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ABSTRACT
Introduction: Caring for patients with sickle cell is a challenging experience for their caregivers and family members. Objective: This
study was aimed at describing the caregiving suffering of the families of the patients with sickle cell anemia. Materials and Methods: In
this qualitative content analysis study, 22 home caregivers and patients with sickle cell anemia (SCA) were selected through purposive
sampling method. Data was collected using semi-structured interviews and managed in MAXQDA software. The steps proposed by
Graneheim and Lundman (2004) were used for data analysis. Results: Four classes - 1) costly treatment, 2) overwhelming care, 3)
stresses faced by the family, and 4) stigma - were obtained as a result of data analysis, which were placed in “family suffering” theme.
Conclusion: The results showed that the care suffering of the families with sickle cell patients exists in all aspects of life and the families
of these patients need specific and organized attention and support to reduce caregiving suffering and enhance family functioning.
Keywords: Care suffering, family, sickle cell, content analysis

Introduction
Sickle cell anemia (SCA) is a severe hemolytic anemia that is
caused by the inherited sickle hemoglobin gene, leading to
defects in hemoglobin molecule; therefore, in case of exposure
to low oxygen pressure, it becomes crystalline leading to
blockage in capillaries, veins, and vascular obstruction [1, 2]. The
prevalence of this disease in Iran is high in the provinces around
the Persian Gulf and Khuzestan [3, 4] and among the cities of
Khuzestan, the highest prevalence is observed among the native
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people of Khorramshahr [5].
Sickle cell is characterized by various acute painful crises, signs,
and symptoms that need daily care and sometimes aggressive
drug therapy [6, 7]. Given the family-centered nature of the
disease, care for a person with sickle cell is considered a
challenging experience for caregivers and their family members
[8-11]. A study in Nigeria indicated that the caregivers were
exposed to severe stress due to caring and risk of physical
problems affecting their ability in care for the affected person
[12]. Disease-related care suffering is among the most significant
problems considered in the field of research and treatment,
which refers to a certain extent of the problems stated by the
caregiver or patient's family [13]. Undoubtedly, in chronic
diseases, home care responsibilities, unpredictable medical
costs, and uncertainty about the patient's future cause physical,
economic, mental, and psychological problems to the patients
and their families along with disruption to social and
educational life. This will affect how the patient and his family
adapt to the disease [14].
Sickle cell leaves a profound effect on the patient life and
his/her family, but the focus of health caregivers is usually on
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was recorded and their nonverbal behaviors like eye contact and
the patient and his/her family members are not considered as
facial changes were noted and recorded as well. Collecting and
the ones helping the treatment process. This is while these
analyzing data were simultaneous and the interviews were
individuals undergo a difficult and painful process that needs
[15]
ended when the classes appeared and the data was saturated.
assistance and support as the health of caregivers and patients
Using the steps suggested by Graneheim and Lundman (2004)
are closely linked and caregivers can have an important role in
for data analysis, at the end of each interview session, all notes,
the health and well-being of patients with sickle cell. Literature
papers, and typed material were broken into the smallest
reviews indicate that studies on the care suffering of the families
semantic units or codes after repeated review and then the
of patients with sickle cell in Iran are limited and this issue has
initial codes were compared with similar codes placed in
rarely been considered in previous studies, with most of them
subclasses. Then, the notes were replaced by continuous
conducted as quantitative. Thus, lack of sufficient studies in this
comparisons of subclasses and based on their proportion and
regard renders qualitative performing of this study significant as
similarity, each one was placed within the main classes
the qualitative approach could help clarify ambiguous and
containing the main themes of the study with a degree of
deeper understanding of the phenomenon. Thus, there is a need
abstraction.
for qualitative research in this regard. Hence, the study was
Four proposed criteria by Lincoln and Guba were considered to
conducted to describe the caregiving suffering of the family
reach data accuracy and robustness [16]. A combination of
members of those with sickle cell anemia in the socio-cultural
interviewing techniques like interview and writing, time
and economic context of Iran.
integration including reviewing at different times, reviewing the
transcripts of the interviews and agreeing on the codes and
Method:
classes extracted by the research team were used to increase the
acceptability with regard to adequate time allocation for the
The study used a qualitative content analysis approach and was
interview, earning the participants’ trust and long-term
conducted in Shahid Baghaei Hospital 2, where the patients with
involvement with the data extracted for the interviews.
sickle cell and their families visited for care and treatment and
Moreover, corrective comments of the participants were used if
were available. The population was patients with SCA and
needed to eliminate any ambiguity in understanding what they
family caregivers. The participants were 22 home caregivers
intended.
and patients with SCA, who were selected using purposive
sampling. The inclusion criteria were having a physician
diagnosis of sickle cell, ability to communicate, and willingness
Results:
to participate in the study; and the criteria for selecting home
In this study, 12 patients (6 women and 6 men) and 10 home
caregivers were being a member or members with at least one
caregivers (7 mothers, 1 spouse, 1 father, and 1 brother)
year of care experience to the patients with sickle cell at home,
participated. The mean age of the patients was 29 years and the
the ability to communicate, and willingness to participate in the
mean age of caregivers was 47 years. The participants had
study and stating their experiences.
bachelor's degree (n = 3), associate's degree (n = 1), diploma
The researcher visited Shahid Baghaei Hospital 2 in Ahvaz after
(n = 4), and less (n = 9). Five participants were still continuing
obtaining permission and code of ethics and the written consent
their studies.
was completed after selecting the participants. The permission
Four classes - 1) costly treatment, 2) overwhelming care, 3)
was obtained from the participants after stating the purpose of
stresses faced by the family, and 4) stigma - were obtained as a
the study and the confidentiality of their information and the
result of data analysis as follows.
interview data, and interviews were conducted individually in a
comfortable location if they were ready to participate in the
study.
1. Costly treatment
Data was collected using semi-structured interviews. Initially,
1.1. High costs of health services:
the researcher asked some questions to get more familiar with
the participants and to establish a sincere and comfortable
The participants talked about health expenditure as one of the
atmosphere, and then more specific questions in line with the
problems after diagnosis:
purpose of the study were asked. The caregivers were asked
“The hospital is so costly to us right now. We have to pay a lot
questions such as “What pressures have you suffered in caring
when we are hospitalized and it is not free.” (Mother, 42 years
for the patient?” The patients were asked questions like “How
old)
has your illness affected the lives of your family members?”
“I was hospitalized for two nights just two days ago and they
Moreover, to increase the depth of the interviews, exploratory
charged me a hundred and something.” (A male patient, 38
questions like “What do your entourage say?” and “What costs
years old)
do you mean?” were used. Demographic information was
“Two of his joints have been worn out and have a joint
collected from each participant as well. The length of the
replacement. They tell us we have to take it without social
interviews was 45 minutes on average varying from 35 to 55
security insurance. It is really expensive to us...” (Mother, 29
minutes depending on the conditions of the participants. During
years old)
the interview sessions, all participants' verbal communication
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“We have to pay even to do MRI...” (A male patient, 35 years
“We heard a lot... Think about it, when there was a marriage
old)
issue, they even told my grandmother that we are a disabled
Patients and their parents also talked about buying medicines
family...” (A female patient, 27 years old).
“Our town is very small and everyone knows each other. When
and lack of insurance assistance.
someone comes to ask for her hand, they tell she is disabled and
“I have to buy hydroxyurea and folic acid pills, salbutamol, and
is good for nothing.” (A mother, 57 years old)
some other drugs.... Well, how can I pay for them? I cannot
buy them anymore as I have no money ...” (A female patient,
27 years old)
Table 1: The main and sub-classes forming the family
suffering

