
SCHOOL OF PUBLIC HEALTH 

COLLEGE OF HEALTH SCIENCES 

UNIVERSITY OF GHANA 

 

 

 

QUALITY OF LIFE OF ADOLESCENTS WITH SICKLE CELL DISEASE 

ATTENDING THE GHANA INSTITUTE OF CLINICAL GENETICS, KORLE BU 

TEACHING HOSPITAL. 

BY 

FYNN MARY AMA MEYIWA 

(10494676) 

 

THIS DISSERTATION IS SUBMITTED TO THE UNIVERSITY OF GHANA, 

LEGON IN PARTIAL FULLFILLMENT OF THE REQUIREMENT FOR THE 

AWARD OF MASTER OF PUBLIC HEALTH DEGREE. 

 

JULY, 2019 

University of Ghana http://ugspace.ug.edu.gh



ii 

 

DECLARATION 

I, Mary Fynn, declare that this thesis titled ‘Quality of Life of Adolescents with Sickle Cell 

Disease attending the Ghana Institute of Clinical Genetics, Korle Bu Teaching Hospital’ is my 

own original work as a student of School of Public Health, University of Ghana under 

supervision. This thesis has never been submitted in part or whole for the award of a degree in 

any university or higher institution of learning. All references made to other people's work have 

been duly acknowledged.  

 

 

 

……………………………..                                                 …………………………… 

MARY FYNN      DATE 

Student 

 

 

 

……………………………..     ……………………………. 

PROFESSOR PHILIP BABA ADONGO   DATE    

Academic Supervisor  

University of Ghana http://ugspace.ug.edu.gh



iii 

 

DEDICATION 

I dedicate this work to all adolescents with Sickle Cell Disease. I know your struggles. It is 

well. 

  

University of Ghana http://ugspace.ug.edu.gh



iv 

 

ACKNOWLEDGEMENT 

This thesis has not been produced by sole effort. There are several people worth mentioning 

who assisted in diverse ways for this dissertation to become a reality. 

My very first thanks goes to the living God that I serve, in whom I live, and move, and have 

my being. I have come this far, because He has made it so. 

I would like to thank my family, for all the resources I have been provided with over the course 

of this program from their storehouses. 

My supervisor, Professor Philip Baba Adongo who inspired me to press on, and finish this 

thesis, I say thank you, Sir. 

Dear “MPH Genging”, my study group, each of you has a role to play in this success story. 

“We all go in, we all come out.” 

Special thanks go to my friends who kept me on my toes, and became ‘home supervisors’, 

making sure I met deadlines, and encouraging me in the low times. 

Finally, I would like to thank the staff and patients of the Ghana Institute of Clinical Genetics, 

Korle Bu Teaching Hospital, especially Esinam of the administrative office. Thank you all for 

your assistance in this project. 

God bless you all! 

 

 

 

 

 

 

 

University of Ghana http://ugspace.ug.edu.gh



v 

 

ABSTRACT 

Background: Sickle Cell Disease (SCD) describes several genetic conditions with the 

presence of an abnormal haemoglobin S (HbS) in the red blood cells. The commonest types of 

Sickle Cell Disease are sickle cell anaemia (SS), sickle cell haemoglobin C disease (SC), sickle 

beta-plus thalassemia, and sickle beta-zero thalassemia. The abnormal haemoglobin causes red 

blood cells to assume a sickle shape. Large numbers of sickled red blood cells collect, hindering 

blood flow, leading to vaso-occlusive pain concentrations at the joints. Patients also suffer from 

persistent haemolytic anaemia, lung and heart-related complications, growth and puberty 

complications, as well as dysfunctions in organs such as the liver, and kidney.  The adolescence 

period is a stage of transition from childhood to adulthood, marked by a sense of independence, 

and identity. Quality of life (QOL), a social construct measuring the overall wellbeing of a 

person, has been shown to be lower in adolescents with SCD, due to the effects of the disease. 

General Aim: The study objective was to determine quality of life of adolescents attending 

Sickle Cell clinic at the Ghana Institute of Clinical Genetics, Korle Bu. 

Methods: This research work employed the qualitative approach, using phenomenological 

technique. In-depth interviews were conducted with 15 adolescents with Sickle Cell Disease 

attending Sickle Cell Clinic at the Institute, which were audio recorded and transcribed.  

Thematic analysis was done by coding and recoding in order to generate themes for data 

analysis. 

Results: The outcome of the study is that quality of life of adolescents with Sickle Cell Disease, 

based on their subjective meanings, and interpretations they assign to their health at this stage 

of life is good. The findings of this study include the general, emotional, physical, and social 

and cultural health and well-being of the adolescent patients, as perceived by them. Social 

factors such as family support and clinical visits were found to have a significant impact on the 

University of Ghana http://ugspace.ug.edu.gh



vi 

 

quality of life of adolescents with SCD. Culture was found to have no effect. There were no 

differences between the quality of life of male and female adolescents with SCD.  

Conclusion: Generally, quality of life of the adolescents was found to be good, as perceived 

by them, however, emotional health was found to be lacking in some younger female 

adolescents. The social factors that are positively associated with QOL are to be encouraged. 

It is recommended as well that the emotional health of younger adolescents, especially female 

is considered, and given more attention in care of SCD. 
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DEFINITION OF TERMS 

Sickle cell disease- An autosomal haemoglobinopathy disorder characterized by structural 

aberration of the haemoglobin of red blood cells.  

 

Vaso-occlusive crisis- Painful episodes as a result of blood vessel occlusion by sickled red 

blood cells.  

 

Adolescent stage: A transition period between the ages of 10-19 years marked by an increase 

in sense of responsibility as well as independence. For the purposes of this study, adolescence 

is a period between 13-19 years. 
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CHAPTER ONE 

INTRODUCTION 

1.0 Background to the study 

Sickle Cell Disease (SCD) describes several genetic conditions with the presence of an 

abnormal haemoglobin S (HbS) in the red blood cells. The commonest types of Sickle Cell 

Disease are sickle cell anaemia (SS), sickle cell haemoglobin C disease (SC), sickle beta-plus 

thalassemia, and sickle beta-zero thalassemia (Lim, 2009). The abnormal haemoglobin causes 

red blood cells to assume a sickle shape (Edwin, Edwin, & Etwire, 2011). Large numbers of 

sickled red blood cells collect, hindering blood flow, leading to vaso-occlusive pain 

concentrations at the joints. Patients also suffer from persistent haemolytic anaemia, lung and 

heart-related complications, growth and puberty complications, as well as dysfunctions in 

organs such as the liver, and kidney (Fuggle, Shand, Gill, & Davies, 1996). Records from the 

World Health Organisation indicate that Sickle Cell Disease affects 5% of the world’s 

population, and has an annual birth rate of 300,000 babies  (WHO, 2006). 

  

The disease has been linked to individuals of African descent, and some Hispanic and Asian 

ancestry as well (Smith, 2016). Smith (2016), reported that Nigeria currently, holds the highest 

prevalence of the disease with about 150, 000 new births each year. This researcher records 

that the life expectancy of persons with SCD is relatively low at 50 years of age. However, 

proper management of the disease could reduce complications, and prolong life. 

    

In Ghana, about 2% of the population has the disease, with a prevalence of 30% forming the 

carrier population (Edwin et al., 2011).  Due to advances and improvements in technology and 

medical advances, improvements have been made to increase life expectancy, but not as much 
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in developing countries (Kwarteng-Siaw, Paintsil, Toboh, Owusu-Ansah, & Green, 2017). 

Kwarteng-Siaw et al. (2017) explain that more children survive from the childhood to 

adolescent stage, and thus there is the need to make provision for their care and facilitate 

survival to adulthood.  

The adolescent stage is a period of transition marked by an increase in sense of responsibility 

as well as independence (Smith, 2016). Poor disease management strategies, including non-

adherence to medication regimes, and others, could amplify the negative effects of the disease.  

Despite the different challenges that the adolescent faces at this stage, including the physical, 

social and emotional challenges at this stage which are in themselves compounded and further 

affected by the presence of SCD, the adolescent as well has to deal with responsibility of the 

disease (Forrester, Barton-Gooden, Pitter, & Lindo, 2015). 

 

Technological advances have seen improvement in quality of life, however, a study found that 

health-related quality of life for adolescents was still generally lower as compared  with those 

of their non-SCD counterparts (Dale, Cochran, Roy, Jernigan, & Buchanan, 2011).   

 

Kwarteng-Siaw et al. (2017) in a study on transition readiness of SCD adolescents in Ghana 

concluded that planning for management of the disease at this stage of life should be 

considered.  Therefore, there is the need to assess the quality of life of adolescents at this stage 

of transition since it has its own peculiar complexities that could compound the challenges of 

the disease; and to identify the coping mechanisms to deal with such a chronic illness. 

 

1.1. Problem Statement 

Globally, SCD has been recognised as a genetic disorder of public health concern, with 

majority of the sufferers being of African descent especially, and Hispanic descent (Piel, Hay, 
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Gupta, Weatherall, & Williams, 2013). World Health Organization asserts that the prevalence 

of the disease is five percent the world over (Edwin et al.,2011).  SCD originates from sub-

Saharan Africa and is most prevalent here, where malaria is endemic. (Anie et al., 2010; Edwin 

et al., 2011). Nigeria records the highest statistical prevalence, with about 20-30% of the 

population having the disease (WHO, 2011). In Ghana, 1 in 3 Ghanaians have the haemoglobin 

S and/or C gene, and 2% of newly born Ghanaians have the disease.  This puts the current state 

of the nation with regards to SCD at 15,000 babies annually, and 30% carrier-population 

nationwide, a note-worthy public health burden (Edwin et al., 2011). 

