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ABSTRACT

Objectives: Despite the psychosocial and physical conse-
quences associated with sickle cell disease (SCD), the daily
lived experience of adolescents diagnosed with this disease
is a phenomenon rarely described. The objective of this
study was to explore the daily lived experience of adoles-
cents with SCD living in Lebanon.

Method: Twelve adolescents with SCD between the ages of
12 and 17 years were interviewed with use of a semi-
structured interview during a routine follow-up visit after
they were assessed as being pain free. Interviews were tran-
scribed verbatim, and thematic analysis was conducted.
Results: Adolescents with SCD experience a layered burden
consisting of physical, emotional, and sympathetic pain that
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affects much of their daily personal and social lives. Never-
theless, they seem to claim normalcy and to downplay their
pain and suffering in order to limit their caregivers’ distress.
Conclusion: These findings can be used to assist health care
providers in designing culturally sensitive interventions spe-
cifically designed for adolescents with SCD and their families
to enable them to better cope with their illness. J Pediatr
Health Care. (2015) 29, 424-434.
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Sickle cell disease (SCD) is the most common single

gene disorder worldwide, with different clinical mani-
festations in various ethnic groups and populations.
The term refers to a collection of autosomal-recessive
genetic disorders characterized by the hemoglobin S
(HbS) variant of the (-globin gene that is resistant to
malaria development and in which more than 50% the
hemoglobin-@ gene is replaced with HbS (El-Hazmi,
Al-Hamzi, & Warsy, 2011; Saraf et al., 2014). SCD
affects 1 in 500 African Americans and more than 30
million people worldwide, with predominance in
populations of the sub-Sahara, India, and the Middle
East (Inati et al., 2007; Khoriaty et al., 2014; McGann,
2014). There are different variants of the B-globin
gene in SCD, including but not limited to sickle cell
anemia, sickle-hemoglobin C disease, sickle beta-plus
thalassemia, and sickle beta-zero thalassemia, with
prevalence of certain variants types in particular ethnic
groups (El-Hazmi et al., 2011; Saraf et al., 2014). In the
Middle East population, different abnormal variants
have been identified, with each country having a
characteristic distribution and clinical presentation.
The tradition of consanguineous marriage in Middle
Eastern countries, which varies between 25% in
Lebanon to 60% in Saudi Arabia and 90% in some
Bedouin communities in Kuwait and Saudi Arabia,
is a major contributor to the multiplication of SCD
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(El-Hazmi et al., 2011). Although it is inherited geneti-
cally, the symptoms and course of the disease (HbS)
can be affected by environmental factors such as infec-
tions, nutrition, and socioeconomic status (Sanders,
Labott, Molokie, Shelby, & Desimone, 2010). Among
the hemoglobinopathies, SCD and (-thalassemia are
the most common and have the highest impact on
morbidity and mortality, with more than 330,000 infants
diagnosed annually. The World Health Organization es-
timates that 21.7% of people in the Middle East region
carry variants for either SCD or thalassemias (Modell
& Darlison, 2008; World Health Organization, 20006).
In Lebanon, a recent study found that among
newborns, 2.1% were found to have an abnormal
hemoglobin variant, with sickle hemoglobin being
the most common variant (84%) and carrier rates
being highest in Northern Lebanon (Khoriaty et al.,
2014). These estimates may be lower than the actual
incidence because of the early discharge of newborns
and lack of newborn screening at many institutions.
Compared with international data, the carrier rate of
sickle cell and other hemoglobin variants in Lebanon
is similar to Brazil (approximately 2%) but almost twice
that of Italy (1.2%) and lower than Saudi Arabia (1.3% to
21.3%) and Bahrain (11.2% to 16.4%; Haber et al., 2010;
Inati et al., 2007, Jastaniah, 2011; Makhoul et al., 2005).

SYMPTOMS OF SCD
The symptoms of SCD may occur during the first few
months of age or appear later during childhood
or adolescence; however, once they appear, the
symptoms persist throughout life, and there is no
cure. The clinical fea-

tures of SCD are The limitations
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Hildenbrand et al.,,
2014). The limitations placed on children with SCD as
a result of their disease often hinders them from

participating in sports and other school and
recreational activities, compromising their ability
to socialize and develop meaningful personal
relationships. School absenteeism is another chief
complaint in persons with SCD, with children missing
an average of 12% of the academic year and more
than one third of children missing at least 30 days.
Furthermore, adolescents with SCD perform worse in
school and on standardized tests compared with their
peers and siblings (Schwartz, Radcliffe, & Barakat,
2009). Other manifestations include and are not limited
to acute chest syndrome, bacterial sepsis, sequestration
crisis, aplastic crises, ischemic stroke, fatigue, and exer-
cise intolerability (Ameringer, Elswick, & Smith, 2014;
Chakravorty & Williams, 2015; Masuda, Cohen,
Wicksell, Kemani, & Johnson, 2011; Sanders et al.,
2010). Some of the typical clinical manifestations of
SCD such as jaundice, delayed puberty, or stunted
growth distinguishes and separates these children
from their peers and can contribute to low self-
esteem, poor body image, and behavioral problems,
especially in adolescence (Noll, Kiska, Reiter-Purtill,
Gerhardt, & Vannatta, 2010; Wilson & Nelson, 2014).

