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Background: Sickle cell disease (SCD), a disease characterized with abnormal
red blood cell morphology and is associated with diverse clinical manifestations
and contribute to many psychosocial problems like social stigma, strained
relationships and reduced self-esteem. SCD is highly prevalent in Sub-Saharan
Africa, with Nigeria having the largest burden. This qualitative study is aimed at
exploring possible psychosocial and academic challenges associated with sickle
cell disease among undergraduates in Nigeria.

Methods: From September 2023 to February 2024, the authors conducted an
exploratory descriptive study using in-depth interviews among 22 undergraduate
students with SCD at Bowen University, Osun State, Nigeria, employing an in-
depth interviewer guide. Ethical approval was obtained from Bowen University
Ethical Review Board prior to the conduct of the study. The data was analyzed
using inductive thematic analysis.

Results: Six (6) distinct themes emerged from the research data and each of the
themes was linked to the study objectives. Many of the participants expressed
disruption of academic activities by frequent SCD crisis. This negatively affected
their academic performance, and sometimes led to feelings of frustration.
Furthermore, the recurrent battles with pain due to vascular occlusion took
a toll on their emotional and psychological health. They also experienced
stigmatization and strained interpersonal relationships which negatively
influenced their mental well-being. Conversely, some SCD patients enjoy some
social support from colleagues and family members which gives hope and
succor to them during difficult times.

Conclusion: This study reveals that undergraduates with SCD face various
academic and psychosocial challenges that affect their overall performance.
The findings underscored the need for increased awareness, support, and
understanding to better assist undergraduates with SCD in managing their health
and academic responsibilities effectively. Considering the chronic nature of SCD
and its myriads of psychosocial and academic challenges, measures should
be put in place to mitigate the challenges and enable them to live a fulfilling life.
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Introduction

Sickle cell disease (SCD) is a group of haemoglobin disorders that
have been acknowledged to have a global impact by the WHO (1, 2).
It results from the synthesis of variant or mutant haemoglobins,
resulting in abnormal red blood cell morphology (2). The sickle
Haemoblogin (HbS) is formed from the substitution of valine for
glutamic acid at position 6 of the f-globin chain of human hemoglobin
(HbA). SCD results from homozygosity for this mutation or from a
compound heterozygosity for HbS and f-thalassemia or another
p-globin variant such as HbC, HbD, HbE, or HbO Arab (3, 4). Sickle
cell disease is the most prevalent genetic disease in the African Region.
It is estimated that over 300,000 babies are born with severe forms of
hemoglobinopathies worldwide each year. While 75 percent of all
patients with SCD live in Sub-Saharan Africa, Nigeria alone accounts
for more than 100,000 new births every year (5). Nigeria has the
highest burden of Sickle Cell anemia worldwide, and SCD is reported
to pose an enormous social and financial burden on parents (6). It is
characterized by chronic haemolysis, chronic anaemia, and recurrent
painful crisis, with attendant psychosocial and academic challenges.
Individuals with this disorder are also prone to strokes, recurrent
infections, avascular necrosis, priapism, and growth delay (7).

Psychosocial challenges in patients living with SCD often result
from recurrent painful crises and other symptoms affecting their
daily activities. They may also experience some psychosocial
challenges following medical complications of SCD such as leg
ulcers, impaired growth, surgical scar, increased susceptibility to
infection, and swollen hands and legs (8). These may inform society’s
response towards people with SCD. However, some of these patients
demonstrate emotional tolerance to the disease while others show
feelings of frustration, anxiety, anger, resentment, and helplessness,
occasioned by the prospect of being ill for the rest of their life (9).
Other psychosocial challenges may include emotional upset and
difficulty in getting a suitable partner in marriage (9). Patients with
SCD have more school absences than others. This is largely due to
recurrent crises, and frequent hospitalization. It has been reported
that the academic performance of students with SCD is lower
compared to their healthy counterparts, and this has been associated
with diverse complications of the disease (10-14). King et al. also
observed that Jamaican children with SCD had worse academic
performance than their peers, with the male gender being more
vulnerable (15). However, Alsalam et al. observed that patients with
SCD are better educated than those without the disease (16).
Alhazmi et al. also noted that students with SCD acknowledged
better performance with online education during the COVID-19
era (14).

