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Sickle cell disease (SCD) is an inherited chronic 
disease characterised by low red blood count 
and infection. SCD taxes the cardiovascular sys-
tem and results in reduced exercise tolerance, 
delayed growth and sexual development. Ado-
lescence is a developmental stage with numer-
ous challenges, more so for adolescents with 
SCD. Adolescents who suffer from chronic pain 
due to the SCD are usually alienated from their 
peers and may also be victimised by them. As 
a result, adolescents with SCD commonly do 
not disclose their condition, which may lead to 
further alienation and stigmatisation by their 
teachers as well as their peers. There is a dearth 
of literature on the experiences of adolescent 
learners with SCD. The current study therefore 
sought to explore the experiences of adolescent 
learners with SCD as they pursue their educa-
tion. A phenomenological qualitative research 
design was used. The target population com-
prised adolescents with SCD, their caregivers 
and their teachers. The adolescents were ran-
domly selected from among those who attend 
the Sickle Cell clinic every Friday at the Univer-
sity Teaching Hospital. Purposive sampling was 
used to identify caregivers and teachers. In line 
with the phenomenological requirement of us-
ing small samples, 5 adolescents, 5 parents and 
5 teachers were used in order to more compre-
hensively capture their experiences. Semi-struc-
tured interviews were used to collect the data. 
The data from the interviews was analysed, 
coded and grouped according to emerging 
themes. The Interpretative Phenomenological 
Analysis (IPA) technique was used to interpret 
the experiences of adolescent learners with the 
SCD, as well as the experiences of parents and 
teachers. Among the adolescent learners the 
themes that emerged were: Being sick often; 
Repeating grades; need for extra lessons; and 
Teachers not understanding the SCD condition. 
Among the parents the themes that included: 
Children with SCD missing school often; Chil-
dren with SCD needing more attention in class; 
Need for Extra lessons, and Teachers not under-
standing sickle cell disease. Among the teach-
ers, the following were the themes: Parents and 
learners not wanting the SCD condition to be 
known; Lack of knowledge by teachers about 
the SCD; Need for learners with

Children with SCD missing school often; Children 
with SCD needing more attention in class; Need 
for Extra lessons, and Teachers not understand-
ing sickle cell disease. Among the teachers, the 
following were the themes: Parents and learn-
ers not wanting the SCD condition to be known; 
Lack of knowledge by teachers about the SCD; 
Need for learners with SCD to have individual-
ised attention during lessons; and Inadequate 
support given to learners with SCD in schools. 
The physical and psychological burden that SCD 
has on school attendance by adolescents, may 
have a bearing on their future employment 
prospects, ability to form healthy relationships, 
and may further lead to poor mental health and 
to the increase in health care needs. Based on 
these findings, the current study recommends 
that the Ministry of education pays particular 
attention to the plight of adolescent learners 
with SCD in schools so that they too can be giv-
en optimal chances to succeed.

Introduction
Sickle Cell Disease (SCD) is a chronic dis-
ease that is inherited. It is categorized as 
a disease accompanied by frequent pain, 
low red blood cell count, and infection [1]. 
People who have SCD produce abnormal 
type of haemoglobin, this is sickle haemo-
globin and is shaped like a sickle or oth-
ers would say, like a banana. Normal cells 
are shaped like a ring doughnut, and can 
move freely through blood vessels carry-
ing much needed oxygen to all parts of 
the body. In addition to all this, sickle cells 
clog the flow of blood and can break apart 
as they move through the blood vessels. 
Implying that, they do not deliver oxygen 
throughout the body as well as normal 
cells do. This means that a person living 
with Sickle Cell Disease (SCD) suffers 
with chronic, debilitating pain, also known 
as pain crisis, anaemia or even stroke. 
They also suffer from leg ulcers, avascu-
lar necrosis of the hip or shoulder; acute 
chest syndrome, organ failure and also 

vision loss [2]. 
From a global point, SCD occurs in ap-
proximately 300,000 births annually; it 
is mostly prevalent in malaria endemic 
parts of the world, primarily Africa, the 
Middle East and South Asia. In many Afri-
can countries, 10% to 40% of the popula-
tion carries the Sickle Cell gene, resulting 
in estimated SCD prevalence of at least 
20% [3]. 

