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[bookmark: _Toc2255775]ABSTRACT
Sickle cell disease (SCD) is an inherited chronic disease characterised by low red blood count and infection. SCD taxes the cardiovascular system and results in reduced exercise tolerance, delayed growth and sexual development. Adolescence is a developmental stage with numerous challenges, more so for adolescents with SCD. Adolescents who suffer from chronic pain due to the SCD are usually alienated from their peers and may also be victimised by them. As a result, adolescents with SCD commonly do not disclose their condition, which may lead to further alienation and stigmatisation by their teachers as well as their peers. There is a dearth of literature on the experiences of adolescent learners with SCD. The literature search revealed that most research on SCD among adolescents has focused largely on the medical aspects. The current study therefore sought to explore the lived experiences of adolescent learners with SCD as they pursue their education. A phenomenological qualitative research design was used. The target population comprised adolescents with SCD, their caregivers and their teachers. The adolescents were randomly selected from among those who attend the Sickle Cell clinic every Friday at the University Teaching Hospital. Purposive sampling was used to identify caregivers and teachers. In line with the phenomenological requirement of using small samples,15 in total that comprised of 5 adolescents, 5 parents and 5 teachers were used in order to more comprehensively capture their experiences. Semi-structured interviews were used to collect the data. The data from the interviews was analysed, coded and grouped according to emerging themes. The Interpretative Phenomenological Analysis (IPA) technique was used to interpret the experiences of adolescent learners with the SCD, as well as the experiences of parents and teachers. Among the adolescent learners the themes that emerged were: Being sick often; repeating grades; need for extra lessons; and Teachers not understanding the SCD condition. Among the parents the themes that emerged were: Children with SCD missing school often; Children with SCD needing more attention in class; Need for Extra lessons, and Teachers not understanding sickle cell disease. Among the teachers, the themes that emerged were: Parents and learners not wanting the SCD condition to be known; Lack of knowledge by teachers about the SCD; Need for learners with SCD to have individualised attention during lessons; and Inadequate support given to learners with SCD in schools. The physical and psychological burden that SCD has on school attendance by adolescents, may have a bearing on their future employment prospects , ability to form healthy relationships, and may further lead to poor mental health and to the increase in health care needs. Based on these findings, the current study recommends that the Ministry of education pays particular attention to the plight of adolescent learners with SCD in schools so that they too can be given optimal chances to succeed.
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[bookmark: _Toc2255780]1.1 Overview
In this chapter, the researcher will introduce the contents of the study under the following aspects; an overview of the study, statement of the problem, purpose of the study, research objectives, research questions, significance of the study, Limitations, delimitations, theoretical framework, operational definitions and ethical considerations.
[bookmark: _Toc529524321][bookmark: _Toc529565617][bookmark: _Toc2255781]1.2 Background
Sickle Cell Disease (SCD) is a chronic disease that is inherited. It is categorized as a disease accompanied by frequent pain, low red blood cell count, and infection (National Library of Medicine (NLM, 2012). People who have SCD produce abnormal type of haemoglobin, this is sickle haemoglobin and is shaped like a sickle or others would say, like a banana. Normal cells are shaped like a doughnut, and can move freely through blood vessels carrying much needed oxygen to all parts of the body. In addition to all this, sickle cells clog the flow of blood and can break apart as they move through the blood vessels. Implying that, they do not deliver oxygen throughout the body as well as normal cells do. This means that a person living with Sickle Cell Disease (SCD) suffers with chronic, debilitating pain, also known as pain crisis, anaemia or even stroke. They also suffer from leg ulcers, avascular necrosis of the hip or shoulder; acute chest syndrome, organ failure and also vision loss (Sickle Cell Disease Association of America (SCDAA, 2015). 
A description of SCD that was given by Adegbota, Barnes, Oppollo, Herr, Gray and McCathy (2012) was, the sickle cell pain can be both acute and chronic. It affects every part of the body and has a negative impact on the patients’ quality of life. The disease comes with a wide range of problems that affect the body, such as feelings of helplessness, the inability to function in expected roles, fear of early death, and loss of virility, priapism, and social isolation. Sickle Cell Disease is common among Sub Saharan Africans, Spanish speaking regions, in the western hemisphere (South America, the Caribbean and Central America), Saudi Arabia, India and Mediterranean countries such as Turkey, Greece and Italy. The highest prevalence of the Sickle Cell trait occurs between latitudes 15° North and 20° South in some areas. (WHO Africa, 2015) 
From a global point, SCD occurs in approximately 300,000 births annually; it is mostly prevalent in malaria endemic parts of the world, primarily Africa, the Middle East and South Asia. In many African countries, 10% to 40% of the population carries the Sickle Cell gene, resulting in estimated SCD prevalence of at least 20% (WHO, 2015). It is also approximated that one third of all inhabitants of sub-Saharan African carry the sickle gene (Carter & Mendis, 2002).  According to Weatherall & Clegg, (2001), in Zambia, the sickle cell frequency range is between 6% and 27% children born with severe haemoglobin disorders.