Previous studies have been largely quantitative, which do not
explore the psychosocial and academic challenges of those with
SCD in greater detail. The objective of this study, therefore, is to
provide deep insight into their experiences which may aid our
understanding of their various academic as well as psychosocial
challenges and possible ways to assist them more in coping with
such challenges.
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Methods
Study design

This qualitative study employed an exploratory descriptive
study design. We conducted in-depth interviews among
undergraduate students studying at Bowen University, Osun State,
Nigeria from September 2023 to February 2024. The choice of an
exploratory descriptive design was made to allow for a
comprehensive exploration of the research topic, capturing the
nuanced experiences and perspectives of the participants. The
qualitative exploratory in-depth interview with open-ended
questions allowed for full exploration of the topic for
contextual understanding.

Study settings

The study was conducted at Bowen University, Osun State,
Nigeria. Bowen University is a foremost private Christian university
in Nigeria established by the Nigerian Baptist Convention in 2001.
Participants were recruited purposively from their “Sickle Cells
Support Group” in Iwo, Osun State, and Bowen University Teaching
Hospital Haematology Clinic in Ogbomoso, Oyo State. This selection
of settings was based on the nature of the research topic and the
availability of participants, ensuring relevance and accessibility.

Participants’ recruitment and sampling

Purposive sampling was employed to recruit participants from the
targeted settings. Consenting students attending the Bowen University
Sickle Cell Support Group during the study period were recruited. The
sample size for the study was twenty-two (22) participants based on
saturation. The undergraduates who consented were selected for an
interview at an agreed time online. Saturation was reached at the
twenty participants, however, two more participants were further
interviewed to affirm the saturation.

Data collection

Data collection involved in-depth interviews using a semi-
structured guide to conduct virtual interviews using zoom platform
to allow participants to express their views freely and enable
researchers to seek clarifications using probes. The interviews lasted
40 min. The interviews were conducted online and recorded with
permission from the participants. Field notes were also taken to
record non-verbal clues. Recorded interviews were transcribed
verbatim. The recorded audio files and documented field notes were
reviewed for accuracy. Clarifications were sought from the participants
where necessary. The study instrument was piloted at Ladoke Akintola
University of Technology, Ogbomoso, Oyo State, Nigeria.
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We fostered strong interpersonal connections, built trust,
employed triangulation of data gathering by examining the
phenomenon from different perspectives, sought feedback from
participants to ensure interpretations reflected their perspectives, and
performed a dependability audit.

Reflexivity statement

We were able to guard our own biases, assumptions, opinions,
beliefs, and presuppositions that might want to influence the study
through reflexivity and bracketing. We ensured this by maintaining a
reflexive journal during the research process, keeping notes and
documentation of daily introspections which was beneficial and
pertinent during the period of study. We presented the findings that
emerged from the data as a true reflection of the perspectives of
undergraduates with SCD about the academic and psychosocial
implications of the disease.

Data management

The data collected during the in-depth interviews were protected
to maintain the confidentiality of the participants. Each interviewee
was given a code based on the order of recruitment. Participants’
recorded and transcribed interviews were saved in the study folders.
The recordings, transcript of the interviews, and field notes were kept
in a safe locker separate from the demographic information and
consent forms and made accessible to only the members of the
researcher team. The stored raw data would be kept safe for five (5)
years to guard against data loss.

Data analysis

Analysis of the study data was done concurrently and in stages
after each in-depth interview for accuracy and clarification from the
participants. Data analysis adopted inductive thematic analysis,
allowing for the identification, naming, and confirmation of
emergent themes without preconceived thematic ideas. Transcripts
were reviewed against audio files and field notes, coded, and
analyzed for relationships and emerging patterns. Methodological
rigour was ensured through sampling, piloting, and member
checking, contributing to the credibility, transferability, and
dependability of the study. Atlas-Ti software was used to aid the
data analysis.