 

With great advances in technological and medical knowledge, quality of life of the sufferers 

and care givers, and family members, as well as prognosis of the disease has improved (Edwin 

et al., 2011). However, according to studies from Bakare (2016), stigmatization, discrimination 

and social isolation are some psychosocial difficulties faced by SCD patients, and their 

relations. 

 

The adolescence period of development is marked with many problems, and is the time when 

people are most adventurous and are likely to begin experimenting with risky behaviours that 

can affect their health in the future (Asnani et al., 2014). Dealing with a chronic illness such as 

SCD which results in frequent hospital visitations, and prolonged hospitalizations leading to 

school absenteeism would further exacerbate the physical, and other challenges of this stage. 

The purpose of this study is to determine the quality of life of adolescents with SCD, and 

consider their responses to psychosocial pressures at this stage of development as persons with 

a chronic illness. 
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1.2. Significance of Study 

Quality of life has been generally accepted as a multi-dimensional construct, useful for the use 

of evaluating the effects of a chronic disease on the life of an individual (Fuggle, Shand, Gill, 

& Davies, 1996; Ola, Yates, & Dyson, 2016).  SCD is a chronic illness, requiring application 

of certain practices and lifestyle adaptations to curb the severity of the disease and avoid crisis, 

and/or early death. 

 

Adolescent stage is marked by the formation of interpersonal relationships, and peer support 

which actually tends to affect their development. In order to fit in with their cohorts, 

adolescents with SCD may engage in risky behaviours, such as smoking, drinking hard liquor, 

and having unprotected sex, behaviours which can lead to depression, and negative self-esteem, 

and by extension, exacerbate the symptoms of the illness (Forrester et al., 2015), and in effect 

affect the various domains of the life of the individual. Evidence has shown that SCD 

adolescents in Jamaica engage in risky behaviours such as smoking, and having unprotected 

sex (Asnani et al., 2014) 

 

This study seeks to influence already existing policy concerning care of SCD adolescents, 

considering all other aspects of their quality of life, including physical and psychosocial 

functioning, and not only considering biomedical care.  

 

1.3. General Objective 

To determine the quality of life of adolescents with SCD attending the Ghana Institute of 

Clinical Genetics, Korle Bu Teaching Hospital. 
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1.3.1. Specific Objectives 

1. To examine the perceptions of adolescents with SCD on how their quality of life is 

affected by the presence of SCD.  

2. To examine social-cultural factors associated with the quality of life of adolescents with 

SCD.  

3. To assess the differences between the QOL of male and female adolescents with SCD 

as perceived by them 

1.3.2. Research Questions 

The research questions that will be answered in this study are: 

1. What is the QOL of adolescents with SCD? 

2. What are the perceptions of adolescents with SCD on how the disease affects their 

quality of life?  

3. What are the social-cultural factors associated with the quality of life of adolescents 

with SCD?  

4. Are there any differences between the perceptions of male and female adolescents with 

SCD on their quality of life? 
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CHAPTER TWO 

LITERATURE REVIEW AND CONCEPTUAL FRAMEWORK 

2.0 Introduction 

This chapter presents detailed insight into previous literature and existing studies that have 

been done on sickle cell disease, its prevalence and clinical variability, the stage of adolescence 

and its characteristics, as well as quality of life. It also presents a conceptual and theoretical 

framework that serves as the foundation of the research, as well as information that serves as a 

basis for discussing the finding of this study. Section one talks about the prevalence of sickle 

cell disease on a global scale, as well as its history, and epidemiological distribution. Section 

two talks about the clinical variability of SCD, touching on general signs of the disease among 

sufferers. Section three discusses the adolescent period as a stage of transition from childhood 

to adulthood, as well as behaviours related to this stage. Section four reviews existing literature 

on the adolescent behaviour and management of SCD condition. Section five explains quality 

of life, with regards to adolescents, and reviews literature on the specific objectives of the 

study. Section six discusses the theoretical and conceptual framework of the study. 

 

2.1 Prevalence of Sickle Cell Disease 

SCD is an inherited disorder of the red blood cells. An abnormal haemoglobin known as sickle 

haemoglobin present in red blood cells which are used for carrying oxygen throughout the 

body, has a sickling shape in people with SCD, causing the red blood cells to assume same 

shape, and thus, the name. The sickled red blood cells die, causing anaemia, and cluster together 

in small blood vessels, blocking the flow through the vessels and obstruction of the flow of 

oxygen through the body producing pain, damage to tissues, and severe anaemia of the cells 

(Inati-Khoriaty, 2008). 

University of Ghana http://ugspace.ug.edu.gh



7 

 

The three commonest types of sickle cell disease are; haemoglobin SS or sickle cell anaemia, 

haemoglobin SC and Haemoglobin sickle beta thalassaemia. Sickle cell anaemia and sickle cell 

disease are used interchangeably, but are not the same, with sickle cell anaemia being the most 

severe form of sickle cell disease resulting from the production of only abnormal sickle 

haemoglobin (Inati-Khoriaty, 2008). 

 

SCD has originally been known to exist in tropical and sub-tropical areas of the world. In recent 

years, it has been recognized by the World Health Organisation (WHO) as a disease of public 

health burden worldwide. SCD records about 300, 000 births annually, most of which are found 

in low- and middle-income countries, and especially in Africa. It has been recorded as a chronic 

disease, and hence its ill effects on global healthcare as a burden have been noted. SCD is 

prevalent in African, Hispanic and other Mediterranean areas and populations, with the disease 

recording high prevalence in Africa due to the advantage of the sickling status against malaria 

(Anie, Egunjobi, & Akinyanju, 2010). 

 

However, the disease has been found to spread to other areas of the world due to emigration 

and immigration of people for various reasons. Red blood cells become sickled in the disorder, 

causing a blockage of small vessels in the blood, resulting in severe pain episodes, anaemia, 

and some organ damage. Simple steps including early infant diagnosis, accessibility to hospital 

treatment, and proper drug administration could lead to better and longer quality of life (Modell 

& Darlison, 2008).  

 

According to Smith (2016), proper management of the disease can reduce the risk of mortality, 

as well as the complications that arise from having the chronic condition. Bone marrow 

transplant offers some form of cure to children with SCD with high event-free survival rates, 
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however, it is a risky  and difficult procedure (Smith, 2016) involving donation of an identical 

human leukocyte antigen from a sibling donor (Karlson et al., 2012). 

 

In Equatorial Africa, the prevalence of the sickle cell trait stands at 10-40%, going down to 

even lower rates in Northern Africa, and especially the Southern part of Africa where 

prevalence rates are below 1%. In West African countries such as Ghana and Nigeria, rates of 

about 15-30% have been recorded for children born with the sickle cell trait. SCD births are 

based on the number of carriers within a population, and the numbers are purported to be due 

to the survivor effect of carriers against malaria transmission, and hence ability to continually 

pass on the Sickler gene to offspring and generations (Anie et al., 2010). 

 

2.2 Clinical Variability of SCD 

Sickle Cell Disease shows clinical variability, with some people showing severe forms of the 

disease characterized by concomitant complications as well as frequent hospitalizations, while 

others show no signs at all, or experience benign signs of the disease. Both genetic and 

environmental factors affect SCD variability, however socioeconomic status has been shown 

to play a major role affecting clinical manifestation, by means of feeding, practice of safe 

hygienic practices, as well as access to quality health care (Faremi, Olatubi, & Lawal, 2018). 

 

 Pain episodes in SCD are the main characteristic of the disease, however other clinical 

syndromes such as anaemia, infection, chest complications, leg ulcerations and even organ 

failure are recorded as effects of the disease (Ola et al., 2016).  

 

There is no known cure for SCD, and the disease is mainly managed using biomedical 

treatment, by the use of analgesics to reduce the pain (Ola et al., 2016), as well as increase in 
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fluid intake, taking folic acid to supplement the body’s immune responses, and limiting the 

amount of physical activity the individuals undertake  (Karlson et al., 2012). In some cases, 

regular blood transfusions for the individuals have been noted (Smith, 2016). SCD is thus 

characterized by chronic pain, disability, and several disease management strategies. 

 

Countries in the Sub Saharan Africa region recorded several limitations in the curb of the 

disease with its introduction and discovery. Unavailability of access to standardized health care 

for sickle cell disease patients, as well as lack of new-born hemoglobinopathy screening are 

some of the causes of the estimated 50-90% of deaths of children with SCD (Kwarteng-Siaw 

et al., 2017). 

 

Countries that have well-resourced health centres, and have implemented new-born screening, 

as well as other interventions in the past have seen massive improvements of up to 95% in the 

survival of affected children from childhood to adulthood (Kwarteng-Siaw et al., 2017).  

 

2.3 Interventions Addressing SCD 

In Ghana, Accra and Kumasi rolled out new-born screening programs in 2010, after pilot 

projects begun in 1995 showed a reduced under-five SCD mortality rate for children who had 

been signed onto the clinic (Dennis-antwi et al., 2011). 