The statistics on the exact number of peo-
ple living with SCD in the whole of Zambia 
are not very clear. However, the University 
Teaching Hospital (UTH) claims to have 
close to 4,000 people of all ages, with 
SCD who attend their Friday outpatients’ 
clinic. Changufu [4] wrote that in Zambia, 
17or more of every 100 indigenous Zam-
bians carries the sickle cell trait and about 
200 or even more out of every 10, 000 
births per year are infants who have SCD. 
According to his research findings [4], 
SCD is among the top diseases that leads 
to morbidity among children in countries 
where SCD is prevalent, most commonly 
in Africa and India. This genetic disorder 
is one of the causes of high morbidity and 
mortality. The recurrent pain and compli-
cations caused by the disease can inter-
fere with many aspects of the patients’ 
lives including their education, employ-
ment and psychological development. 

SCD can have a great impact on the pa-
tients’ psychological development. Psy-
chological complications in patients with 
SCD stem from the pain and symptoms 
that they suffer throughout the day and 
night, also in retrospect, society’s attitude 
towards the sufferer. There is a great deal
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more recognition of the psychological 
difficulties that take place because of the 
biological challenges that come with the 
disease. Due to the many stressful experi-
ences that commonly occur, children with 
SCD who have not suffered stroke may 
inadvertently be potentially prone to ex-
cessive anxiety, depression, moods, poor 
self-concept and difficulties with being 
accepted socially [5].
There are issues that affect their self-es-
teem and poor body images. The disease 
can also affect the physical appearance 
of adolescents. Small stature and delayed 
menarche and physical development, 
complications of SCD, can affect self-es-
teem and peer relationships. It can also 
limit the learners’ ability to take part in 
sport. This may lead to a feeling of not be-
longing which can affect their self–esteem 
[6]. Studies have identified a relationship 
between chronic disease and the adoles-
cents’ physical development. The com-
bination of psychological problems such 
as learning disabilities, small stature and 
chronic fatigue places children with SCD 
at a high risk of having problematic rela-
tionships [7,8] 
Sickle Cell Disease taxes the cardiovas-
cular system, or the circulatory system; 
which results in reduced exercise toler-
ance, delayed growth and sexual develop-
ment. Also, a majority of males with sickle 
cell anaemia are likely to experience ‘pri-
apism’ which is the painful or undesired 
erection that lasts from four to twelve 
hours. It occurs between the ages of 5 to 
40 [9]. 
Adolescents who suffer from chronic pain 
are usually alienated from their peers and 
may also be victimised by them. It is com-
mon for SCD adolescents not to disclose 
their condition, and this may lead to alien-
ation and stigmatisation by their teachers 
as well as their peers. There is a psycho-
logical and physical burden that SCD has 
on school attendance which may unknow-
ingly prevent the patient from getting any 
future employment and relationships; and 
may further lead to poor mental health 
and to the requirement of higher health-
care needs. Studies have shown that the 
most frequent psychological problems 
encountered by learners with SCD include 
an increase in anxiety, depression, as well 
as social withdrawal, aggression and poor 
relationships [10]. 
In addition to this, lower educational 
achievement, limitations in occupation, 
frequent truancy and psychiatric disorders 