Although advances in medical technology have
increased life expectancy for persons affected by
SCD, the disease still greatly reduces life expectancy
and results in long-term psychosocial problems, espe-
cially in adolescents. In the United States, mortality
has decreased dramatically as a result of newborn
screening and better comprehensive care. The median
age of death in patients with SCD in the United States is
53 years for men and 58 years for women. A recent state-
ment by the World Health Organization indicated that
SCD contributes to the equivalent of 5% of deaths of
children younger than 5 years in the African continent,
more than 9% of such deaths in West Africa, and up to
16% of such deaths in individual West African countries.
Mortality rates in Lebanon and the Middle East are not
available; however, milder forms of the disease are pre-
sent in the Arabian Peninsula, which results in lower
mortality rates, and when patients receive comprehen-
sive care as they do at the Children’s Cancer Center in
Lebanon (CCCL), the mortality rate is comparable
with that of the United States.

QUALITY OF LIFE IN CHILDREN WITH SCD

Alarge body of literature has investigated the quality of
life of this population (Barakat, Patterson, Daniel, &
Dampier, 2008; Jackson, Lemanek, Clough-Paabo, &
Rhodes, 2014; Menezes, Len, Hildrio, Terreri &, Braga,
2013). An earlier study observed that children and
adolescents with SCD spend most of their time
enduring the chronic and acute pain events at home,
tend to underreport their pain levels, and tend to
dismiss the negative effects of SCD on their daily lives
(Fuggle, Shand, Gill, & Davies et al., 1996). Family char-
acteristics and dynamics can positively or negatively
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shape the quality of life of children with SCD. A sup-
portive, united and loving family can make a child
more determined to prevail over the more devastating
aspects of SCD (Barakat, Patterson, Daniel, &
Dampier, 2008; Raphael et al., 2013). In contrast,
mothers who have difficulties adjusting to their child’s
illness can cause the child to feel nervous, humiliated,
or guilty (Barbarin & Christian, 1999). Contrary to
most research findings, recent studies have found that
the quality of life of children with SCD was not lower
than that of healthy children (Constantinou, Payne, &
Inusa, 2014), nor was their academic performance
affected by school absenteeism (Ezenwosu, Emodi,
Ikefuna, Chukwu, & Osuorah, 2013).

Most previous studies used standardized measures
of psychosocial functioning to assess children’s percep-
tions of their illness, which may not be sufficiently
sensitive to capture the meanings that they give to
their experiences, especially when considering children
from different cultures. As Constantinou and colleagues
(2014) argue, proxy reports may be used to gain a more
complete picture of the children with SCD but should not
be a substitute for self-reports. In addition, several
studies that have assessed parental reports may not
reflect the true feelings and experiences of children
themselves, which may well differ from those of their
parents (Mufti, Towell, & Cartwright, 2015).

Although several studies have described the charac-
teristics of the Lebanese population affected by SCD,
their religious and geographic distribution, and their ge-
netic haplotypes, none has investigated the experience
of adolescents living with SCD. Such an inquiry is partic-
ularly important because their daily realities at this age
are important in shaping their overall psychosocial
development and may have an impact on their future ex-
periences and relationships. Furthermore, there is a
paucity of research globally on the lived experience of
adolescents with SCD, especially in countries where
the disease is rampant. Thus, the aim of this study was
to explore adolescents’ lived experience and daily life
with SCD in Lebanon to be better informed about the
care of these children and to augment their quality of life.

METHODS

Design

A qualitative phenomenological methodology using a
semi-structured interview was adopted to acquire deep
and rich information to allow contextualized understand-
ing of the unique experience lived by adolescents with
SCD. A central feature of phenomenology is a reliance
on qualitative empirical methods to gather lived experi-
ence descriptions, from which underlying patterns and
structures of meaning may be drawn (van Manen, 1998).

