

with cognitive impairment, untreated mental illnesses, and other genetic diseases were

excluded from the study. The study participants included twelve adult hemophilia patients

with deficiency of factors VIII and IX selected through purposeful sampling. In order to

gain rich, deep, oriented, and strong information, the hemophilia patients described their

spirituality stories and the data were set as they reflected the sound of the patients and

revealed the spirituality experiences.

The hemophilia patients’ spirituality experiences were elicited through semi-structured

interviews. The interviews were conducted by the first author of this article in a conference

room in the hemophilia center. The interviews were focused on spirituality experiences.

The interviews started with ‘‘What are your spirituality experiences in living with

hemophilia,’’ ‘‘What is the meaning of spirituality in hemophilia patients’ lives,’’ and

‘‘How did you feel about spirituality in hemophilia patients’ lives.’’ The interviews were

continued according to the patients’ answers. Exploratory questions, such as ‘‘Can you

explain more,’’ ‘‘What do you mean,’’ and ‘‘Could you give me an example’’ were asked,

as well. The participants’ descriptions were audiotaped and transcribed immediately after

being listened to repeatedly and analyzed simultaneously with the process of data col-

lection. MAX.QDA qualitative software package 2010 was used to import the transcripts
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and analyze the data. It should be mentioned that each participant took part in one inter-

view lasting for 30–90 min.

Data collection was performed from March 2013 to July 2015. Data collection and

analysis were conducted until achieving rich information and the point where analysis

disclosed nothing new or different regarding the phenomenon (Van Manen 2014).

van Manen’s (1990) six-step methodological framework was used for data analysis.

First of all, we turned to the nature of lived experiences of spirituality in hemophilia

patients. Second, we investigated the experience as the patients live it. In this step, deep

interview was done with 12 Muslim hemophilia patients. The third stage consisted of

hermeneutic phenomenological reflection on the essential themes characterizing the spir-

ituality experiences. In this step, thematic analysis with holistic or sententious, selective or

highlighting, and detailed or line-by-line approaches was performed and reflection on

transcripts was done. The fourth step was hermeneutic phenomenological writing. In this

step, writing and rewriting were done. The fifth stage was maintaining a strong and

oriented relation to the spirituality experiences. In this step, focus was on research ques-

tions. The sixth and last stage consisted of balancing the research context by considering

the parts as well as the whole. In this part, the researchers always focused on research

question and assessed the part and whole of the experiences (van Manen 1990).

This study was approved by the Ethics Committee of Shiraz University of Medical

Sciences. Besides, informed consent was obtained for digital audiotaping of the interviews.

In doing so, the study objectives and the interviewing process were explained to the

participants. They were also informed that they could withdraw from the study at any time.

In addition, they were reassured about their anonymity.

The validity and reliability of this study were examined using van Manen’s explana-

tions. According to van Manen, the researchers determined if the phenomenological

interpretation of the spirituality meaning structure was valid and the phenomenological

themes emerging from the descriptions were appropriate and original. Based on van

Manen’s explanations, phenomenological study of the same phenomenon can be diverse in

different studies (Van Manen 2014). Therefore, our study, like other phenomenological

studies, was not reliable.

Results

This study was conducted on twelve Muslim hemophilia patients. The patients’ ages

ranged from 19 to 76 years, with the mean age of 36.25 years. Among the 12 patients

participating in this study, eleven were male and one was female. Besides, 66.67% of the

patients were married. Additionally, half of the participants had primary and secondary

school degrees. Most of the participants had hemophilia A (83.33%), and the disease was

severe in 50% of the cases (Table 1).

Spirituality experiences in hemophilia patients consisted of four themes, including:

‘‘relationship with God,’’ ‘‘God as the fulcrum,’’ ‘‘strong religious beliefs,’’ and ‘‘spiritual

satisfaction’’ (Table 2).

Relationship with God

‘‘Relationship with God’’ in the lived experiences of the hemophilia patients meant ‘‘to ask

God for help’’ and ‘‘praying for oneself and others’’ (Table 2). The adult hemophilia
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patients had a relationship with God and asked God for help at the time of physical

limitations for joints recovery. They also asked God for help for being healthy and not

having bleeding and disease complications. In addition, the patients asked God for help for

healing of themselves and other patients and meeting the financial needs.

One of the participants who was a 28-year-old man paralyzed for 15 years because of

the hip and both knees arthropathy talked about his request from God during this period:

sometimes, I nag to my God. I felt angry or became aggressive when I saw my legs

are paralyzed. I told my God if you liked me, I would never have these problems.