Ethical considerations

Ethical clearance was sought and received from Bowen University
Directorate of Research and Strategic Partnerships ethical review
board with approval number: BUREC/COHES/FMD/004, ensuring
the protection of participants’ rights and well-being. Participants were
adequately informed of their right to withdraw consent for the study
at any time. Confidentiality and anonymity were maintained through
secure storage of the recorded tapes and field notes, with codes and
pseudonyms utilized.
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Results

Socio-demographic characteristics of the
respondents

The result of this qualitative study is based on the twenty-two (22)
in-depth interviews conducted among seven male and fifteen female
undergraduate students in their university community. The age range
is between 16 and 25 years. The study involved both male and female
undergraduate students at various academic levels, ranging from 100
level to 400 level, final year students in other disciplines, and those in
their clinical posting year at the College of Health Sciences in the
university. Additionally, socio-demographic details included
participants’ fields of study, such as medicine and surgery, anatomy,
public health, environmental health science, architecture, mass
communication, and law. Christianity and Islam are the two religious
affiliations mentioned and the majority are from the Yoruba

ethnic group.

Summary of research results using
thematic presentation

Six (6) distinct themes emerged from the research data and each
of the themes was linked with the study objectives as presented below
in the thematic summary table as shown in Table 1. The following
sections explore some of the respondents’ comments in connection to
the themes that were found.

Psychosocial implications of living with
sickle cell disease

The participants’ expressions shed light on the multifaceted
challenges faced by individuals living with sickle cell disease. These
themes underscore the importance of addressing the psychosocial
aspects of the illness, promoting mental health support, fostering
understanding and empathy, and combating stigma to enhance the
overall well-being and quality of life of individuals affected by
sickle cell disease. The participants in this study shared compelling
insights into the negative impact of sickle cell disease on their
mental well-being, the experience of mixed feelings, and the
challenges of and strained

stigmatization interpersonal

relationships.

Negative impact on mental well-being

Participants described the profound negative impact of sickle cell
disease on their mental well-being. The constant battle with pain,
fatigue, and the uncertainty of health crises took a toll on their
emotional and psychological health. Feelings of anxiety, frustration,
and helplessness were common as they navigated the challenges of
managing a chronic illness while striving to meet academic and
personal responsibilities. Some of their expressions were captured and
are as follows:

Sometimes the pain comes in a very excessive manner, that I would

not be able to move and it stops me from doing what I want to do
there are some times that I feel very down because the pain affects
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TABLE 1 Table showing the objectives, thematic summary and representative quotes.

Objectives Themes
Challenges imposed by

Disruption of individuals academic
SCD on participants’

. programme
academic performance

“It does affect my academic performance. Even the last time, I was at the clinic the Doctor asked me
why I picked architecture. They did not tell you it is such a strenuous course? Sometimes, I have not
slept all through the night...and then I have to rush for an 8 am class. And when I do come late, the
lecturer just takes it as laziness...Generally speaking, yes, it has a very negative impact on my

academics.” (Participant 14)

Excerpts and quotes

The need for special help and considerations

from the university

“There was a particular lecturer who used attendance. And because I was not feeling well, I was not
always around in class. So by the time the results came out, I dropped from the first class that

I already expected to a second class, which made me very unhappy.’(Participant 22)

Negative impact on overall academic

performance 10)

“Like I even took a step back. My CGPA was on upper credit before I dropped to lower.” (Participant

Psychosocial challenges
Negative impact on mental well-being
of SCD on participants

“To be honest, I am not happy or proud to say I have this disease because mentally it affects me. I'm
being drained mentally by this continuously because it’s not easy... And most times I'm like, God,

did I ever offend you? ...it’s just so painful” (Participant 20)

Experience of mixed feelings

“I would say that I also had self-esteem issues and I battled depression for a while for a very long
period actually, even up until I think last year I had a relapse. But then I got better ...I think that
I just really went through every tough year of my life and I will say that God really helped me I'm
much better than last year.” (Participant 22)

Stigmatisation and Interpersonal

Relationship

“The challenge may be the stigma that still comes with it, kind of the way people view you, the way
they will look at you, that kind of thing. Those are part of the challenges...It used to make me feel

down... If we look at the stigma, they are born out of ignorance.” (Participant 13)

me also mentally. During that period, I would not want to do
anything because Id be feeling very down due to the excessive pain.
But recently I've tried to motivate myself that even with the pain, it
is just like a phase that shall soon pass. (Participant 1).

To be honest, I am not happy or proud to say I have this disease
because mentally it affects me. I'm being drained mentally by this
continuously because it’s not easy. The pain is not something
I would wish someone to go through. And most times I'm
like, God, did I ever offend you? ...its just so painful.
(Participant 20).