Participants
A purposive sample of 12 adolescents (ages 12 to 17
years) with SCD who presented at the pediatric private

and outpatient clinics of a tertiary care center in Beirut,
Lebanon, were asked to participate. A small sample size
enables researchers to make a detailed and rich inter-
pretation of the subjective experiences of each case
(Smith, Flowers, & Larkin, 2009). During the recruit-
ment period, 17 adolescents aged 12 to 17 years pre-
sented for follow-up appointments; 15 were clinically
determined to be eligible for the study, all of whom
agreed to participate and gave their consent. Three ad-
olescents did not show up for the interview, resulting in
12 participants (five males and seven females). Six ado-
lescents were Lebanese and six were Palestinian; all
were Muslim, from socioeconomic status backgrounds,
and had been diagnosed more than 5 years ago. Father’s
education was used as an index of socioeconomic
status, taking into consideration the educational level
of the Lebanese population (United Nations
International Children’s Emergency Fund, 2012).
Eleven participants had sickle cell anemia, and one
had sickle beta-plus thalassemia. Participants had to
be pain free during the interview as assessed by the
nurse (RS) using the numeric rating scale, which in-
volves scoring pain from a graduated spectrum ranging
from 0 (no pain) to 10 (worst possible pain; McCaffery &
Pasero, 1999). Adolescents who scored 0 on the
numeric rating scale were eligible to participate; adoles-
cents who scored 1 or higher were not recruited.

Setting

The CCCL at the American University of Beirut Medical
Center (AUBMC) was the setting for the study. The
CCCL is a regional center located in Beirut, Lebanon,
that is dedicated to the treatment of all children with
cancer and blood disorders regardless of race, sex,
ethnicity, or religion free of charge. CCCL is affiliated
with St. Jude’s Children’s Research Hospital in Mem-
phis, Tennessee, and works in coordination with the
AUBMC. The exact number of children affected with
SCD in Lebanon is unknown but is estimated to be
around 1,000, with the majority being Muslim and
residing in the northern and southern regions of the
country (Inati et al., 2007). The comprehensive sickle
cell program at AUBMC provides state-of-the-art care
to patients with this genetic disorder. Patients are seen
at regular intervals in a specialized clinic and undergo
health maintenance checks, including immunizations,
transcranial Doppler screening for stroke risk, ophthal-
mological checks, and other procedures and tests rec-
ommended for patients with SCD. In addition,
patients and parents are educated about the disease
formally and informally and are given a brochure in
Arabic that was developed at the center (Shahine,
Badr, Karam, & Abboud, 2015). With regard to treat-
ment, more than 60% of patients are taking hydroxy-
urea. Newborn screening in Lebanon is not
mandatory, but an option is offered to parents in most
University-affiliated hospitals.
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Procedure

Participants were screened during a routine follow-up
appointment, and those who were clinically determined
to be in a pain-free period by their attending nurse and
confirmed to be pain free by their physician were eligible
to participate in the study. Eligible children were ap-
proached and asked if they were interested in being
part of the study. The principal investigator (PI) met
with parents and children and provided information
about the voluntary nature of participation and indicated
that they and their children would continue to receive all
services, even if they did not participate in the study. The
information also stated that if they chose to participate,
they were free to withdraw during the interviews without
stating a reason. They were ensured confidentiality and
anonymous presentation of the findings. After this infor-
mation was provided, they were given time to decide
whether to participate. If they agreed to participate, the
parent signed a consent form and the child signed an
assent form. Recruitment and interviews were conducted
simultaneously from December 2011 to February 2012.
Ethical approval was obtained from the Institutional Re-
view Board of the American University of Beirut.

The Interview

Interview questions were presented in a semi-
structured format that allowed engagement between
the participants and the interviewer and flexibility to
tailor the interview to each adolescent’s responses
and experiences. A semi-structured interview guide
was prepared in both Arabic and English, because
some adolescents prefer to talk in English and are
able to express their thoughts and experiences in
English. The PI prepared the interview guide (see the
Box), guided by the sickle cell and health psychology
literature and in consultation with a clinical psycholo-
gist and a pediatrician (MA) who has been working

BOX. Interview guide

with children with SCD for more than 15 years. The PI
interviewed participants in the style of an open-ended
conversation guided by the semi-structured interview
to allow participants to talk about their experiences
and to ensure that their responses were not dictated
by a set schedule or question (Smith et al., 2009). The
questions addressed issues related to the experience
of the disease, school, family and peer relationships,
and sources of support. Interviews lasted between 45
and 60 minutes and were conducted alone with the
participant in a private room in the outpatient clinic. If
an adolescent expressed any distress during the inter-
view, the session was discontinued and the participant
was asked if he/she wanted to talk to his/her nurse or
social worker, who are available at the clinic, and
further referral was available.

Data Analysis

Thematic analysis was used to develop and validate
themes and codes and to interpret findings. Data from
the interviews were transcribed verbatim and audio-
taped. Audiotapes were reviewed by the PI and
compared with the transcripts by both the PT and a sec-
ond researcher independently to ensure trustworthi-
ness and accuracy. Data were analyzed using the
methods described by van Manen (1998): (a) the
researcher views the text as a whole and tries to capture
its meanings; (b) statements or phrases that seem essen-
tial to the experience under study are highlighted; and
(0) a detailed approach is used in which the researcher
analyzes every sentence. Initially a coding with similar
words and phrases was completed to organize the
data into categories, and then categories were
collapsed into themes that emerged in the transcripts.
To ensure rigor, the PI reviewed and consulted with a
second researcher (TDB) to ensure that the interpreta-
tion and description of the themes were similar. Any

Probes:

Tell me about your school day.
What do you do on the weekends?
Tell me about what you do for fun.