The life expectancy and survival of persons with SCD are affected by varying factors including 

physiological, environmental, and psychological and social influences.  Medical advancements 

such as biomedical treatments involving the use of hydroxea, penicillin injections, and stem 

cell transplants have been of immense benefits to such individuals (Brewer, 2011).  

The lifelong treatment and care for the disease, and all the manifestations of the illness can be 

particularly tasking on children. Despite the treatment regimen, children still require routine 
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hospital visits, and the different psychological, emotional and other complications also affect 

the general well-being of the child (Brewer, 2011).  

 

Children who are diagnosed early at birth and who receive penicillin prophylaxis, and other 

vaccines, tend to have better health than those diagnosed later. Being taken care of at special 

sickle cell centres, and by specialist doctors, as well has a positive effect on the health of people 

with SCD than those treated in smaller, unspecialised centres (Dennis-Antwi, Dyson, & Ohene-

Frempong, 2008). Adolescents and adults who  receive good guidance from guardians early in 

their lives, comply with doctors’ instructions concerning their health regimen, and the chronic 

nature of the disease fare much better than others who do not (Inati-Khoriaty, 2008). 

 

2.4 Negative Effects of SCD 

Children with SCD generally record poor QOL scores due to the interplay of several factors 

including financial capabilities of the families (Panepinto, Pajewski, Foerster, Sabnis, & 

Hoffmann, 2009), which can lead to increased severity of the disease (Pereira, Brener, Cardoso, 

& Proietti, 2013). Challenges at this stage of transition such as anxiety may be further 

exacerbated by the more traditional practice of transference of care from paediatrics to adult 

care, during mid-teen years (Kwarteng-Siaw et al., 2017). 

According to Brewer (2011), adolescents with SCD experience more limitations at this stage 

of transition from childhood to adulthood, as they must begin to independently care for 

themselves, from previous care by other people. He explains further that this involves 

circumventing ethnic and cultural factors, sociodemographic characteristics, factors related to 

the diseases, and any other comorbidities, all of which affect QOL. Again, recurring pain may 

also increase as children get older. The challenges experienced at this stage affect QOL, and 
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may have more far-reaching effects such as poor academic performance, and affect 

interpersonal relations as well (Brewer, 2011). 

 

Other Disease Effects 

SCD is a disease that has some emotional and physical factors that may have negative effects 

that may be stressing on patients as well as their families with regards to their quality of life. 

SCD patients are also likely to experience poor adaptation to life, in areas such as psychosocial 

relations, limited physical functioning, negative self- image, and problems in behaviour 

(Adzika, Glozah, & Ahorlu, 2016). 

 

2.5 Adolescence Period and Relating Behaviours 

Adolescence is an uncertain timeframe in any individual’s life where risky behaviours that can 

negatively affect their health may start. This may affect them both at the time, and later on in 

their lives, with some of these behaviour modifications being difficult to correct. Evidence has 

shown that this development stage is marked by some risky health behaviours, especially the 

relationships between substance abuse, and sexual behaviour (Jackson, Sweeting, & Haw, 

2012).  

 

The adolescence period is marked by several stages of development. The period from 12 years 

to 14 years are the early adolescence years, where most teenagers undergo many developmental 

changes including physical, social, emotional and mental changes. As their bodies especially 

undergo major changes, they begin to worry about their outlook among their peers. Peer 

pressure also begins to set in at this stage, involving the introduction to the use of drugs, 

alcohol, and sex. This period has been noted for the onset of depression, and poor eating habits 

and disorders. They begin to make their own choices concerning major aspects of their lives, 
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such as school, their friendships, and start developing their own personalities, and interests 

(Health Reference Series, 2010). 

 

With the many changes at this point in their lives, come its accompanying emotional challenges 

such as lack of confidence, high expectations, peer influence, and mental challenges such as 

more complex thought processes, and stronger sense of morality (Health Reference Series, 

2010). Adult supervision is necessary to encourage the early adolescent to adequately navigate 

these challenges with the best possible outcome. 

 

From 15-17 years old, the adolescent goes through middle adolescence, where mental, 

cognitive, and sexual changes are more pronounced. Teenagers become more responsible, and 

independent both from their parents, and their peers as well, as they begin to form a clearer 

sense of identity showing more concern for their future goals and vocations. It is noteworthy 

that the brain development at this timeframe sets the stage for priority setting, planning, 

concrete decision making, and impulse control, (Health Reference Series, 2010) components 

of taking care of one self.  

2.5.1 Adolescence Stage and Health 

Puberty begins at the onset of adolescence. During this timeframe of transition, males go 

through several changes physically, mentally, emotionally, and socially. Bodily changes 

including weight gain, and increase in height, as well as enlargement of sexual organs takes 

place. Mental changes including a sense of independence, and identity begins to be formed at 

this stage (Health Reference Series, 2010). 

 

Sutton (2010) records that females tend to have more negative responses during this stage to 

the adjustments in their lives, than their male counterparts. The period is marked by the onset 

University of Ghana http://ugspace.ug.edu.gh



13 

 

of puberty, involving bodily changes such as the extension of breasts, and increase in height 

and weights, as well as more hormonal changes such as the onset of menstruation  (Health 

Reference Series, 2010) 

 

The adolescent period of a person’s life is generally thought to be healthy. However, in 

developing countries, the health of adolescents is being compromised due to exposures they 

are not well equipped to handle (Ohene, Tettey, & Kumoji, 2011).  

 

In discovering and developing their identities, adolescents take risks. These risks may either be 

healthy such as socialisation, development of their creative abilities, volunteering, taking up 

leadership positions. Risks taken by adolescents may also be negative such as drinking, unsafe 

sexual activity, smoking, and drug use. Again, adult supervision and guidance at this stage is 

key (Health Reference Series, 2010). 

 

The adolescent stage is a period of development, marked by the formation of interpersonal 

relationships with peers, discovery of new experiences, physical development, as well as 

familial bonds (Forrester et al., 2015). 

Improving health care is not the only method to successfully adapt people to management of a 

chronic disease, as there are other physiological and mental challenges that have to be 

overcome as well. A major component of good psychological health is the building of good 

social and interpersonal relations from childhood into adolescence, and adapting coping 

mechanisms that will help prevent depression, and encourage bonding at the family level 

(Forrester et al., 2015). 
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People with SCD are known to experience several other health problems associated with the 

disease, in terms of its psychological and physical effects. Some of these negative effects are 

curbed by building good social relationships from childhood to adolescence, in the 

advancement of their psychosocial development, an essential component of good health 

(Forrester et al., 2015).  

 

The challenges found at this stage of life are not unique to individuals with SCD only, as all 

youth have to navigate this transition period as best as they can, with all its varying life changes. 

Adolescents with SCD need extra support from their families and other medical personnel as 

they come to terms with management of the disease and committing to life with chronic illness 

marked by some naturally accompanying functional disabilities, for the rest of their lives 

(Treadwell, Telfair, Gibson, Johnson, & Osunkwo, 2017). 

 

Relationships may be strained by the constant and protracted hospital admissions in Sickle Cell 

Disease, and may be the cause of the disruption of the formation of peer relationships at this 

stage. This may negatively affect the physical and psychological development of the 

adolescents at this period, as they are building bonds with their colleagues, and learning other 

new experiences which may be affected by complications and other effects of the disease 

(Forrester et al., 2015). 

 

Frequent hospitalizations, late physical development, and peer pressure at this stage of life may 

affect the development of the adolescent at this stage, as a result of the negative effects of the 

disease at such a stage. These may even lead to psychological disorders such as depression, 

low self-esteem and engaging in risky behaviours such as drinking, smoking, and poor sexual 

health practices, disorders which have been reportedly high among adolescents with SCD. 
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These disorders may then increase the severity of the symptoms of the disease, resulting in 

more, and longer hospital stays. (Forrester et al., 2015).  

 

SCD has been found to be one of the top three causes of deaths of adolescents, and was the 

leading cause of death among non-communicable diseases in adolescents in a study conducted 

by Ohene et al. (2011). 

 

2.6 Sickle Cell Disease and the Adolescence Period 

The last thirty years have seen SCD being recognised as a lifelong condition, as opposed to the 

previous perception of it being a childhood disease (Roberti et al., 2010). Most children now 

survive into adulthood, especially in developed countries, with more advanced treatment 

methods.  Although most young adults have been able to adapt to the adult system of care after 

being transferred from paediatric care, some still experiences challenges with the transition 

(Treadwell et al., 2017). 

 

Transition is a longitudinal process involving a beginning phase of preparation for a change. 

This is followed by a “transition readiness” period involving all the decisions and steps taken 

to build the capacity of the individual, as well as those directly linked to him/her with regards 

to medical care. The transition process then has an ending stage where the individual is fully 

grafted into the adult care system, and is actively participating in self-care. The transition 

period transcends health care, and affects the daily life of the individual as well (Treadwell et 

al., 2017). 
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Adolescents with SCD have been found to experience problems with anxiety, and adequately 

accepting and adapting life to the disease, also experiencing challenges building relationships 

with peers, and fitting into society (Karlson et al., 2012). 