Most times, I feel angry and I'm just generally sad. 1 feel angry
because I cannot do anything about it. Its on rare occasions that it’s
been cured. So seeing as this is the life I have been subjected to since
I'was about five years old, I shall continue to live like this till my time
on this earth ends...(Participant 17).

Experience of mixed feelings

The participants expressed experiencing a range of mixed feelings
about their condition. While some shared feelings of gratitude for
overcoming academic challenges and achieving success despite their
health struggles, others recounted moments of despair, isolation, and
emotional vulnerability. The juxtaposition of resilience and
vulnerability underscored the complex emotional landscape of living
with sickle cell disease.

...my thoughts are not particularly friendly either. So I think
T understand what you mean by the darker part of the emotion now.
But this in any way led to any serious mental health problems. Okay,
like seeing yourself being hopeless you know, maybe having low self-
esteem or having to solve a mental health condition like depression.
(Participant 10).
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I'would say that I also had self-esteem issues and I battled depression
for a while for a very long period actually, even up until I think last
year I had a relapse. But then I got better because I never really
spoke to my parents because I did not know how they would take the
news...I think that I just really went through every tough year of my
life and I will say that God really helped me I'm much better than

last year. (Participant 22).

Stigmatization and interpersonal relationships

Participants highlighted the pervasive issue of stigmatization
and its impact on their interpersonal relationships. The influence
of religious-cultural beliefs and societal misconceptions led to
feelings of shame, isolation, and judgment from others.
Stigmatization not only affected how they viewed themselves but
also strained their relationships with peers, friends, and even
healthcare providers, creating barriers to seeking support
and understanding.

The challenge may be the stigma that still comes with it, kind of the
way people view you, the way they will look at you, that kind of
thing. Those are part of the challenges... Well, these days, I do not
really get it again. But that time, of course, it used to make me feel
down. That’s why these days, we have more people speaking out
about sickle cell. So try to educate people on the right way to treat
sickle cell patients, what to say, and what not to say. So this is getting
better. If we look at the stigma, they are born out of ignorance.
(Participant 13).

Well, for me, this is all a stigma. The way people might look down
on you in society you might not be able to mingle with people that
you choose to, you cannot be able to make friends and the rest of
them so you will be withdrawn from conversations with your
friends. (Participant 18).
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The only people who are aware of my condition are my parents, my
siblings, my immediate family, and then my caregivers here at
school. So I do not get stigmatized, but 1 listen to other people who
have conversations about sickle cell. And honestly, it is widely
misunderstood. A girl in the school I attend has sickle cell disease as
well. So my classmates were talking about it, and they were like, she’s

an attention seeker. (Participant 14).

Conversely, other participants conveyed their appreciation for the
unwavering support and support they received from friends in the
university residence halls and medical staff at the university hospital.

“I want to thank God for my friends and roommates. They support
me whenever I'm having a crisis with so much love, care, and
prayers. The doctors particularly take care of me well. They manage
my crisis well on campus” (Participant 11).

Sickle cell disease implications on
participants’ academic performance

The participants’ narratives underscored the profound impact of
sickle cell disease on their academic journeys, highlighting the
significant disruptions to their academic programmes, the crucial
need for special help and considerations from universities, and the
detrimental effects on their overall academic performance. These
themes emphasize the importance of creating inclusive and supportive
academic environments that cater to the unique needs of students
living with chronic health conditions like sickle cell disease. The
participants in the transcript shared poignant accounts of how sickle
cell disease significantly disrupted their academic programs,
highlighting the need for special help and consideration from the
the their
academic performance.

university, and negative impact on overall

Disruption of individuals academic programmes

Participants detailed how sickle cell disease disrupted their
academic programmes, leading to missed classes, examinations, and
academic activities. The unpredictable nature of the illness often
resulted in sudden health crises that impeded their ability to
consistently engage in their studies. These disruptions caused setbacks
in their academic progress, creating challenges in keeping up with
coursework and meeting academic requirements.

It’s gonna really stress you, like, there was a time where I had an
exam, and I had a crisis, okay, like, it’s very, very painful. But I had
to just convince myself that I could do it. However, it lowered my
marks because I was not able to focus on my studies. So I think this
SS genotype probably affects your academic ability because there
will be times when your body does not permit you to do things that
are supposed to do when you are supposed to do (Participant 21).