Probes:

Probes:
How do they help you?
Probes:

Who helps you when you are feeling
How do they help you?

e | would like to know more about your life and how you spend your time. Could you walk me through a typical day for you?

e In what ways, if any, has your iliness affected your life and any daily activities you have told me about?
In what ways (if any) has your illness affected your school work?
In what ways (if any) has your illness made it difficult to do some of the activities you’ve told me about?
e What kind of things make you feel better when you are feeling pain?
Who helps you when you are in pain? Parents? Friends? Teachers? Siblings?
e In general, how would you describe your mood/feelings on a typical day?

? Parents? Friends? Teachers?

e Is there anything else that you would like to tell me about living with your illness?
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differences between the researchers were discussed
until agreement was achieved (Graneheim &
Lundman, 2004).

RESULTS

Five main themes emerged: (a) pain, (b) school issues,
(©) psychosocial and physical limitations, (d) family asa
source of support and a source of guilt, and (e) divine
intervention.

Pain
Pain was the most common theme that emerged from
the interviews with all participants. Acute pain in sickle
cell crises, referred to as “kreeza” in Arabic, was
relieved by medications such as morphine, whereas
chronic pain was dealt with by acceptance, downplay-
ing the severity of pain,
and denial. The adoles-
cents had a shared ten-
dency to downplay the
severity of their disease
and pain and to accept
the illness as part of
their life. Some partici-
pants acknowledged
that they had been
“very sick” and experi-
enced a lot of pain in
the past but are
currently doing well.
However, when prompted, they changed their story.
Wafa, a 17-year-old female, said that the last time she
was sick was 8 years ago, yet when asked when her
last painful episode was, she said, “I had pain 2 months
ago and the pain was so bad I had to be hospitalized.”
Mohammed, a 16-year-old male, stated that he did
not have much pain; however, when prompted, he re-
vealed that he was in fact recently hospitalized for 2
weeks because of a painful episode of kreeza. Noor, a
15-year-old female, said:

The adolescents
had a shared
tendency to
downplay the
severity of their
disease and pain
and to accept the
illness as part of
their life.

There’s nothing much I can do. I don’t want to keep
nagging about my pain or ask myself when it will go
away because I know it’s here to stay. I just have to
live a normal life with my illness and accept that this
is how I'm going to be for the rest of my life.

Even though some children accepted the pain as part
of their lives or tried to deny its intensity, others indi-
cated that the pain often detracted from their ability to
have a normal childhood. Wafa (age 17 years) confided,
“I was sick a lot as a child. I missed a lot of school and
fun activities. I couldn’t run or play.”

All of the adolescents spoke of chronic and acute
pain as one of the defining characteristics of their dis-
ease and the root of other psychosocial problems.
Even when the pain did not directly intrude upon their
lives, it limited what they were able to do and shaped

how others viewed them, and even how they viewed
themselves. Jameela, aged 13 years, revealed that
because of pain in her legs, hands, and feet, she is
forced to use a cane to get around (i.e., she has chronic
pain). Noor (15 years old) sarcastically commented that
she was “living on morphine,” which was the only thing
that helped alleviate her pain. In some cases, the pain
and the symptoms of the disease had disabling effects
on the adolescents. When asked about his last pain
attack (kreeza), Kareem (age 14 years) elaborated:

When I start getting pain in my legs, sometimes I fall to
the ground and I can’t move any more. Last week I was
walking in the kitchen and all of a sudden I fell down
and couldn’t move because I had a very strong pain
in my leg. Yesterday, I had a very high fever, I felt fire
above my eyes, and I started having blurred vision,
vomiting, and dizziness at school; T had to be sent
home.

School Issues

All the participants expressed common difficulties they
face at school because it is difficult to have a chronic
illness such as SCD and be able to concentrate, attend
classes, and keep up with other students. Although
some participants did not admit that they were having
any difficulties at school and claimed they were as
“normal” as everyone else, when probed, they revealed
that they were struggling, failing, or required extensive
help outside of the classroom merely to pass.

The adolescents and the schools coped with these
problems in different ways. Some adolescents made
an extra effort to succeed, and others gave up. Some
school administrators and teachers provided additional
support, others offered little or no assistance, and some
offered an easy way out by giving unearned passing
grades and allowing students to cheat. All the partici-
pants mentioned that they had missed school as a result
of being sick or hospitalized, having appointments with
physicians, and experiencing a kreeza. Some of the ad-
olescents were absent for only a few days in the past
year, whereas others had missed an entire semester. Ab-
dullah, who was 12 years old, repeated the second
grade once and third grade twice, eventually dropping
out of school. He explained, “I used to miss a lot of
school days to come to the hospital and didn’t receive
much support from my teachers at schools, so I quit.”