 

Adolescents with painful chronic diseases like SCD have been found to be alienated and 

stigmatized by various members of their immediate environment, placing a psychological 

burden on them. This burden may thus affect school attendance, and indirectly future 

employment opportunities and possibly future relationships, affecting the mental health of the 

individuals, and leading to more health care service access (Forrester et al., 2015). 

 

In order to be able to relate more with their peers, adolescents may take to indulging in risky 

behaviours, to fit in, and show some level of independence. Although adolescents spend a lot 

of time in the hospitals due to their routine visits, behavioural challenges such as these are 

hardly ever addressed (Asnani et al., 2014).  

 

Management of Sickle Cell Disease at this stage of life has been found to be more complicated, 

and involving many other factors, as compared to other stages of life such as early, or later life. 

 

As they develop, adolescents tend to become more independent, and take more responsibility 

for themselves in taking care of themselves. This is because as they age, parents and guardians 

allot more responsibility to adolescents at this transition stage in handling themselves, 

especially with management of a chronic illness. Adolescents fall short of these expectations 

of their parents, and meta-analysis has shown that older adolescents demonstrated even poorer 

adherence to treatment regimens (Loiselle, Lee, Szulczewski, Drake, Crosby, & Pai, 2016). 

Due to the complexity of the stage with regards to independence, and increasing responsibility, 

University of Ghana http://ugspace.ug.edu.gh



17 

 

shared responsibility between older caretakers such as guardians, and parents and the 

adolescents, has been proven to be the best form of SCD care (Smith, 2016).  

 

The effects of non-adherence to disease management strategies are direct in cases such as more 

frequent hospitalizations, and increased risk of early death, and more indirect in cases by 

affecting more daily routines such as sleep, and frequency at school (Smith, 2016). 

 

2.7 Quality of Life 

Studies have shown that children with SCD record lower health-related quality of life scores, 

as compared to their counterparts, and in the adolescent years show problems with anxiety, 

internalizing, as well as challenges with their social relationships (Boulet, Yanni, Creary, & 

Olney, 2010; Karlson et al., 2012). 

 

Quality of life (QOL) is defined as a multi-dimensional construct, useful for the evaluating the 

effects of a chronic disease on the life of an individual (Lim, 2009) as cited in Ola et al.(2016). 

This concept broadly covers how individuals describe the ‘well-being’ of different aspects of 

their lives. These assessments include a person’s sentiments towards life, outlook, self-

actualization, and interwork and interpersonal interactions (Theofilou, 2013). 

 

The quality of life as perceived by an individual gives evidence of how the individual is able 

to cope with the effects of a chronic disease such as SCD in daily life occurrences, and would 

thus give an indication of successes or failures in that regard. 

 

Studies have shown that people who have long-term conditions are more likely to experience 

mental health challenges than their healthy counterparts (Adzika et al., 2016; Lewis & 
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Vitulano, 2003).  In Jamaica and in America, research conducted showed that patients with 

SCD showed higher prevalence rates for depression, than the healthier controls, with the 

African Americans especially showing much higher odds of suffering from depression among 

those with more severe clinical SCD (Asnani, Fraser, Lewis, & Reid, 2010). Again, patients 

with very severe and extremely high anxiety levels report more painful crises periods (Adzika 

et al., 2016; Mahdi, Al-Ola, Khalek, & Almawi, 2010). 

Determining QOL is important as it assesses treatment programs, evaluates factors for 

prognosis, compares therapeutic regimens, and resource allocation periods (Adzika et al., 

2016). Dampier, Lebeau, Rhee, & Lieff (2013) conducted a study showing that adults with 

SCD had impaired QOL scores. Blood transfusions, vaso-occlusive pain crises, and other SCD 

morbidities affected QOL of patients in a study conducted by Pereira, Brener, Cardoso, & 

Proietti (2013). 

 

2.8 Quality of Life of Adolescents with SCD 

This section presents analysis of the existing literature on the factors that could associate with 

the quality of life of SCD clients.  Some of these factors have been presented below. 

 

According to World Health Organisation (WHO), QOL involves an individual’s perception of 

their standing in life in the context of their culture, and values, considering their life goals and 

expectations. This outlines the different constructs used in measuring QOL. There are 8 

domains of functional health and well-being that are assessed namely; physical function, role 

function, bodily pain, general health, vitality, social functioning, emotional well-being and 

mental health, as well as other health aspects (Theofilou, 2013). Theofilou (2013) asserts that 

these constructs are well known, and has been validated for use of measuring quality of life for 
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general well-being and more specific diseased populations, allowing measurement of disease 

burdens, and efficacy of various treatments. 

 

Different cultures have special ways of describing the illness experience, influencing how the 

illnesses are seen, how they are experienced, and valued, as well as coping mechanisms that 

exist to deal with the disease. Cultures have the tendency to influence health-decision making 

as well (Opare-henaku & Utsey, 2017). Culture may thus have some relation with quality of 

life. Understanding culture in this context may prove valuable in appreciating the effect of 

culture on adolescents with SCD (Lim, 2009). 

 

(Thomas & Taylor, 2002) explored the experiences of people with sickle cell disease (SCD) in 

order to understand the psychosocial impact of the disease.  These researchers concluded that 

‘SCD carries a huge psychosocial burden impacting on physical, psychological, social and 

occupational well‐being as well as levels of independence and environment’ of the client. 

These factors could have an effect of the QOL of the adolescent. 

 

The stage of adolescence is experienced by both males and females differently with regards to 

their adjustments as assessed by  (Health Reference Series, 2010). Coping additionally with 

disease management of a chronic ailment like SCD, as well as all the social and cultural factors 

may result in a difference in the perception of both male and female adolescents towards their 

quality of life. 

 

2.9 Conceptual Framework of the Quality of Life of SCD Adolescents 

This section presents the conceptual framework of the study after an extensive analysis of 

literature on the key concepts and theory as shown in figure 1.0.   
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2.9.1 Narrative to Support Framework 

More resources are dedicated to the disease management from a biological aspect in clinical 

care, and not enough to the behavioural aspect of the patients involved (Asnani et al., 2014). 

There are several factors that come into play with regards to the quality of life at the adolescent 

stage with the disease. 

The psychosocial difficulties listed may affect quality of life of adolescents. Research has 

shown that stigma and depression are associated with persons living with SCD (Ola et al., 

2016). Most of these arise from poor understanding of the condition by society, and peers. 

Discrimination, disability, due to retarded growth, an effect of SCD, as well as poor familial 

bonds and social relations coupled with management of a chronic illness at the adolescent age, 

may result in a poor quality of life for the adolescent suffering from SCD at opposed to his/her 

peers at this stage. 

Other factors such as the disease itself, chronic joint pains, and frequent hospitalizations may 

also result in poor physical, social, and emotional outcomes, affecting general health and bodily 

pain negatively (Forrester et al., 2015).  

Again, the adolescent stage in itself presents varying physical, emotional, social and 

psychological challenges to the individual, as they transition from childhood to adulthood 

(Health Reference Series, 2010). 

As shown by the arrow, poor quality of life may in turn lead to the same psychosocial 

difficulties that seemingly caused them, such as depression, and stigmatisation due to the 

negative responses recorded. Social relationships may be adversely affected by turning to 

smoking, and other deviant behaviours, and engagement in such behaviours may take its toll 

on finances, as some of these are expensive habits. 

The family plays a role in the quality of life of the individual, in terms of shared responsibility 

of support, and income to support good health of the adolescent. Again, economic factors, 

which may affect quality of life indirectly, by the health facility factors such as quality of care, 
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and the lifestyle factors which include diet, exercise, and hygiene, may also affect QOL 

directly.  

The socio-demographic characteristics of the individual, such as the age, sex, level of 

education, ethnicity, and religious affiliation of the adolescent are some of the variables under 

study, and seek to explore the extent to which quality of life is affected by these, and other 

factors. The framework was developed in this context considering the domains of the SF-36, a 

commonly used tool for determining QOL (Theofilou, 2013). 
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2.9 Conceptual Framework Showing factors affecting Quality of Life of Adolescents 

with SCD 

 

Fig. 1.0: Conceptual Framework Showing factors affecting Quality of Life of Adolescents 

with SCD 

Author’s own construct 
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CHAPTER THREE 

METHODS 

3.0 Introduction 

This section details the methods and techniques that were used in conducting this study. There 

are nine sections. Section one describes the philosophical position with regards to the study, 

while section two details the study design. Section three presents the study area. Section four 

presents the study population, including the inclusion and exclusion criteria for the study. 

Section five presents the sampling technique, while section six details the data collection and 

seven, the analysis techniques. In section eight, the quality assurance of the study is presented, 

and section nine discusses the ethical considerations of the study.  

 

3.1 Philosophical Position 

The study is a qualitative research, and thus assumed the interpretivist’s epistemological, and 

constructivist’s ontological perspective. These perspectives hold that research is based on 

meanings people assign to data, and the subjective experiences of the world. The nature of 

inquiry in this paradigm was to understand a particular phenomenon, and thus quality of life in 

this research sought to be understand from the viewpoint of the adolescent sufferers themselves 

(Antwi & Kasim, 2016). 