Okay, so for me, it does have more negative effects. Okay. So, a
couple of times, I'm struggling to pass because many times, I'll miss
when I was not
available, the first time I ever had a terrible crisis was when I had
to do blood transfusions. By the time I came back to school, the
lecturers already promised that they were going to do my makeup
exam, I came back and they did different things. So they did not do
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a makeup exam. And then there was a particular person that used
attendance and because I was not really feeling well, I was not
always around in class. So by the time the results came out,
I dropped from the first class that I already expected to a second
class, which made me very unhappy (Participant 22).

It does affect my academic performance. Even the last time, I was at
the clinic the Doctor asked me why I picked architecture. They did
not tell you it is such a strenuous course? Sometimes, I have not slept
all through the night, I'll just record the general body pains, and then
I have to rush for an 8 am class. And when I do come late, the
lecturer just takes it as laziness. Or sometimes when setting
deadlines, it’s us or the student’s negligence or, or sometimes you may
even just make jokes about them like, Oh, if you like, do not take
your academics seriously, maybe you think you depend on your
parent’s money or something. Generally speaking, yes, it has a very
negative impact on my academics (Participant 14).

The need for special help and considerations
from the university

The experiences of undergraduate students living with sickle cell
disease underscore the importance of tailored support and
considerations from the university community. Lecturers, colleagues,
hostel managers, and the University Management all play a crucial
role in providing special help and considerations that can have
substantial impact on the academic journeys of these students. The
narratives of students with sickle cell disease highlight the profound
effects of the condition on their academic performance, emphasizing
the need for inclusive and supportive academic environments that
cater for their unique needs. To mitigate the detrimental effects of
Sickle Cell Disease on academic outcomes, universities need to
provide targeted support, flexibility, and understanding, ensuring that
students with chronic health conditions like sickle cell disease can
thrive and reach their full potential.

There was a particular lecturer who used attendance. And because
I was not feeling well, I was not always around in class. So by the
time the results came out, I dropped from the first class that I already
expected to a second class, which made me very unhappy
(Participant 22).

Negative impact on overall academic
performance

The negative impact of sickle cell disease on the participants’
overall academic performance was evident in their accounts. Missed
classes, exams, and the physical and emotional toll of managing the
illness directly affected their ability to perform well academically.
Participants shared experiences of academic setbacks, perceived
neglect, and challenges in maintaining consistent academic progress
due to the disruptions caused by the disease.

There was a particular lecturer who used attendance. And because
I was not really feeling well, I was not always around in class. So by
the time the results came out, I dropped from the first class that
I already expected to a second class, which made me very unhappy
(Participant 22).

Like I even took a step back. My CGPA was on upper credit before

I dropped to lower (Participant 10).
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Discussion

This study offered powerful insights into the detrimental effects of
sickle cell disease on the mental health of the study’s participants. It
revealed the experience of mixed feelings and the difficulties
associated with stigmatization and strained interpersonal relationships
being experienced by people living with Sickle Cell Disease. The study
also revealed that the profound impact of the illness on the
participants’ academic performance was heavy, with missed classes
and examinations due to health crises hindering their educational
progress. These psychosocial effects and academic impact of sickle cell
disease on the participants were evident, as they expressed feelings of
frustration, and sadness, emphasizing the limitations in daily activities,
serious disruptions to their specific academic programmes, the
negative consequences on their overall academic performance, and
the urgent need for university management to provide them with extra
support and considerations. Several studies across the globe
corroborated the findings that living with sickle cell disease has several
psychosocial and academic implications (1, 14, 17-19).

The 22 participants involved in this study narrated their mental
health ordeal with sickle cell disease, including anxiety, frustration,
and helplessness, as they struggled to manage their chronic condition
and meet academic and personal responsibilities. This negative impact
of SCD on mental health is consistent with findings from other studies
demonstrating that feelings of frustration, stress, and helplessness
affect patients with SCD across the globe (20, 21). Therefore, it is
imperative to address the great emotional burden experienced by
many undergraduates with SCD. These negative mental health effects
are typically caused by the ongoing struggle with pain, exhaustion, the
unpredictability of health crises, and the difficulties in negotiating the
disease’s psychosocial intricacies.