Kareem (14 years old) explained that this year alone
he was hospitalized twice, each time for more than a
week, causing him to fail the first semester for the second
time. He stated in a matter-of-fact way, “I got used to it,”
indicating by his resignation that this would be the nature
of his school experience. In many situations the school
system was equally resigned to the students’ limitations,
often to the detriment of their actual learning. When
asked how she kept up with school considering her
long hospitalizations, Nadia (age 15 years), who is
currently in the 9th grade, explained that she relies on
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her younger sister (who is in the same grade as she is) for
help, and in addition, “Sometimes I don’t take the exams
but I still pass. Sometimes they don't take into account
my test scores and give me grades before I even take
the exam. Sometimes they inflate my grade, sometimes
they don't, they just let me pass.”

Most of the participants mentioned that their friends
were a source of positive reinforcement, bringing them
homework and helping them catch up on what they
had missed. Many of the adolescents mentioned that
they kept up with school through illicit methods such
as copying their friends’ homework or cheating in order
to pass examinations. Whereas most adolescents
passed their school examinations or their grades, others
dropped out of school entirely. Wafa (age 17 years) re-
called that she was absent a lot because of complica-
tions from her illness and dropped out; however, she
stressed that had she kept trying, she would have
passed: “My biggest regret was not trying hard enough
to stay in school.”

Psychosocial and Physical Limitations

Apart from the pain they experienced and school prob-
lems, the psychosocial and physical limitations of SCD
appeared to have a significant effect on the adolescents.
Even when they were not having pain, restrictions from
participating in normal activities served as a painful
reminder of their illness. This restriction produced not
only a physical sense of isolation but also social and
psychological isolation. Most of adolescents rejected
the idea that their disease created any limitations or
encumbered them in any way; for example, Dani, age
17 years, adamantly asserted, “I can do anything I
want to!” However, despite their declarations of
normalcy, as the interviews continued, participants re-
vealed several limitations imposed on them by the dis-
ease. For example, almost all of the adolescents
lamented that they could not play sports or join in any
physical activities. Ali, age 16 years, mentioned that
he is unable to run or jump for very long and that he
desperately wants to participate in these activities but
cannot. Rana, age 12 years, remarked, “I can’t do sports
because I'm afraid I'll fall down. Sometimes I play but I
can’t put in too much effort.”

Restrictions and limitations caused a great deal of
sadness and frustration among the adolescents and
created an isolated environment. Most were vaguely
envious of those who could partake in activities without
any constraints. For some adolescents, separating
themselves from the activities was a coping mechanism.
Because Jameela (age 13 years) was not able to run,
swim, or play sports, she did not go to any of these ac-
tivities: “I don’t like watching people do things I can’t,
so Iavoid these types of activities. I see my friends play-
ing, running, and I can’t even walk easily.”

Other participants, like Mohammed (age 16 years),
shifted the focus from the fact that he could not play

sports to assertions that he did not even want to play
sports: “I'm extremely tired, and T don’t want to engage
in any activities. I have no energy to go out, so instead, I
spend a lot of time at home watching television or play-
ing video games, which I prefer anyway.”

A few adolescents mentioned that they had to take
special precautions at school because of their disease,
distinguishing and isolating them from their classmates.
Miriam, age 12 years, had to come to school earlier than
her classmates and she could not leave until all of the
other students had left for fear of being accidentally
pushed or shoved by her classmates. She recalled that
after she got pushed one time, her teachers took extra
care to protect her: “For my own protection, my teach-
ers did not allow me to go to the cafeteria during lunch
time or to participate in recess.” Her sadness and isola-
tion were evident, and she regretted having to miss out
on school activities that were fun: “Sometimes when I'm
sitting alone, 1 see my friends playing, running, or
competing in sport games, and they beg me to play
with them, but I have to say no because I'm sick.”

Kareem’s younger sister Rana (age 12 years), who
also has SCD, shared a similar experience. However,
Rana coped with her physical restraints differently,
working around her limitations to create a sense of
normalcy: “I don’t mind missing the exercise class at
school because at home I feel safer and no one pushes
me around, so I do the exercises at home in order to stay
healthy and strong. I remember the exercise moves that
the teacher shows us at school and I go home and do
them.”

Parental overprotection, another common theme
that emerged throughout the interviews, also limited
the adolescents’ social and physical activities. Myriam
(age 15 years) was not allowed to go on long-distance
trips or to visit with friends because her father was
worried about her health. Another participant named
Myriam (age 12 years) confided:

“My family often went on long trips by car and some-
times by plane to interesting places that I dream of
going but I am not allowed to go because my mother
is afraid T will get a “kreeza” and they would not
know what to do with me. So instead I stay with my
aunt or uncle, it is not really fair.”