 

3.2 Study Design 

A qualitative approach was used in this study using the phenomenological perspective. The 

qualitative study design is an exploratory approach that seeks to gather information on people’s 

sense of the world, and how they ascribe meaning to their experiences (Merriam, 2009). 
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Qualitative research enables the researcher capture information from the data obtained in the 

form of the thoughts, feelings, behaviour and insights of the participants (Mayan, 2001).  

Phenomenological research, deals with describing the lived experiences of individuals about a 

phenomenon and it culminates in the experience of multiple individuals experiencing the same 

phenomenon (Creswell, 2009). It allows participants to share their perceptions, feelings and 

lived experiences and how these affect their views concerning a given situation (Adongo et al., 

2016).  

This approach was used in order to be able to get an in-depth view of the adolescents with 

Sickle Cell Disease on their perceptions concerning their physical, emotional, mental health, 

social functioning, and general well-being. 

 

3.3 Study Area 

Study Site: 

Participants for this study were recruited at the Ghana Institute of Clinical Genetics of Korle-

Bu Teaching Hospital (KBTH). The hospital is located in Accra, the capital city, in the 

Ablekuma South sub-metropolitan area. The Ablekuma South Sub Metropolitan is the largest 

in the Metropolis and shares its boundaries with Ablekuma Central, Ablekuma North and 

Ashiedu Keteke. It covers an area of 15.1 sqkm. 

The Sub Metro has an estimated population of 257,543 with 22,751 houses and 69,401 

households according the 2010 housing Census. In 2018, using the Greater Accra Growth Rate 

of 3.1%, it is projected that the population of Ablekuma South stands at 315,051. The sub metro 

has 5 electoral areas, which are; Korle Gonno, Korle Bu, Chorkor, New Mamprobi, and 

Mamprobi (Accra Metropolitan Assembly, 2019). 

The Korle-Bu Teaching hospital is the largest tertiary referral hospital in Ghana with a current 

bed capacity of about 2,000. It has an average daily attendance of about 1,500 people, and 
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about 250 patient admissions (Korle-Bu Teaching Hospital, 2012). The Hospital also provides 

sophisticated and scientific investigative procedures and specialisation in various fields such 

as Neuro-surgery, Dentistry, Eye, ENT, Renal, Orthopaedics, Oncology, Dermatology, 

Cardiothoracic, Radiotherapy, Radio diagnosis, Paediatric Surgery and Reconstructive Plastic 

Surgery and Burns. 

The study was conducted at the Ghana Institute of Clinical Genetics (Sickle Cell Clinic) located 

at the premises of Korle Bu Teaching Hospital. The Institute was established in 1974, and 

provides SCD education in the community, research in the field, as well as care to adolescents 

and adults with SCD. The GICG renders outpatient and emergency healthcare services to 

patients who report to the institute. It has a patient population of about 25,000. Yearly 

attendance averages about 10,000-15,000 patients, and daily attendance records are set at about 

50 patients a day. The institute receives referrals from other healthcare facilities all over the 

country (Sey et al., 2018). 

 

3.4 Study Population 

The study population consists of sickle cell adolescents aged 13-19 years reporting to the GICG 

without sickle cell crises. The total adolescent population of the Institute stands at about 500 

patients, out of a total population of about 25,000, with average monthly adolescent attendance 

at about 80 patients. 

3.4.1 Inclusion Criteria 

The study was conducted with adolescents with SCD aged 13-18 years attending Sickle Cell 

clinic at GICG in July, 2019. The different genotypes present at the time of research were 

included in the study. Informed consent was obtained from the adults, and assent from the 

minors with permission and signed consent slips from their parents.  
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3.4.2 Exclusion Criteria 

Patients aged 13-19 years who presented at the institute with any pain crises were not included 

in the study. 

 

3.5 Sampling 

Sampling was done among the adolescent patients who presented at the hospital for clinical 

check-up. The GICG provides both emergency and outpatient care for all Sickle patients 

referred there aged 13 years and above. 

Sampling was done until data saturation was achieved, where no new information was 

obtained. For this research, 15 adolescents voluntarily took part in the research, with consent 

from their parents where necessary. 

Purposive sampling technique was used to obtain participants of the study. For each day of 

reporting at the hospital during research, participants consisted of patients attending clinic, 

without crisis or acute symptoms. 

3.5.1 Sampling Technique 

The study was a qualitative study using the phenomenological approach. Patients who 

presented at the hospital without crises were considered for the study. The researcher was 

assisted by health staff in identifying patients who met the inclusion criteria. This technique 

was used until data saturation was reached involving no new information providing a sample 

size of 15 participants in all. 

Purposive sampling was used to approach potential participants of the study informing them of 

the purpose of the study. They were assured of the possibility of voluntary withdrawal at any 

point of the study without any consequences. 
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3.6 Data Collection 

Data was collected in July, 2019. In-depth interviews were organised for participants who agree 

to take part in the study. Data was collected using a semi-structured interview guide. The guide 

was developed in English but was translated into Twi, where this was the language the 

participant was comfortable with. Questions on demographics and clinical attendance were also 

included in the interview.  

Permission was sought from the participants to audiotape the interview. 

Field notes were made during the interviews, and transformed into a data document. 

Data gathered was stored on the personal computer of the principal investigator. Audio 

recordings were deleted immediately after they had been transcribed. 

The interview was conducted by the principal researcher only. 

Quality of life is an index that can be measured by self-report based on their perceptions of 

each of the domains being measured. (Lins & Carvalho, 2016). The domains assessed in this 

study included general health, mental, emotional, physical, social, and cultural health and well-

being, influenced by the domains assessed in the SF-36 questionnaire. Questions in the 

developed interview guide were based on obtaining information on these domains from study 

participants. 

 

3.7 Data Analysis 

The taped interviews were transcribed before analysis was done.  

Thematic analysis was used employing both deductive and inductive analysis (Creswell, 2009).  

A codebook containing the various codes that were used was generated based on the objectives 

of the study and the subject areas explored during the interviews. Major and sub-themes 

emerged during thematic content analysis, and a table of themes was drawn up in Microsoft 

word for further interpretation, and easy collation of the data. Codes were typed in Word format 
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for easy reading and selection of the best quotes which have been presented in the results 

section of the work. The major themes were then arranged based on the research questions 

guiding the study. 

 

3.8 Quality Assurance 

3.8.1 Trustworthiness (Rigour)  

Rigour refers to the extent to which the researcher strives for excellence and how they adhere 

to detail and accuracy. The research used the framework by Guba and Lincoln (1985) to ensure 

the trustworthiness of this study. This framework encompasses the following four criteria for 

developing trustworthiness of a qualitative study, credibility, dependability, confirmability and 

transferability (Lincoln & Guba, 1985).  

 

3.9 Ethical Considerations 

Ethical issues in the conduct of a study involving patients were adhered to. These include; 

confidentiality, anonymity, and privacy. Participants were assured that all their information 

would be kept highly confidential and treated with utmost respect. Their identities were to be 

kept secret, and unknown only to the Principal Investigator, and identified by generically 

generated ID numbers. They were assured of utmost privacy in keeping their information safe. 

3.9.1 Ethical Clearance 

Ethical approval was sought from the Ethical Review Committee of the College of Health 

Sciences, supervisory body of the hospital in charge of authorising the approval of research 

work to be conducted for students in the college, before the start of data collection. Approval 

from The Ghana Institute of Clinical Genetics was also obtained before data collection began.  
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CHAPTER FOUR 

FINDINGS 

4.0 Introduction 

This chapter provides the results of the research conducted on the quality of life of adolescents 

with Sickle Cell Disease attending the Ghana Instituted of Clinical Genetics, Korle Bu 

Teaching Hospital. The main objective of the study was to assess the quality of life of 

adolescents with SCD, to examine their perceptions of how their QOL is affected by the 

presence of SCD, and any socio-cultural factors of the disease, as well as to determine if there 

are any differences in the QOL of male and female adolescents as perceived by them. There 

were three main themes that emerged, with several sub-themes under each theme. The themes 

are presented based on the objectives the study sought to achieve.  

 

4.1 Socio-Demographic Characteristics of Participants 

Fifteen participants took part in the study with ages ranging from 15-19 years. The mean age 

of participants was 17.5. Six of the participants were 19 years old, while 5 of them were 17 

years. 10 out of the 15 study participants were SS genotype, 3 were SC, and there was 1 CC 

and 1 Sickle Beta genotype participant. Average number of crisis per year was 3. There was 

one Muslim participant, all others were Christian. All participants were single, and literate. The 

tribal affiliations of the participants were required to determine cultural influences on the 

disease. Languages spoken were sought to ascertain ability of participants to adequately 

express themselves in obtaining treatment, and depth of tribal affiliation. 

Table 1.0 shows the socio-demographic characteristics of participants. 
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Table 1.0: Table showing Socio-demographic Characteristics of Participants 

ID Age Sex Genotype Average 

Number of 

Crisis per 

Year 

Level of 

Education 

Tribe Languages 

Spoken 

1 17 Male SS 2 crisis per 

year 

SHS Ga English, 

Ga, Twi 

2 17 Male SC 2 crisis per 

year 

SHS Asante  English, 

Ga, Twi, 

Hausa 

3 18 Female SC One crisis 

ever 

Tertiary Gonja English, 

Hausa, Twi 

4 17 Male SS 3 crisis per 

year 

SHS Ga Ga, 

English, 

Twi 

5 19 Female SS Uncountable 

number of 

crisis per 

year; 

sometimes 

every week. 