have been noted. Symptoms of anxiety, 
including feeling tense, worry and fearful-
ness are prevalent in the adolescents with 
chronic illness [11]. These adolescents 
also face problems with parental and peer 
relationships are also a source of psycho-
logical distress for them. The severity of 
the disease also has a role to play in the 
academic performance of these children. 
Eaton, Haye, Armstrong, Pegelow and 
Thomas [12] came to the conclusion that 
adolescents who were hospitalised more 
frequently for pain missed a significant 
number of days from school as compared 
to the other adolescents. 
Another issue that is said to influence 
the academic outcomes of adolescents 
with SCD is how the family functions. It 
is quite possible that this factor directly 
affects the academic outcome of adoles-
cents with SCD. However, it is another 
factor that still needs to be researched. 
When we speak of family functioning, we 
are talking about the relationship between 
and among family members [13]. A fam-
ily that functions well is characterised as 
adaptive, cohesive, and low in conflict, 
organised and using good communication 
styles [14]. 
Children with chronic diseases that con-
stantly need management tend to remain 
dependent on their families for care and 
emotional support. A negative outcome 
of this is the overprotectiveness of the 
parents over their children. Parents’ anx-
iety and overprotectiveness can lead to 
restrictions of activities for the adolescent 
with SCD; which in turn leads to the re-
striction of autonomy that the adolescent 
desires. The manner in which parents re-
spond to a child can lead to anxiety and 
distress but can also lead to much needed 
support that the patient requires in order 
to gain confidence in their ability to cope 
with their disease.
A third aspect that should be taken into 
consideration when dealing with the psy-
chological impact of sickle cell disease 
on children is the attitude of teachers to-
wards them. There has been evidence that 
the teachers do not take the symptoms 
that the child has seriously because they 
think it is just an attention seeking tac-
tic or merely being disruptive [15]. It has 
been noted that children and adolescents 
with SCD often have a different set of feel-
ings from their peers and most of the time 
wish to hide their disease in order to avoid 
constant scrutiny, judgement and isola-
tion by peers. At times the SCD sufferer is 

called lazy when in fact they are just suf-
fering from fatigue due to anaemia.
The school environment is an important 
aspect of the child’s life. It is one that can 
help the child make sense of their illness 
and may even help them cope better. It 
is evident too that interaction with peers 
and teachers is beneficial to the adoles-
cent with SCD. It is possible that the pos-
itive attitude from their teachers will help 
the child handle their pain better and may 
even help them get through crisis better. 
Though there is little literature  in Zambia 
that has been published on this aspect, it 
is true to say that the coping with chron-
ic pain, can be handled better when oth-
er people are involved than when one is 
alone [16]. Teachers are an integral part of 
any child’s life and their positive outlook 
can help the child with their psychological 
issues.
A lack of understanding on the part of the 
school can create many difficulties for the 
child with SCD which in turn means that, 
the child may not achieve or attain their 
potential.  Teachers mostly are not able to 
deal with crises in school. Parents feel that 
teachers are ignorant and more often than 
not, misjudge their children in the sense 
that, they feel that these children exagger-
ate or even just pretend to be sick. About 
10% of parents do not tell the school the 
child has SCD [17, 18]

Method
The Phenomenological design was used 
in this study. This is because it focuses 
on how people perceive the world around 
them, and their experiences as they go 
through a phenomenon. The Phenomeno-
logical Research Design is concerned with 
what phenomenon would present itself as 
we interact with the world [19]. The target 
population comprised adolescents with 
Sickle Cell Disease, one or both their care-
givers (parents or guardians) and their 
teachers. These were drawn from the chil-
dren who attend the Sickle Cell clinic ev-
ery Friday at UTH. The parents were those 
of the adolescents and the teachers were 
those who have experience teaching ado-
lescents with SCD. The sample size con-
sisted of 5 adolescents, 5 parents and 5 
teachers. These were taken from UTH in 
Lusaka as the starting point. In line with 
the interpretive phenomenological anal-
ysis which seeks to capture participants’ 
lived experiences, the number of partici-
pants used had to be small [19].
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The adolescents who suffer from SCD 
were selected using purposive sampling. 
This is because there are close to a thou-
sand adolescents who attend the Sickle 
Cell clinic at UTH. However, the research 
design only required a small population. 
Purposive sampling was carried out to 
target the adolescents, care givers as well 
as the teachers of adolescents who suffer 
from SCD; one of whom was a guidance 
teacher (as this is the teacher to whom 
learners are most likely to report bullying 
and other challenges faced) [20]. This is 
because purposive sampling allowed the 
researchers to identify the respondents 
who fit the required criteria. The research-
er used semi structured interviews to cap-
ture participants’ experiences [21]. There 
were interview guides for the three groups 
of participants namely, the adolescent 
learners with SCD, their parents/ caregiv-
ers and their teachers. By using this type 
of interview, the researchers’ were able to 
steer the participants towards the discus-
sion that were deemed important for this 
project.