Family: Source of Support and Source of Guilt

All participants had parents, grandparents, uncles,
aunts, and siblings who helped with their needs, as is
traditional in Middle Eastern countries (Azar & Badr,
2010). The primary support for adolescents came
from family members, especially mothers, who were
identified as the primary caregivers; they provided
comfort, helped with activities of daily living, and assis-
ted with medical treatments. Noor (age 15 years)
described how important her mother had been in help-
ing her endure her hospitalization: “She helps me walk,
go to the bathroom, and go to the play room, and when
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I'm hungry she feeds me because it’s difficult for me to
feed myself because my IV gets in the way.”

Abdullah (age 12 years) mentioned that his mother
helped him by delivering pain medications when
needed:

My mother organizes and gives me all of my medica-
tions, and when I am in the hospital she yells at the
nurses if I don’t get my pain medications on time. She
even tells me stories and jokes to cheer me up and to
take my mind off the pain.

The adolescents recognized not only the caregiving
efforts that their mothers provided but also the toll
that this effort placed on them. The feeling that their
mothers and loved ones were suffering because of
them was accompanied by a feeling of guilt that mani-
fested in a number of ways, such as downplaying their
pain and sadness. Abdullah (age 12 years) said,

“My father looks so sad when I'm sick, which worries
me, so I tell him jokes and try to avert his attention away
from my illness and pain.”

Wafa (age 17 years) was very concerned that her
mother had to deal with two brothers as well as herself
with SCD: “I feel sad for her because she’s always in the
hospital. She brings one brother back home and then
takes the other one. We always get sick after each other
and she never gets a break.”

When hospitalized, Kareem’s awareness and sympa-
thy for his mother’s plight is evident:

I get the saddest when she’s slept all night on the floor
and she wakes up with a backache. When I see this, I
feel that she’s getting too tired for us and we have to
do everything for her because she’s sacrificing so
much. So I call my grandma to come to the hospital,
so my mom can go home to rest. When she comes
back, I make her sleep next to me in the bed. I don’t
let her sleep on the floor anymore.

For Mohamed (age 16 years), the financial burden of
his disease weighed heavily on him:

“They are worried about me, and sometimes they
don’t have enough money for my treatment, so they
get sad. My father is a farmer and sometimes he is not
able to sell his produce. T can’t wait to grow up, work,
and help him.” His sense of responsibility to help his
family and ease both their physical and financial bur-
dens is palpable.

Several adolescents mentioned that their siblings
who also had SCD were a source of support because
they shared similar experiences. Wafa’s 16-year-old
younger brother has a more severe form of SCD, which
has created a close bond between them: “We get along
very well because we share the same illness. We spend
most of our time together and we tell each other every-
thing.”

Rana (age 13 years) has two siblings with SCD who
are one another’s support system. When one is sick or
has a crisis, they distract each other:

We take turns trying to distract each other and joke, to
help each other forget the pain. One time my brother
and I got sick at the same time and we were both
admitted into the same hospital room; it was the first
time I was not afraid but felt safe because he was with
me.

The support and empathy that the adolescents felt for
their sick siblings was also a burden for them. For
Ahmed (age 14 years), it was apparent that his older sis-
ter, who also has SCD, was devastated that he too had to
endure her disease:

When I am sick she gets sad for me. I know because she
starts crying. She knows more about my illness than my
mother. She tells my mother what 'm really feeling; she’s
always tending to my needs and is always there for me.

Divine Intervention

There was a general feeling of accepting the illness as
part of God’s (Allah’s) plan. None of the children
mentioned that their disease was a punishment. Rather,
most relied on Allah to cure them and their loved ones
and they shared their faith in God. When asked how he
felt when his sister was sick, Dani, age 17 years,
confided: “Sometimes 1 get really sad and I don’t
know what to do to help, so I pray to God to cure her.”

When the grandmother of Kareem (age 14 years) was
sick, he shared his feelings:

“My grandma had an operation. I thought about how
she may have pain because when I was sick I was in so
much pain, so I said, ‘God be with her and let her be
well; she is in pain just like I am.””

Other participants wondered why it was they who
were sick. Wafa (age 17 years) admitted that she wished
that someone else had been sick instead of her: “When I
get sick, it’s difficult and I ask myself, why me? Why not
someone else? I thank God a lot but I still get upset. My
mother keeps telling me to keep my faith in God.”

A common word that children used and that is com-
mon in the Arabic culture is “Inshallah” (“God
willing”). Myriam (age 12 years) shared, “Inshallah,
when I am better next year I can go with my family
on a trip to Italy,” whereas Mohammad said, “When I
get the kreeza T have a great deal of suffering, but
what do I do? I sit quietly, call upon God, recite prayers
from the Quran, and say, ‘Inshallah, tomorrow I will be
better’.”