SHS Akuapem English, 

Twi, Guan 

6 19 Male SS 2 crisis per 

year 

SHS Asante English, 

Twi, Ga 

7 19 Female SS 3 crisis per 

year 

SHS Ga English, Ga 

8 16 Male CC 5 or 6 times 

a year, 

sometimes 

monthly. 

SHS Ga English, 

Ga, Twi 

9 19 Male SS 4 or more 

crisis in a 

year  

SHS Ewe English, 

Twi. 

10 19 Female SS Hardly ever 

get crisis 

SHS Ga 

Adangbe 

English, Ga 

11 17 Female SC Hardly ever SHS Ewe English, 

Twi, Ga 

12 15 Female SS Monthly 

crisis 

JHS Fante English, 

Twi 

13 15 Female Sickle 

Beta 

Cannot 

recall  

SHS Fante English, 

Twi, Fante 

14 17 Male SS 2-4 crisis a 

year 

SHS Ga English, 

Ga, a little 

twi 

15 19 Female SS Hardly ever 

has crisis 

Tertiary Ga English, Ga 
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4.2 Research Question One: What are the perceptions of adolescents with SCD on how 

the disease affects their quality of life?  

4.2.1 Quality of Life 

This objective sought to determine how the quality of life of adolescents is affected by the 

presence of SCD as perceived by the adolescents themselves. The quality of life concept was 

assessed on the basis of four main domains, namely; general health, physical health, emotional 

health, social and academic life, as well as their health in relation to their peers. The overall 

response of this finding shows that quality of life as perceived by the adolescents themselves, 

is good. 

General Health:  

Almost all of the adolescents reported their health generally as being okay, or normal. This 

response remained constant with participants, whether they were on the lower extremity of the 

spectrum of the average number of crisis, or on the higher end, reporting to the GICG almost 

every month for crisis pain. When probed as to what normal meant, one participant reported 

that; 

“For me, my health is normal. Not very good, not very bad. Just okay.” (female, SS, SHS) 

Another participant said; “My health is okay. It’s not good, it’s not bad, just okay.” (female, 

SS, JHS) 

Physical Health:  

The male participants of the study mainly reported an inability to take part in physical sports 

such as football, and athletics, due to the tedious nature of activities which may exacerbate 

their condition. While most male adolescents indicated no participation in sports activities 

whatsoever, a few of them mentioned engaging in less exhausting activities such as basketball:  

 “I don’t play football, and I don’t do athletics, but I play basketball.” (male, SS, SHS) 
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“Yes, my health prevents me from taking part in physical activities, like, I don’t swim. I can’t 

learn how to swim because of the disease. I don’t also play ball, football, even though I like 

football.” (male, SS, SHS) 

Female adolescents mentioned lack of participation in sports mainly due to lack of interest in 

such: “I don’t take part in sports because I don’t have interest in sports, not because of the 

disease.” (female, SC, SHS) 

Both sexes, however, did mention being exempt from exhaustive domestic chores such as 

sweeping, and scrubbing, especially at the Senior High School level: 

“I’m not really a physical person, so it’s actually like a benefit. I didn’t take part in any 

housework in SHS.” (female, SC, SHS) 

“No. I cannot take part in any physical activities. I cannot do them. I don’t sweep, I sweep, but 

when the crisis comes, I don’t sweep, I don’t do anything…” (male, SS, SHS) 

“In SHS, I wasn’t required to do house chores, because of my condition.” (female, SS, SHS) 

Emotional Health: 

Emotional constructs assessed here were mainly happiness, depression, sadness, and mood 

swings. Most participants mentioned that they were always happy, and didn’t consider SCD as 

a major hindrance to their emotional health: 

“Emotionally, I’m a very happy person. I don’t think of those things.” (female, SS, Tertiary) 

“I’m usually happy, Sickle Cell doesn’t affect me emotionally”. (male, SC, SHS) 

However, a few middle adolescents (15-17 years) mentioned that they struggled with coping 

with the disease, and were always questioning why this was happening to them, findings which 

were corroborated by some late adolescents about their earlier adolescence years as well. 

Females suffered from such negative emotions more in this research: 
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“I’m always sad, and crying because of my condition. It doesn’t make you happy.” (15-year-

old participant, SS, JHS) 

“Now, not again, not anymore. I’ve grown out of it. Initially, somehow, I used to be moody a 

lot. A lot of moodiness.” (18-year-old adolescent, SC, Tertiary) 

“I used to be very sad because of the sickle cell, always crying. I used to ask my parents why 

they gave birth to me, because I was always suffering. Because none of my parents and siblings 

has Sickle Cell, but I do. But now, I’m growing out of it.” (19-year old participant, SS, SHS) 

Social and Academic Life 

Some participants mentioned being affected academically by onset of crisis around exams 

period, but managing to keep up with school work. Socially, a few participants mentioned that 

they didn’t make/ have a lot of friends due to their condition, while some mentioned that their 

parents restricted them from participating in too many social activities for fear of triggering a 

crisis. Despite such responses, SCD was not noted to have any significant effect socially and/or 

academically in participants: 

“Yes, SCD prevents me from socialising, because I get sick. Socially, it affects how I make 

friends.” (male, SC, SHS) 

“My health used to affect my academic life. I used to come home from school when I fell sick, 

and stay at home because of crisis. I schooled in Eastern Region, and missed exams because 

of crisis.” (female, SS, SHS) 

“SCD has not affected my life. I’m okay. I don’t go out mainly because my parents don’t allow 

me to do so.” (female, SS, SHS) 

My condition does not affect any other aspect of my life, my friends know I have SCD. (male, 

CC, SHS) 
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Perceived Sickle Cell Health vs. Peer Health 

Most adolescents asserted that the health of their peers was seemingly better than theirs as they 

fell sick less, and could take part in more activities. A few did mention that they thought their 

health, and that of their peers was generally the same: 

“All my friends are usually stronger than I am.” (female, SS, SHS) 

“Yes, my health is different from my peers. I find that what they’re able to do, I can’t really do 

same.” (male, SS, SHS) 

“I think the health of my peers and that of mine is the same. We all fall sick sometimes, and 

then we get better.” (male, SS, SHS) 

 

4.3 Research Question Two: What are the social-cultural factors related to with the 

quality of life of adolescents with SCD?  

4.3.1 Socio-Cultural Factors 

This objective sought to examine the social and cultural and factors that affect the quality of 

life of adolescents with SCD. The factors examined were the social structures such as family 

support, and health facility factors, as well as culture, and stigmatisation from society. 

Family Support: 

All participants mentioned that their families were extremely supportive of them, especially 

their mothers, providing for them, assisting them in taking care of themselves, in taking 

medication, and attending review clinic:  

“My family is very supportive. They even force me to take care of myself, come to hospital. 

When I was born, doctors told my parents that I would not live beyond 6 years, and my mum 

gave up on me. But my dad didn’t, and anytime he heard of any medication to make me better, 

he would go and get it for me. They really support me, because even now I’m not working, but 

they give me money for my medicines, and transport to the hospital.” (female, SS, SHS) 
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“My family has not abandoned me at all. They support me a lot. My mother brings me to the 

hospital.” (male, SC, SHS) 

Knowledge of Culture in relation to SCD 

Ghana is a very cultural society, with most participants readily providing their tribes, with some 

belonging to more than one tribe per their parentage, and lineage. However, the findings of this 

study show that all the participants had no knowledge of their tribes and their perceptions with 

regards to diseases such as SCD: 

“I don’t know Ewe culture, so I don’t know if they have any restrictions/taboos on SCD.” 

(male, SS, SHS) 

“I don’t really know Fante culture, so I don’t know what they say about SCD.” (female, SC, 

SHS) 

Stigmatisation 

Generally, participants mentioned that they had not been stigmatised because they had Sickle 

Cell Disease, although a few did mention that they actually did not tell people for fear of being 

stigmatised: 

“People know I have SCD, but they don’t treat me differently. No stigmatisation.” (male, SS, 

SHS) 

“People know I have SCD. No one treats me differently because of my condition.” (female, SS, 

SHS) 

“People don’t know I have SCD. I don’t want to tell anyone because Ghanaians have some 

perceptions of the disease, because of the way they think.” (male, SC, SHS) 
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Health Facility Factors 

Since Sickle Cell Disease is chronic, and requires frequent hospital visitations due to crisis 

and/or clinical reviews, the factors of the health facility involving interaction with the health 

personnel was examined. All participants had positive reviews of the staff and clinic of GICG: 

“The doctors and nurses are very nice over here.” (female, SS, SHS) 

“This is my second time of coming here, the doctors and nurses are very friendly and 

motivating…I like them.” (male, SC, SHS) 

 

4.4 Research Question Three: Are there any differences between the perceptions of 

male and female adolescents with SCD on their quality of life? 

Male and female adolescents tend to develop, and behave differently, and thus, may have 

different coping mechanisms and disease management strategies. This objective sought to 

determine any such mechanisms resulting in differences in the QOL of adolescents. It was 

assessed in terms of their attendance to clinic, and their perceptions on differences in coping 

and disease management strategies. 