The data from the interviews were ana-
lysed, coded and grouped according to 
emerging themes.  Interpretative Phe-
nomenological Analysis (IPA) was used 
in this study. Through phenomenologi-
cal analysis a researcher produces and 
in many ways interprets the experiences 
that participants go through [19]. 

Findings
From the study conducted, a number of 
themes were generated that bring out the 
experiences that learners go through as 
they attend school. They reflect the expe-
riences that the adolescent learners have 
as well as those of their parents and their 
teachers. 
From the interviews that were carried out 
with the learners who suffer from SCD, a 
number of themes emerged that bring out 
the experiences that they have had. The 
themes are as follows: Being sick often; 
Grades are repeated; studies and extra 
lessons; Exemption from strenuous activ-
ities

ities and Teachers do not understand the 
condition.
From the interviews that were carried out 
with mothers, a number of aspects were 
brought out. These highlighted the expe-
riences that their children had as learners 
who suffer from sickle cell disease. The 
themes that were generated are as fol-
lows; Children with SCD miss school of-
ten; Children with SCD need more atten-
tion in class; Extra lessons and classes are 
repeated and Teachers do not understand 
sickle cell disease.
The themes that were generated from the 
interviews carried out with teachers bring 
out the perspective that teachers have 
about learners with sickle cell disease. 
The themes are as follows: Parents and 
learners not wanting the SCD condition to 
be known; Lack of knowledge by teachers 
about the SCD; Need for individualised at-
tention for children with SCD; Inadequate 
support given to learners with SCD in the 
schools. 



Table 1: Respondent groupings and identified themes
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Respondent Age/Grade of learners Identified themes

1. Adolescent learners (n=5) i. 16years – Grade 5
ii. 14 years – Grade 9
iii. 13 years – Grade 5
iv. 14 years – Grade 9
v. 17 years – Grade 11

• Concerns regarding being sick often and missing classes;
• Often being required to repeat certain grades due to 

poor performance; 
• Requirement for extra studies and lessons to catch up 

with peers; 
• Need to be exempted from strenuous activities; and 
• Lack of understanding from teachers regarding the con-

dition and the toll it takes on the learner.

2. Parents/Guardians  (n=5) - • Children with SCD miss school often; 
• Children with SCD need more attention in class; 
• Extra lessons are often required and classes are repeat-

ed; and
• Teachers do not understand SCD.

3. Teachers (n=5) - • Parents and learners do not disclose the SCD condition 
to teachers; 

• Lack of knowledge by teachers about the SCD; 
• Need for individualised attention for children with SCD; 
• Inadequate support given to learners with SCD in the 

schools
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Discussion
The study’s purpose was to find out the 
experiences of adolescent learners with 
sickle cell disease as they pursue their ed-
ucation. From the themes that have been 
generated from the interviews, a number 
of issues can be outlined, that were simi-
lar in all three respondent groups. The first 
is the theme of parents and learners not 
wanting the SCD condition to be known. 
Under this theme, it was revealed that 
teachers felt frustrated by parents and 
learners hiding the SCD condition from 
them. This did not help the teachers as it 
led to the child being treated in the same 
manner as other learners. A study by 
Afolayan and Jolayemi [22] brought out 
frustration by parents, while others never 
come to terms with their child’s condition. 
Hence, they are never ready to reveal their 
condition to teachers or society. 

I also feel that there are other teachers 
who do not know about this condition 
and so you find that because of govern-
ment policy, if a child misses school for 
two weeks, this teacher won’t bother to 
find out why the child has been absent, 
instead, they will just cross the child out 
of the register. So I think parents should 
also be talked to so that they inform the 
class teachers of their child’s illness and 
also help this teacher to understand ex-
actly the disease the child suffers from 
(Teacher 3).