1.2. Transportation costs:
The financial problems made the patients and their families
suffer even when they visited the health center. In this regard,
the families stated:
“I brought him in. I paid 150,000 tomans as taxi fare to bring
him here.” (Father, 62 years old)
“... I get a million tomans a month, and I pay more for the car
and the taxi fare to take him here and away...” (A mother, 58
years old)
1.3. Financial poverty
Poverty and financial inability and also lack of proper housing
and employment are among the major pressures for these
patients and their families.
“We are financially poor, his father is unemployed, he wants
assistance and needs good food, but I cannot provide him with
those...” (A mother, 36 years old)
“Good nutrition is costly and my family cannot afford it ...” (A
male patient, 29 years old)

Subclass

High cost of hospitalization
High cost of health services
Hip joint charge financial load
Transportation costs
Costly medicines
financial poverty
High cost of diagnostic procedures
Difficulty of care for several
patients in one family
Interference of patient care with
everyday life
Failure to meet the needs of other
children
Losing family members' morale
Family psychological distress in
case of pain
Mother's crying during pain attacks
Disabled label by those around
Disabled label by relatives
Disabled human label
Incompetence Label

Main class
Costly
treatment

-----

Overwhelming
care

-----

Stresses faced
by the family

------

Stigma

Discussion:

2. Overwhelming care
Care for a sickle cell patient imposes a significant burden on
family members, which can be due to their responsibilities for
patient care and interfering with the routine care of the sickle
cell patient. Regarding this, the participants stated:
“My mother has three patients at home and she is bothered so
much and gets tired while caring for three patients ...” (A
female patient, 27 years old)
“Now my dad has to do my job in the shop and cannot do his job
and my mother leaves home to come with me” (A patient, 33
years old)

3. Stresses faced by the family:
A chronic illness like sickle cell causes many emotional and
psychological problems that affect family members.
“... Our major problem is just this: the pain that has plagued us
and has made us suffer...” (A mother, 48 years old)
“...When you see a loved one is suffering, so are you. When he
suffers, I suffer more... “(A mother, 56 years old)

4. Stigma
One of the major complaints of the participants was the
discrimination of the community, the different look, and the
labels given to the patients by those around:
160

Semantic units

The results of the study showed the problems and challenges
faced by family members of the patients with sickle cell in care
for them. One of the results is costly treatment, showing the
financial challenges faced by caregivers while receiving
hospitalization services, surgery, procedures, diagnostic tests,
and buying medicines. In the study by Kaoff et al., the majority
of costs associated with sickle cell (80.5%) were related to
hospital care [17]. Moreover, in many studies, such as the one by
Adgook et al., the costs needed for surgery for children with
sickle cell accounted for 5.5% of total annual costs and 16% of
annual revenues had been spent on diagnostic tests [18], which is
in line with the present study.
Long-term use of medicines in the patients with sickle cell and
the government's non-inclusion of the disease as a specific
disease, and thus, the need to pay for long-term medication
purchases have increased the severity of patients' economic
problems. In the study by Kaoff et al., 3.6% of the disease cost
was related to the prescribed medication [17].
Another care problem of the families was the transportation
cost of the patients to get health care. In the present study, as
the families often resided in rural areas or small towns in the
province and the only care center for these patients is located in
Ahvaz and in the center of the province, they had to spend
money though less to refer to the center, which could be a great
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portion of the budget of these poor families. In a study by
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