However, on those moments I became regretful because of this kind of communi-

cation with God. Then, I apologized God and I wanted God to help me. . . I always

wanted God to help me. I said, my God help me. From the bottom of my heart, I said

my God, I need help (P 6).

One of the participants talked about the time of hospitalization in childhood:

Table 2 Themes and subthemes
of the spirituality experiences in
the hemophilia patients

Themes Subthemes

Relationship with God To ask God for help
Praying for oneself and others

God as the fulcrum Hope in God
Trust in God

Strong religious beliefs Belief in openness of God’s mercy
Belief in God and the omnipotence of God
Belief in creation by God

Spiritual satisfaction Accepting the providence
Thanking divine blessings

Table 1 Frequency and per-
centage of the hemophilia
patients participated in the study

Variables Number (percentage)

Sex

Male 11 (91.67)

Female 1 (8.33)

Education levels

Primary school 4 (33.33)

Secondary school 2 (16.67)

High school and diploma 4 (33.33)

Academic 2 (16.67)

Marital status

Single 4 (33.33)

Married 8 (66.67)

Type of hemophilia

A 10 (83.33)

B 2 (16.67)

Severity of disease

Mild 2 (16.67)

Moderate 4 (33.33)

Severe 6 (50.0)
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I said, ‘‘God heal me so that I do not have to deal with these problems when I am

playing, falling down . .’’ . I said, ‘‘my God, discharge me form hospital so that I can

go home. . . When I see children with hemophilia, I say God heals you . . . heals all,

and heals me. God, you as the uniqueness, heal all people, heal me (P 8).

The participants had relationships with God by ‘‘praying for themselves and others.’’

They talked with God by praying for healthcare providers and their own family members.

Moreover, they linked with God by saying peace be upon Mohammad and his holy family

and requesting for improvement of their paralyzed legs. One of the participants who was a

53-year-old man prayed for himself and said:

I hope that if God gives a disease, honoring Imam Hussein Ibn Ali (as), He himself

heals us. . . OK, I said to God, God! Heal all of us so that the disease doesn’t affect us

(the patient raised his hands during the prayer), that we will not have problems, that

we will not need others (P8).

God as the Fulcrum

The second theme of spirituality in the lived experiences of the patients with hemophilia

was ‘‘God as the fulcrum.’’ This theme consisted of two subthemes, namely ‘‘hope in God’’

and ‘‘trust in God’’ (Table 2).

The patients’ expressions were full of ‘‘hope in God’’ for removing physical limitations,

achieving goals, ability to perform daily tasks, having a healthy child, and nonrecurrence

of hepatitis. One of the participants who had recently got married said:

I like to have a healthy boy. I always trusted in God. In general, when I am doing

anything, I always trust God. I start with hope, I remember Allah, and then I will do

the job (P 6).

The hemophilia patients had ‘‘trust in God’’ about healing from the disease, control of

hepatitis B, and not having hemophilia children. In this regard, one of the participants said:

We just have to trust in God. God will hopefully solve all people’s problems (P 8).

Strong Religious Beliefs

The third theme of this study was ‘‘strong religious beliefs.’’ This theme meant ‘‘belief in

openness of God’s mercy,’’ ‘‘belief in God and the omnipotence of God,’’ and ‘‘belief in

creation by God’’ (Table 2). The participants believed in a supernatural power (God) that

controls human destiny. Moreover, they had a strong belief in God. They believed that the

universe is made by God. One of the participants about his belief in God stated:

This means that God is merciful and compassionate. If He closes a door, He opens

thousands of other doors. I believe it. I always pray (Namaz). I believe that He can do

anything. Only God has the absolute power (P 8).

Spiritual Satisfaction

The fourth theme of this study was ‘‘spiritual satisfaction,’’ which consisted of two sub-

themes; i.e., ‘‘accepting the providence’’ and ‘‘thanking divine blessings’’ (Table 2). The

hemophilia patients’ descriptions of ‘‘accepting the providence’’ revealed hemophilia and
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hepatitis as a divine destiny. This implies that there was a philosophy behind suffering

from hemophilia. In fact, the patients were satisfied with God’s will for having this disease.

One of the participants who was a 76-year-old man said:

I mean I’m satisfied with God’s will. . . Everything coming from God is good. . . It is

a part of our destiny. It was God’s will that I have hemophilia. A leaf does not fall

from a tree unless with God’s order. This was also God’s will.

‘‘Thanking divine blessings’’ in living with hemophilia involved sense of gratitude to

God because of competency in self-management, not having AIDS, other diseases, and

complications in critical moments of life, and having appropriate socioeconomic status.