DISCUSSION

This exploratory study investigated the daily lived
experience of adolescents with SCD in Lebanon. In
contrast to much of the research conducted on SCD,
which has focused exclusively on physical complica-
tions of the disease and the quality of life of adolescents
and coping mechanisms as reported by parents, our
study sought to examine the daily reality of adolescents
living with SCD from their own perspective. It
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attempted to look more deeply at how they live their
lives, the challenges they face, their hopes and dreams,
their fears and vulnerabilities, how their sickness makes
them feel, and how it affects their personal relation-
ships. To our knowledge, no previous research has
investigated the daily reality of adolescent SCD patients
in the Middle Eastern region, nor has there been a
regional study that has looked at the topic from the ad-
olescents’ own perspectives, although a recent study in
Jordan investigated the experiences of Jordanian chil-
dren with malignancies (Al Omari & Wynaden, 2014).

The perspectives of the adolescents themselves were
a vital aspect of our research methodology. Although
parents can offer valuable insight into the impact of
SCD on their children’s lives (Panepinto, O’Mahar,
DeBaun, Loberiza, & Scott, 2005), our study found
that in addition to the five main themes, there was a ten-
dency among the adolescents to downplay their own
suffering and assert their normalcy to make those
around them feel better and to use jokes to distract
from the pain. These findings were not reported in
studies with parental reports, which indicates that a
child’s lived reality may be different. However, a recent
qualitative study with eight adolescent boys with SCD
in London likewise noted that assertions of “normality”
were common and seemed to counteract social disad-
vantages associated with disability (Erskine, 2012). Un-
like in our study, a qualitative study with young
Portuguese children with thalassemia found that chil-
dren admitted to being powerless in relation to their
illness (Mufti et al., 2015).

Pain was the most common theme that emerged,
which is consistent with several studies with different
populations using both quantitative and qualitative
methods. Studies have consistently reported that living
with SCD is a painful and isolating experience for chil-
dren that is managed by narcotics and by using a range
of coping strategies (Al Jaouni, Al Muhayawi, Halawa, &
Al Mehayawi, 2013; Panepinto, Torres, & Varni, 2012;
Stegenga, Ward-Smith, Hinds, Routhieaux & Woods,
2004). What is new in this study is the use of jokes as
a coping mechanism to divert attention from the
painful crisis as mentioned by two participants—a
finding that warrants further exploration with other
populations.

There was a general tendency for adolescents to
downplay their pain and to seek to be perceived as
“fine” and “normal.” This finding is consistent with
two earlier published qualitative studies in the United
Kingdom (Erskine, 2012; Fuggle, Shand, Gill, &
Davies, 1996). Fuggle and colleagues (1996) noted
that adolescents tended to underreport their pain levels
and dismiss the negative effects of SCD on their daily
lives, which could be a coping mechanism in order to
avoid blood tests and possible hospitalizations,
whereas Erskine (2012) found that some boys claimed
to miss medical appointments and not to take their rec-

ommended daily medication, which he surmised to be
awish to maintain an ordinary teenage life. We likewise
conjecture that this dismissal and denial of the negative
effects of their disease reflects a palpable yearning for
normalcy among participants, or at least the need to
create a normal image of themselves in front of others.

Our study confirms the negative impact that SCD has
on adolescents’ school performance and school absen-
teeism, which is supported by several earlier studies
(Day & Chismark, 2006; Schwartz et al., 2009;
Stegenga et al., 2004). Although most earlier studies
stressed the negative consequences of missing school
days, in this study we noted how the school system or
the teachers can support or challenge children with
SCD in dealing with their schooling. One earlier
qualitative study with 10 African American children
noted that some children expressed the positive
impact of missing school and getting treated
differently by teachers and classmates (Stegenga et al.,
2004). Children will fare and adapt much better when
their teachers acknowledge their illness and work
with them to enhance their learning. Our study noted
that adolescents who are not supported in their studies
can adapt by using unethical measures such as cheating
to pass their examinations. Those who admitted to
cheating viewed it as a survival mechanism, and as
such they felt no shame about it. Our findings highlight
the need to respond to the special needs of adolescents
with SCD in the educational system. Limitations in
school and poor performance had a significant impact
on adolescents who desire to succeed.

Consistent with earlier studies in Canada, Pakistan,
and Nigeria, among others, our findings noted that ad-
olescents and their parents adopted a cautious lifestyle
to manage SCD, such as staying at home and not
engaging in any sports activities, which exacerbated
the isolation and frustration of the adolescents
(Burnes et al., 2008; Mufti et al., 2015; Tunde-
Ayinmode, 2007). However, unlike in previous
studies, none of the participants mentioned that he or
she was bullied or marginalized (Erskine, 2012).
Although this lack of bullying and marginalization
may be a true reflection of what is happening in their
lives, it may also be that participants are reluctant to
disclose any bullying in order to feel accepted by peers.
It may also be that children in Lebanon are more
tolerant of their colleagues with disabilities.