The study also revealed how the challenges of various perceptions
of their condition by others have both negative and positive
consequences on undergraduates living with Sickle Cell Disease.
Negativity is more from the misconceptions and wrong perceptions
of others about them and their condition resulting in stigmatization.
This result aligns with earlier research findings that show the pervasive
and deeply ingrained stigma associated with sickle cell disease (SCD),
which can take many different forms (22, 23). Stigmatization presents
physiological and psychological well-being challenges that have social
consequences and may impact their overall quality of life. To create a
more inclusive and supportive atmosphere for this susceptible group,
it is, therefore, imperative to identify and address myths,
misconceptions, and stigma surrounding SCD at personal,
interpersonal, and institutional levels through focused education and
awareness campaigns.

Ironically, the study also revealed the positive communal life in
the hall of residence where others tend to be supportive of their
perceived challenges and often give a helping hand. Importantly, most
participants appear to have alluded to adequate and constant
availability of support socially, medically, and religiously which
comprehensively combined to serve as motivations for an enduring
capacity to cope with the SCD conditions. This positive psychosocial
effect confers the ability to endure and cope against the prevailing
cultural nuances of stigma and the misconception of people living
with SCD being labeled “Abiku’, “Ogbanje” (meaning licensed to die),
attesting to a conquering of the religio-cultural factor that tends to
be oppressive to those living with SCD.
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Another significant finding that seems very crucial in this study
has to do with the challenges of SCD participants missing lectures and
in some cases examinations due to crises associated with the condition.
Consequently, they often have lower grades when compared with their
healthy counterparts as shown in a previous study by Alhazmi et al.
Similar findings of school absenteeism and low academic performance
of students with SCD have been documented in several studies (10,
24-26). However, this does not necessarily imply lower intelligence.
When this happens, it would be wise for the administration of the
university to allow them to retake the missed examinations at a later
date. This will make it bearable and more conducive for such
undergraduates living with SCD to cope. More supportive and
structured educational services and policies are warranted to enhance
the academic performance of this vulnerable population.

Strengths and limitations

The study has several notable strengths that enhance its validity
and reliability. To start with, the use of inductive thematic analysis
allowed for a nuanced and detailed exploration of the research
phenomenon, while reflexivity ensured that the researcher’s biases
were identified and mitigated. The qualitative exploratory in-depth
interviews with open-ended questions enabled rich and contextualized
data to be collected, providing a deep understanding of the
participants’ experiences and perspectives. The appropriate sample
size achieved thematic saturation, and the use of Atlas-Ti software
facilitated rigorous and systematic data analysis. Furthermore, the
of data
and trustworthiness.

triangulation enhanced the study’s credibility

While the study has certain limitations, they are relatively minor
and do not diminish from the overall quality of the research. The
study’s focus on undergraduates at Bowen University, Iwo, Osun State,
and Bowen University Teaching Hospital, Ogbomoso, Oyo State, may
limit the generalizability of the findings to other populations. The
virtual nature of the interview might limit the diversity of perspectives
in the settings of poor internet access but the robust internet
infrastructure in the University ensured that virtual interviews were
conducted smoothly, mitigating potential disruptions. Additionally,
while the study’s qualitative nature meant that quantitative data was
not triangulated, the in-depth and contextualized data collected
through the interviews provided a rich and detailed understanding of
the research phenomenon, which is often not possible with
quantitative methods alone. Nevertheless, the study’s findings provide
valuable insights into the research topic, contributing to the existing
body of knowledge and informing future research directions.

Conclusion

This study concludes that undergraduates with SCD continue to
face diverse academic and psychosocial challenges which invariably
tend to impact their overall performances. However, there are some
unstructured measures in place to mitigate the challenges experienced.
Overall, the findings underscored the need for increased awareness,
support, and accommodations to better assist undergraduate students
with sickle cell disease in managing their health and academic
responsibilities effectively.
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Recommendations

To expand on this study’s findings, future research should
consider: conducting in-person interviews to boost the depth and
nuance to the data, expanding the study to include a broader range of
students to enhance generalizability, integrating quantitative data,
such as psychosocial assessment scores and academic performance
scores, to provide a more holistic understanding. Further effort should
be targeted toward creating an enabling environment for
undergraduates living with Sickle Cell Disease to optimize their
academic performance and overall well-being.
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