The hemophilia patients appertained God because of having the ability to control

bleeding in their complications, efficacy of infusion of the factor, having the ability to work

and walk, and having mobility and self-management capabilities. One of the participants

who suffered from severe arthropathy in one’s right knee and used crutches to move

mentioned:

Thank God. Thank God again. I can move and do my tasks, thank God. . . I always

say thank God (P 5).

The participants appreciated God due to the efficacy of infusion of the factor and not

having other diseases. One of the participants maintained:

Thank God because there were no self-injection factors in the past, but you can do that

these days. Thank God. You can stop bleeding easier and faster . . . Thank God. When I

compare the disease to other diseases . . . I thank God for thousand times (P 3).

A participant who was 21-year-old also explained his spiritual satisfaction in this way:

Thank God. Now that I’ve grown up, my life is better, the severity of my disease has

decreased … I thank God that I don’t have HIV. . . Thank God nothing happened to me

while I was on a trip. Thank God, God gave me both the pain and the treatment (P 9).

Discussion

Spirituality in living with hemophilia meant ‘‘relationship with God,’’ ‘‘God as the ful-

crum,’’ ‘‘strong religious beliefs,’’ and ‘‘spiritual satisfaction.’’ In every moment of life, the

hemophilia patients lived with remembrance of Allah, requesting God to help them,

praying for themselves and others, hope and trust in God, and strong religious beliefs.

However, review of the literature revealed no studies on spirituality in patients with

hemophilia; therefore, the findings were compared to those of similar articles. Spirituality

and religiosity, as coping mechanisms, in adolescents living with sickle cell disease

involved ‘‘interconnecting with God, interconnecting with others, interconnecting with

creative arts, scriptural metanarratives, transcendent experiences, and accepting and find-

ing meaning’’ (Clayton-Jones et al. 2016). In a study on sickle cell disease, the participants

reported high rates of religious attendance and belief in God, prayed often, and had high

levels of spirituality (finding meaning/peace in their lives and deriving comfort from faith).

Moreover, spirituality played an important role in coping with chronic diseases (Cotton

et al. 2009).

The results of the present study showed that the hemophilia patients had a ‘‘relationship

with God’’ in their lives. One of the meanings of spirituality is ‘‘relationship with God’’
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(Rahnama et al. 2012). In this regard (e.g., guidance and conversation with God), one of

the patients in the research by Walton and Sullivan maintained that ‘‘He’s my friend,

because I talk to Him like we’re really pals, although I know He’s God, He’s a pal-God.

He’s like the closest pal I know that I can talk to about the hardest things that I have to

think about’’ (Walton and Sullivan 2004). It was also reported that ‘‘God in a supportive or

emotional role helped patients, comforted them, and was there for and with them in times

of need’’ (Cotton et al. 2012). Overall, God’s support is a religious coping strategy in

which God assists, benefits, protects, and comforts (Pendleton et al. 2002).

Spirituality in the lived experiences of the patients with hemophilia also meant ‘‘God as

the fulcrum.’’ This theme consisted of two subthemes; i.e., ‘‘hope in God’’ and ‘‘trust in

God.’’ Spirituality / religion led to maintenance of hope and a sense of meaning and

purpose of life (Thune-Boyle et al. 2006). Religious beliefs might also mean days of illness

and hope for a better life and a desire to boost survival (Bussing et al. 2016). ‘‘Hope in

God’’ has also been often used in the holy Quran. In 18 Al-Kahf: 24, it has been stated that

‘‘And remember your Lord when you forget [it] and say, perhaps my Lord will guide me to

what is nearer than this to the right conduct.’’ Moreover, in various verses, Allah wants His

servants to have trust (3 Ali ‘Imran: 122, 160; 11 Hud: 123; 4 An-Nisa: 81; 33 Al-Ahzab:

3, and 5 Al-Ma’idah: 5, 11). In 5 Al-Ma’idah: 11, it has been mentioned that ‘‘And upon

Allah let the believers rely’’ (2016). In these verses, God wants His servants to trust him.

This helps them endure difficulties and God will help them. By these verses, the hemo-

philia patients always trusted in God through their difficulties.

In the current study, the hemophilia patients always asked God for help. In Quran, Allah

speaks about helping His servants and reminds them about the participants of the battle of

Badr ‘‘[Remember] when you asked your Lord for help and He answered you’’ (8 Al-

Anfal: 9) (2016). This verse indicates that if servants ask God, God helps them if He wants.