Self- Reported Clinical Attendance and Adherence to Treatment Regimen 

There was no significant difference in the attendance of both sexes to clinic, per responses from 

participants, as well as from records. Clinical attendance was mainly based on frequency of 

crisis, which would as well influence review visits. There was also no significant difference in 

how well male and female adolescents took care of themselves. Both sexes were adequately 

informed on what to do to take care of themselves, and with the help of their family, appeared 

to abide by such recommendations on dieting, dressing, and medication. 

“To take care of myself, I have to wear longer clothes, even though I usually prefer wearing 

shorter clothes. I’m also supposed to take a lot of fruits, I’ve been asked to take a lot of fruits, 
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take in vegetables, and take my medication. I take Zincovit, normal para, Folic Acid, and 

Vitamin C and mutivite every day. That’s what the doctors asked me to take.” (male 

participant) 

“I take my medications, I take Folic Acid, and Zincovit. We drink water, but we avoid cold 

water, and bathing with cold water. Dress warm. I don’t sleep with fan.” (female participant) 

Perceptions of Adolescents on Sex Differences in Coping and Management of the Disease. 

Some adolescents mentioned that they did not see any differences between how males and 

females coped with SCD. However, a few of them were of the view that, males had more severe 

crisis than females, but females took better care of themselves, and adhered to treatment 

regimens better than males: 

“No difference between how males and females cope, but I think SCD is more severe in boys 

than in girls.” (male, SS, SHS) 

“I don’t know if boys can cope and manage SCD better than girls. I think it depends on the 

individual.” (female, SB, SHS) 

“I think boys have a more severe sickle cell, and crisis than girls. The girls own is normal. I 

also think the girls would cope with the disease better.” (female, SS, SHS) 
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CHAPTER FIVE 

DISCUSSION 

5.0 Introduction 

This chapter presents a discussion of the findings of this research, based on inductive and 

deductive coding, as well as other literature on the phenomenon under review. The discussion 

is based on the themes as well as sub-themes generated from the data set. There were three 

main themes that emerged from the analysis, which are quality of life, socio-cultural factors, 

and perception of sex differences on quality of life. 

 

5.1 Quality of Life 

Quality of life is an important construct to measure, in that it assesses the impact of disease on 

a particular individual, enabling the health profile of the individual to be drawn, the efficiency 

of new treatments, and evaluation of the needs of patients and their families (Lim, 2009). In 

this study, quality of life was assessed on physical health, emotional health, general health, 

other health (social and academic life), and a comparison of peer health with the health of the 

study participants, based on the conceptual framework that influenced the study. The different 

factors as outlined in the framework were used in developing questions that sought information 

on how they affected the overall quality of life of the adolescents. The factors measured were 

socio-demographic factors, factors of the disease itself such as frequent hospitalization, 

psychosocial factors such as stigmatization, and depression, and lifestyle factors involving diet, 

and exercise. Other aspects of the developed conceptual framework are health system factors 

including quality of care, family support and other family factors, and challenges presented by 

the period of adolescence, such as emotional challenges, and peer pressure. 
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Studies by (Atoui et al, 2015; Dyson et al, 2012), found that adolescents tend to be negatively 

affected in their school work resulting in them missing tests, which was consistent with our 

findings. However, the participants mentioned provision by their schools to catch up on school 

work that they missed out on, thus they were not greatly affected.   

According to (Health Reference Series, 2010), the middle adolescence period from 15-17 years 

is marked by cognitive, mental and sexual changes, and females tend to have a more negative 

response to such changes. This further asserts the result of this study, where the middle 

adolescents, especially the females struggled emotionally with coping and adapting to living 

with SCD. One of the participants directly recorded an association between her crisis, and 

monthly periods, and stated categorically that, “…the disease doesn’t make me happy.” 

This research found that adolescents were limited in their physical activities, by themselves or 

their parents stopping them, findings from a study by (Mufti, Towell, & Cartwright, 2015), as 

well. 

The quality of life of participants as perceived by them was found to be good. This appears to 

be in contrast with other studies that have found that QOL of adolescents with SCD is poor, 

and generally poorer than their health counterparts (Amr, Amin, & Al-Omair, 2011; Mufti et 

al., 2015). 

This may be due to such studies being quantitative, and thus not being able to obtain rich data 

from the study participants themselves. Studies have found that adolescents tend to downplay 

the effects of the disease on their daily functioning, in order to appear normal (Erskine, 2011; 

Atoui et al., 2015). Although the study participants did accept that they had health limitations 

in the various domains measured that their peers did not have, it did not significantly change 

their world view of themselves, with some of them even viewing their well-being almost as 

good as that of their peers (Foster & Ellis, 2018). 
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5.2 Socio-Cultural Factors 

All participants mentioned strong ties of family support which greatly aided them in taking 

care of themselves, in order to prevent crisis. This was consistent with a study by (Atoui et al., 

2015), who found that adolescents with SCD greatly relied on their parents, and siblings as 

well for support, when they are ill, and before then to prevent illness. 

Studies by (Dyson et al., 2012; Erskine, 2011; Musumadi, Westerdale, & Appleby, 2011), 

found that patients with SCD were stigmatized by their peers. However, participants in this 

study did not make any such reports, which is consistent with a research by (Atoui et al., 2015). 

There were no significant reports of stigmatization, or being sidelined on the part of the 

adolescents in the research, in cases where their peers were aware of the condition, as well as 

when they were not aware. Atoui et al. (2015) purported that this may be due to a reluctance 

by study participants to share such information with the researcher. 

Interaction with health professionals is a necessary consistent aspect of the life of persons with 

a chronic illness such SCD, due to the routine hospital visits. Mufti et al. (2015) found that 

interactions with different health personnel affected how patients responded to treatment. If the 

health workers were nice, the patients responded better. In this research, all participants 

responded that the health staff at the institute were very friendly, and motivated them to take 

good care of themselves. This may be a crucial factor in the overall reported QOL of the 

adolescents. 

SCD as a disease mainly affects people of African descent (Ola et al., 2016), and there may be 

certain cultural perceptions that influence adjustment to the disease. The illness experience is 

shaped by cultural factors, that affect how it is perceived, labeled, experienced, and valued by 

individuals (Lim, 2009). Although culture plays a major role in the illness experience (Dyson 

et al., 2012) , this study did not find any effects of culture on SCD, with regards to how the 

adolescents perceive SCD, or seek treatment. 
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5.3 Perception of Different Sexes on Quality of Life 

Coping has been found to be central to the quality of life of patients with long-term diseases 

(Lim, 2009). Lim (2009) found there to be significant gender differences between the QOL of 

male and female adolescents with SCD. Females had more pain responses than males. The 

researcher explained that this may be based on gender socialization, as well as different coping 

and management strategies. Again, Amr et al. (2011) found significant gender differences in 

the Health-related Quality of life of adolescents, with females showing lower scores, especially 

on the physical health domains. However, findings in this study did not report any significant 

differences between males and females and their perceptions of QOL, except on the emotional 

health domain. This may be due to the support of the family, and as well the role of females in 

adapting to emotional changes more negatively than males (Health Reference Series, 2010). 

Both genders demonstrated significant knowledge on their treatment regimen, and adherence 

to clinical visits as well. 
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CHAPTER SIX 

CONCLUSIONS AND RECOMMENDATIONS 

6.0 Introduction 

The previous section presented a summary of the findings of this dissertation, and a discussion 

of these findings in the context of literature reviewed. This concluding chapter provides the 

conclusions, limitations, and recommendations for further studies for this dissertation. 

6.1 Key Findings 

Key findings from the research conducted include; 

1. The QOL of the adolescents attending Sickle Cell Clinic at the GICG as perceived by 

them was found to be good. Emotional health in some younger adolescents, particularly 

female adolescents was found to be lacking. 

2. Social factors such as family support and health facility factors involving interaction 

with health staff, were found to have an effect on QOL. 

3. There was no difference in the perceptions of male and female adolescents with SCD 

on their QOL. This was shaped by their similarity in clinical attendance, as well as their 

adherence to treatment regimens and coping and management mechanisms of the 

disease. 

6.2 Conclusions 

This thesis sought to determine the quality of life of adolescents living with Sickle Cell Disease, 

who attend Sickle Cell Clinic at the Ghana Institute of Clinical Genetics. Using the 

phenomenological technique of qualitative research, 15 individuals were interviewed, using a 

semi-structured interview guide, and thematic analysis was done manually to analyse the 

results obtained. Findings showed that, the overall QOL as perceived by the adolescents 

themselves is good, with the exception of poor emotional health among middle adolescents. 
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QOL was determined based on physical health, general health, emotional health, other health, 

and the health of the adolescents in relation to their peers. Certain socio-cultural factors 

identified that influenced QOL are; family support, lack of stigmatization, and health facility 

factors including interaction with health staff at the GICG. Culture did not have any influence 

on QOL, per the findings of this study. There were no significant gender differences in their 

perceptions of QOL. 

 

6.3 Limitation 

This study was based on a homogenous sample of participants in one particular setting, and 

hence does not allow for generalization. Again, the study participants were purposively 

sampled, and thus may not be typical of all adolescents with SCD in Ghana. 

 

6.4 Recommendations 

Per the findings of this study, it is recommended that; 

1.  Counselling sessions should be added to routine clinical visits at the GICG to cater for 

poor emotional health, of female adolescents especially to avoid exacerbating the 

effects of the disease. 