Another theme is the need for individu-
alised attention and extra lessons. These 
learners miss classes more often than 
their healthy counterparts. This absentee-
ism affects their studies and their perfor-
mance.
… It’s not easy to study alone. I ask for 
help from friends. I even asked my mother 
to pay for extra lessons so that I can be 
at the same level as my friends… (Child 1)
I would…love that when he misses classes, 
teachers take it upon themselves to help 
him catch up. But this doesn’t happen. I 
have to go and ask the teacher to help him 
with school work. Usually, the teacher will 
first say that I should take him for extra 
lessons, but I cannot afford it (Mother 2).
One study [23] noted that the complica-
tions of SCD further set a student with 
this disease apart from the others and 
with this reduced quality of life,

which may in the end lead to a great deal 
of lost time from academic and vocational 
training.
Another pertinent theme is that of grades 
being repeated. This again stems from the 
fact that these learners miss school more 
often than their classmates. Ogunfowora, 
Olanrewaju and Akenzu [24] state that it 
is not possible for a learner to achieve ac-
ademic prowess if they are constantly ab-
sent from school. These learners are often 
in and out of hospital and so are not able 
to be part of the learning process as their 
peers would be. One mother narrated her 
experience:
She, (her daughter), suffered a stroke 
in 2017 so I had to make her repeat. She 
stayed at home for a whole year, she 
should have written her grade 12 exams 
last year (Mother 5).
The repetition of grades also affects the 
learners in that they are forced to make 
new friends in the new grade and so have 
to explain their condition again to these 
new friends. Because of this, it is not far-
fetched to conclude that, these children 
end up being isolated from their fellow 
learners.
The findings that have been presented in 
this paper bring out a number of issues 
that need to be considered. Adolescent 
learners with SCD need a great deal of 
support. From the analysis of the data col-
lected, it shows that parents do not want 
to expose their child’s condition, fearing 
that this same society would stigmatise 
them. There is also an aspect of the learn-
ers themselves not wanting to let society 
know that they have the SCD for fear of 
being stigmatised and side lined in vari-
ous aspects of their educational journey 
as well as in various school activities. 
Another factor is that not all the teachers 
who handle these learners understand 
what it entails to have this disease. It is 
one drawback for these learners. When a 
learner does not have adequate support 
while they are in school, their educational 
journey becomes difficult. The teachers 
hold the biggest key to the success of any 
learner, but more so for one who has a 
chronic illness such as sickle cell anaemia. 
Therefore, the teachers’ understanding of 
the disease and what a learner with this 
disease goes through, is important so 
that they can help these learners progress 
successfully. As stated in the report by 
Schartz [25], teachers who do not under-
stand SCD tend to be harsh

or treat learners with SCD with suspicion 
especially when the concerned learner 
is constantly tired, or unable to perform 
tasks given to him or her with the same 
dexterity as their counterparts.
From the interviews conducted with par-
ents, teachers and the adolescent learn-
ers, it became apparent that the learner 
who suffers from SCD require more at-
tention than the average student. They 
needed to be given more time to study 
and extra lessons outside of normal class 
time. These learners, require more atten-
tion from their teachers since most of the 
time during the term, they miss classes 
and have to find a way to catch up to their 
classmates.
The manner in which this adolescent 
learner with SCD is treated can affect 
their psychological demeanour and may 
then affect their self-esteem and self 
-concept. From the interviews the re-
searcher discovered that the aspect of 
missing school more often than not meant 
that the learner could not build meaning-
ful relationships with their peers because 
a bigger part of their lives is spent in bed 
at home or in hospital. This is an issue that 
affects their lives a great deal.

Conclusion
It would be prudent for teachers to be sen-
sitised on how to help these learners have 
a better learning experience. This will re-
quire the involvement of both the parents 
and adolescent learners, as well as dis-
closure of the condition to the teachers 
so as to enable them better understand 
the unique needs and challenges of the 
learners. Additionally, relevant authori-
ties, including the Ministry of Education, 
must look into the plight of these adoles-
cent learners with SCD and find ways to 
help both the learners and teachers such 
as support for the much needed extra les-
sons and sensitisation of the parents on 
the need to partner with school authori-
ties to help their children.
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