Although the literature establishes that SCD imposes
psychological and physical burdens on the family, it
does not delve into the deep sense of guilt and sympa-
thy that was revealed among the adolescents in our
study. Adolescents appear to have developed a deep
sensitivity and empathy that affected how they viewed
and understood the suffering of their loved ones, partic-
ularly their siblings who also had SCD. The dual role of
being siblings and having SCD offered a primary source
of support but also additional pain, creating yet another
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layer of burden the adolescents were forced to bear,
one that undergirds much of their daily personal and so-
cial reality. This unexpected finding deserves further
research and attention.

As noted in two recent qualitative studies, one with
19 African American children (Cotton, Grossoehme &
McGrady, 2012) and one with 12 Pakistani children
(Mufti et al., 2015), we found that participants relied
on God (Allah) to provide cure and comfort. Religion
and prayer have been found in many studies to be an
important coping resource (Cotton et al., 2009). This
use of faith as a coping mechanism is even stronger in
the Muslim religion in which Allah is the ultimate au-
thority on health and illness. This belief may provide
children with ways to better cope with their illness
and put their helplessness into perspective. This finding
is somehow different from the findings in the study by
Cotton et al. (2009) in which 31% of adolescents said
that the devil made the SCD happen and 36% ques-
tioned God’s love for them. The opposing results could
be explained by the fact that all the children in our sam-
ple were of the Muslim religion, because fatalism and
accepting God’s ultimate providence is greater among
Muslims than among Christians (Acevedo, 2008;
Littlewood & Dein, 2013). Religious practices such as
prayer may create feelings of relaxation that directly
alter the physiological experience of pain and warrant
further investigation (Wachholtz, Pearce, & Koenig,
2007). Our findings underscore the importance of
considering religious/spiritual issues and how they
relate to coping and ultimately caring for children
with a chronic illness such as SCD.

Limitations

Although this study is the first to explore the daily lived
experiences of adolescent patients with SCD in
Lebanon and a number of methods were used to
enhance rigor, relevance, and the validity of the results,
a few limitations are worth mentioning. First, the study
included a small, homogeneous, purposive sample in a
single setting, which does not allow for generalizations,
although it is a preferred method to gain insight into ad-
olescents’ lived reality with SCD in Lebanon. Second,
the respondents were self-selecting, which may have
included a group of adolescents willing to articulate
their experiences but who may not be typical of all ad-
olescents with SCD in Lebanon.

Clinical Implications

Given the extensive pain and isolation in the daily lives
of children with SCD, social skills programs that include
assertiveness training and problem solving could be
valuable in mitigating the negative social conse-
quences. In particular, disruption to their education re-
quires stronger connections between health centers
and schools to ensure that teachers and other children
have sufficient information about SCD so that these

children do not become isolated. Adolescents in this
study were aware of the hardships of their disease
and the burden it placed on their families. As such,
they often downplayed down their own pain and
suffering to limit caregivers’ distress. This finding has
significant public health implications because it pro-
vides a starting point for educational interventions tar-
geting parents, caregivers, and health care
professionals who interact with these adolescents.
Effective interaction and communication between
health providers, teachers, parents, and children with
SCD may potentially help children confront their anxi-
eties and relieve them of the burden of guilt. The find-
ings of this study shed a light on the importance of
listening and being aware of adolescents’ experiences
with SCD on the part of health care providers in order
to provide extra attention and support. The need for
children with SCD to feel normal should encourage
health providers to create initiatives outside traditional
clinical settings, where they could more readily identify
as normal teenagers (Lunn, 2009).

CONCLUSION

Our study delineates a number of issues for further
examination, including a deeper exploration of the psy-
chosocial burden car-

ried by adolescents ...an

with SCD. In particular, understanding of

an understanding of the sense of gU”t

the sense of guilt that ;

the sick adolescents that the sick

feel about the burden adolescents feel

they place on others about the burden

can inform caregivers

about how to confront they place on

and allay these feel- others can inform
caregivers about

how to confront

ings. Because SCD is a
chronic disease, longi-

and allay these
feelings.

tudinal studies could
be conducted to mea-
sure the psychological
impact of the disease
and its burdens in the
long term and how it affects the familial relationships
of patients with SCD over time.

Moreover, more research should be conducted on
the relationships between siblings with SCD and the ef-
fect they have on each other’s lives, as well as the effect
of religion on the endurance of pain and the disease.
Because SCD is a genetic disease, single households
often have several members living with SCD. More
research can determine the type of tailored health inter-
ventions that could be designed for families that have
multiple members with SCD to enable them to better
harness this vital built-in social support to relieve
some of the psychological pressure faced by persons
with SCD.
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