2. Social factors such as family support and health facility factors that have positive effect 

on QOL are encouraged. Hospital visitations should be encouraged with family 

members, and enabled by them. The staff of the GICG hospital should also be 

empowered to continue providing supportive care. 

3. Further research should be undertaken in a different context, exploring adolescents in a 

culturally-influenced, or rural setting, to determine if there are any differences in the 

quality of life of such adolescents. 
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APPENDICES 

SCHOOL OF PUBLIC HEALTH 

COLLEGE OF HEALTH SCIENCES 

UNIVERSITY OF GHANA 

Appendix A: Participant’s Information Sheet 

(A copy of this form was given to participants aged 18 years and over) 

Title of Dissertation: Quality of life of adolescents with Sickle Cell Disease attending the 

Ghana Institute of Clinical Genetics (Korle Bu Teaching Hospital). 

Background of the study  

My name is Mary Fynn, a Master of Public Health student of University of Ghana School of 

Public Health. This study is being conducted on the topic: “Quality of life of adolescents with 

Sickle Cell Disease attending the Ghana Institute of Clinical Genetics” (Korle Bu 

Teaching Hospital). The purpose of this study is to measure the quality of life of adolescents 

with Sickle Cell Disease who attend clinic at the GICG. This informed consent is to ensure that 

you understand the purpose and your responsibilities in the research before you decide whether 

to participate or not. This study is part of the requirements for the award of master of public 

health degree. I would like to seek your approval and permission to ask some questions on the 

quality of life of adolescents.  

Procedures/nature  

Participants will fill out short questionnaires based on constructs describing quality of life. 

Risks and benefits of the study  

The study will not pose any harm to participants as there will be no invasive procedure. 

Participants will not be given any money for participation in this research whiles benefits that 

may arise will be a greater contribution to Sickle cell adolescent care. 
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The information will also arouse the interest of policy makers to pay more attention to how 

adolescents with SCD are cared for, and channel intervention where necessary. The study will 

not be of any risk or cost to you because the cost has been taken care of and your identity 

protected as well.  

Voluntary participation/withdrawal  

Participation is voluntary and you can at any point choose to withdraw from the study.  

Anonymity and Confidentiality  

You are assured that all information provided during this research will be taken with strict 

confidentiality, protected as much as possible and will be purely for research purpose. No 

discussion will be held regarding the research outside the team. All information will be treated 

as confidential as names will not be mentioned.  Data collected and storage will be done by 

Mary Fynn, the principal investigator. 

Mary Fynn 

School of Public Health, 

College of Health Sciences, 

University of Ghana, 

Post Office Box LG13,  

Legon – Accra. 

0271860480
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Appendix B: Participant’s Consent Form 

Consent Form 

Please initial each of the following statements to indicate your agreement:   

---I agree to participate in this research study   

---My participation in the research is of my own free will   

---I have been informed about the purposes of the study and what participation involves   

---I have had the opportunity to ask any questions I wish   

---I understand that I can withdraw from the study at any time, without giving a reason and 

with no adverse consequences   

Participant signature:   

Date:   

Researcher signature:   

Date:  
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Appendix C: Parental Consent Form 

Introduction 

(A copy of this form was given to parents of potential participants who are minors) 

Title of Dissertation: Quality of life of adolescents with Sickle Cell Disease attending of the 

Ghana Institute of Clinical Genetics (Korle Bu Teaching Hospital) 

Background of the study  

My name is Mary Fynn, a Master of Public Health student of University of Ghana School of 

Public Health. This study is being conducted on the topic: “Quality of life of adolescents with 

Sickle Cell Disease attending the Ghana Institute of Clinical Genetics” (Korle Bu 

Teaching Hospital). The purpose of this study is to measure the quality of life of adolescents 

with Sickle Cell Disease who attend clinic at the GICG. This informed consent is to ensure that 

you understand the purpose and your responsibilities in the research before you decide whether 

to participate or not.  

Your child has been invited to join a research study to look at “Quality of Life of Adolescents 

with Sickle Cell Disease: A Case Study of the Institute of Clinical Genetics.” Please take 

whatever time you need to discuss the study with your family and friends, or anyone else you 

wish to. The decision to let you child join, or not to join, is up to you. 

This study is part of the requirements for the award of master of public health degree. I would 

like to seek your approval and permission to ask your child some questions on the quality of 

life of adolescents. 

Procedures/nature  

Your child will answer some questions based on constructs describing quality of life. This will 

take about 25-30 minutes. 
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Risks and benefits of the study  

The study will not pose any harm to your child as there will be no invasive procedure. 

Participants will not be given any money for participation in this research whiles benefits that 

may arise will be a greater contribution to Sickle cell adolescent care. 

The information will also arouse the interest of policy makers to pay more attention to how 

adolescents with SCD are cared for, and channel intervention where necessary. The study will 

not be of any risk or cost to you because the cost has been taken care of and your child’s identity 

protected as well.  

Voluntary participation/withdrawal  

Participation is voluntary and you can choose at any point choose to withdraw your child from 

the study.  

Anonymity and Confidentiality  

You are assured that all information provided during this research will be taken with strict 

confidentiality, protected as much as possible and will be purely for research purpose. No 

discussion will be held regarding the research outside the team. All information will be treated 

as confidential as names will not be mentioned.  Data collected and storage will be done by 

Mary Fynn, the principal investigator. 

Mary Fynn 

School of Public Health, 

College of Health Sciences, 

University of Ghana, 

Post Office Box LG13,  

Legon – Accra. 

Tel. No: 0271860480 
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PERMISSION FOR A CHILD TO PARTICIPATE IN RESEARCH 

As parent or legal guardian, I authorize _________________________________ (child’s 

name) to become a participant in the research study described in this form. 

Child’s Date of Birth 

Parent or Legal Guardian’s Signature                         Date 

___________________________________________________ 

(Upon signing, the parent or legal guardian will receive a copy of this form, and the original 

will be held in the subject’s research record.) 
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Appendix D: Participant’s Assent Form 

(For Minors) 

Introduction 

My name is Mary Fynn and I am from the School of Public Health at the University of Ghana. 

I am conducting a research study entitled, “Quality of Life of Adolescents with Sickle Cell 

Disease attending the Ghana Institute of Clinical Genetics.”  I am asking you to take part in 

this research study because I am trying to learn more about quality of life of adolescents 

attending clinic at this institute.  This will take about 25-30 minutes. 

General Information 

If you agree to be in this study, you will be asked to participate in an interview. 

Possible Benefits 

Your participation in this study will result in added knowledge on adolescent patient care at 

the GICG.  

Possible Risks and Discomforts 

However, the risks associated are some emotional discomfort.   

Voluntary Participation and Right to Leave the Research 

You can stop participating at any time if you feel uncomfortable. No one will be angry with 

you if you do not want to participate. 

Confidentiality 

Your information will be kept confidential. No one will be able to know how you responded to 

the questions and your information will be anonymous. 

Contacts for Additional Information 

You may ask me any questions about this study.  You can call me at any time 0271860480 or 

talk to me the next time you see me. 
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Please talk about this study with your parents before you decide whether or not to participate.  

I will also ask permission from your parents before you are enrolled into the study.  Even if 

your parents say “yes” you can still decide not to participate.   

VOLUNTARY AGREEMENT 

By making a mark or thumb printing below, it means that you understand and know the issues 

concerning this research study. If you do not want to participate in this study, please do not 

sign this assent form. You and your parents will be given a copy of this form after you have 

signed it. 

This assent form which describes the benefits, risks and procedures for the research titled 

“Quality of Life of Adolescents with Sickle Cell Disease: A Case Study of the Ghana Institute 

of Clinical Genetics” has been read and or explained to me. I have been given an opportunity 

to have any questions about the research answered to my satisfaction.  I agree to participate.  

Child’s Name: ………………………   

Child’s Mark/Thumbprint: …………………  

Date: …………………………… 

 

Researcher’s Name: ……………………………. 

Researcher’s Signature: ………………………  

Date: …………………… 
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Appendix E: Interview Guide 

                          SOCIO-DEMOGRAPHIC CHARACTERISTICS  

1) How old are you? ……… (Age at last birthday)  

2)  Sex ……. 

3) Genotype/Hb Status…. 

4) Average number of crisis per year……... 

5) What is your religious affiliation?............ 

6) What is your marital status?................................ 

7) What is your level of education?................................ 

8) Which tribe do you belong to?................................. 

9) What languages do you speak? 

Main Questions 

1. In general, how would you describe your health? 

2. Does your health limit you in carrying out any physical activities? 

3. Has your condition affected you recently in terms of your emotions? 

4. How different do you think your health is from your peers? 

5. Does your condition affect any other aspect of your life? 

6. Do you think there are any differences between how male and females cope with 

adolescence and management of Sickle Cell Disease? 

7. How often do you attend sickle cell clinic? 

8. How do the doctors and nurses treat you? 

9. What is your treatment regimen like? 

10. Do you experience any stigma as a result of having SCD? 

11. Do you have any restrictions/taboos because of your condition?  

12. How has your family supported you in this period?

University of Ghana http://ugspace.ug.edu.gh



57 

 

 

University of Ghana http://ugspace.ug.edu.gh