In our study, the hemophilia patients prayed for themselves and others. Praying, as a

very valuable activity, was also seen in the lived experiences of patients with cancer

(Lagman et al. 2014). Levine et al. showed that the women who prayed found positive

aspects in their experience with breast cancer (Levine et al. 2009). Langman et al. also

conducted a qualitative study and indicated that cancer patients prayed in their lives. They

believed that prayer in a variety of ways was a source of comfort and healing. In fact,

prayer, as an effective and powerful coping mechanism, helped participants to be calm,

reduce their fears, and derive positive meaning and strength from their experiences of the

disease (Lagman et al. 2014). In another study, patients with sickle cell disease prayed ‘‘to

get well, to keep from getting sick, and to get out of the hospital’’ (Cotton et al. 2012). One

other study on the lived experiences of sickle cell patients also demonstrated prayer and

spiritual activities as the major coping strategies. In that study, the participants believed in

God and prayed, particularly in case of exacerbation of their conditions. They also took

part in spiritual activities, including fasting and going to church for prayer meetings

(Forrester et al. 2015). Considering answers to prayers, God in Quran says ‘‘And when My

servants ask you, [O Muhammad], concerning Me, indeed I am near. I respond to the

invocation of the supplicant when he calls upon Me’’ (Al-Baqarah 2: 186) (2016). Thus,

the hemophilia patients with strong beliefs in God asked for help and prayed for them-

selves and others.

In the present study, one of the themes of meaning of spirituality in the hemophilia

patients was ‘‘strong religious beliefs.’’ ‘‘Believing that God chose me, affirming that my

life has a purpose, receiving spiritual encouragement, and experiencing strengthened faith’’

were four themes emerged from the meaning of use of religion and/or spirituality in adults

receiving blood and marrow transplants (Ragsdale et al. 2014). In fact, religion was
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effective in coping with the disease and might act as a buffer for some disease-related

stresses (Bussing et al. 2016). The hemophilia patients also believed in the omnipotence of

God, representing their strong religious beliefs. In many Quran verses, it has been

expressed that ‘‘He [God] is competent over all things’’ (11 Hud: 4, 8 Al-Anfal:41, 67 Al-

Mulk:1, 35 Fatir:1). In addition, the patients with hemophilia in this study referred to the

openness of divine mercy. ‘‘Say, Your Lord is the possessor of vast mercy’’ (6 Al-

An’am:147). It was also stated in 10 Yunus: 58 that ‘‘Say, in the bounty of Allah and in His

mercy, in that let them rejoice’’ (2016). God’s mercy has been pointed out in these verses

and the hemophilia patients believed in it.

Spirituality in the hemophilia patients also meant ‘‘spiritual satisfaction.’’ It consisted of

two subthemes, namely ‘‘accepting the providence’’ and ‘‘thanking divine blessings.’’

Thanking God for blessings in the lived experiences of the hemophilia patients referred to

the sense of gratitude to God because of self-management capabilities, not having other

diseases, appropriate socioeconomic status, not having complications in sensitive moments

of life, and not having AIDS. The hemophilia patients also appreciated God because of

having the ability to control bleeding and their complications, efficacy of infusion of the

factor, having the ability to work and walk, and having mobility and self-management

capabilities. In a study conducted by Levine et al. in 2009, one of the patients reported that

‘‘I praise you and I thank you and I praise you and every time thank you’’ (Levine et al.

2009). In addition, the patients in the research by Smith et al. stated that ‘‘when I get up, I

thank God because I have another day (Smith et al. 2012). In Quran, God wants His

servants to be always thankful for God’s blessings. In 31 Lugman: 12, it has been

expressed that ‘‘And We had certainly given Luqman wisdom [and said], be grateful to

Allah. And whoever is grateful is grateful for [the benefit of] himself. And whoever denies

[His favor], indeed, Allah is free of need and praiseworthy’’ (2016).

The findings of this study showed that the hemophilia patients’ lives were full of

spirituality. Yet, further researches are required to design a spirituality scale and evaluate

its psychometric properties. Other studies are also suggested to assess the effect of themes,

such as hope in God, trust in God, and religious beliefs on hemophilia patients’ health and

quality of life.

Conclusion

Spirituality in hemophilia patients meant ‘‘relationship with God,’’ ‘‘God as the fulcrum,’’

‘‘strong religious beliefs,’’ and ‘‘spiritual satisfaction.’’ By understanding the spirituality

experience of hemophilia patients, nurses can provide high-quality care focused on

patients’ unique spirituality needs. Moreover, they can communicate with and care for

patients based on spirituality and their belief in God. Yet, more studies are recommended

to explore spirituality in other religions.
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