The statistics on the exact number of people living with SCD in the whole of Zambia are not very clear. However, the University Teaching Hospital (UTH) claims to have close to 4,000 people of all ages, with SCD who attend their Friday outpatients’ clinic. At least 1, 500 of these are school going. However, these numbers are said to increase, as the number of SCD patients seems to be increasing.  The national statistics for SCD are not clear. The records at UTH are not complete and leave much to be desired.  According to the Educational Statistical Bulletin (MoGE, 2014), the statistics collected do not include children with SCD. From the enrolment in schools, SCD does not appear to be one of the factors that are requested of the child when collecting enrolment data. In addition to this, the Central Statistical Office, in Lusaka also has no information on the number of SCD patients in Zambia.
Changufu (2005), wrote that in Zambia, 17or more of every 100 indigenous Zambians carries the sickle cell trait and about 200 or even more out of every 10, 000 births per year are infants who have SCD. According to Changufu (2005), SCD is among the top diseases that leads to morbidity among children. This genetic disorder is one of the causes of high morbidity and mortality in countries where SCD is prevalent. The recurrent pain and complications caused by the disease can interfere with many aspects of the patients’ lives including their education, employment and psychological development.
SCD can have a great impact on the patients’ psychological development. Psychological complications in patients with SCD stem from the pain and symptoms that they suffer throughout the day and in retrospect, society’s attitude towards the sufferer. There is a great deal more recognition of the psychological difficulties that take place because of the biological challenges that come with the disease. Due to the many stressful experiences that commonly occur, children with SCD who have not suffered stroke may inadvertently be potentially prone to excessive anxiety, depression, moods, poor self-concept and difficulties with being accepted socially (Brown, Buchanan, Doepke & Eckman 1993; Iloeje, 1991).
There are issues that affect their self-esteem and poor body images. The disease can also affect the physical appearance of adolescents. Small stature and delayed menarche and physical development, complications of SCD, can affect self-esteem and peer relationships. It can also limit the learners’ ability to take part in sport. This may lead to feeling of not belonging which affect their self –esteem (Charache, Lubin, & Reid, 1989). Suris, Michaud, and Viner (2004) identified a relationship between chronic disease and the adolescents’ physical development. The combination of psychological problems such as learning disabilities, small stature and chronic fatigue places children with SCD at a high risk of having problematic relationships (Parker & Asher, 1987).
Mostly, evidence shows that chronic disease results in delayed growth which in turn leads to body dissatisfaction and, as earlier mentioned, low self-esteem. It was suggested that adolescents with SCD might be smaller than their healthy peers in the early phases of puberty; they might experience heightened self-consciousness and dissatisfaction with their body images (Cepeda, Allen, Cepeda & Yang, 2000).  These issues would lead to psychological distress and affect the patients’ self-concept. It can also lead to the adolescent learner being withdrawn from their peers. For an adolescent with SCD, issues of death, sexuality, identity and being dependent on parents or caregivers always come up (Tanyi, 2003).
Sickle Cell Disease taxes the cardiovascular system, or the circulatory system; which results in reduced exercise tolerance, delayed growth and sexual development. Also, a majority of males with sickle cell anaemia (Hbss) are likely to experience ‘priapism’ which is the painful or undesired erection that lasts from four to twelve hours. It occurs between the ages of 5 to 40. (Barakat, Patterson, Weinberger, Simon, Gonzales & Dampier 2007; Driscoll, 2009). 
Adolescents who suffer from chronic pain are usually alienated from their peers and may also be victimised by them. It is common for SCD adolescents not to disclose their condition, and this may lead to alienation and stigmatisation by their teachers as well as their peers. There is a psychological and physical burden that SCD has on school attendance which may unknowingly prevent the patient from getting any future employment and relationships; and may further lead to poor mental health and to the requirement of higher healthcare needs (Anderson & Asnani, 2013; Anie, 2005). 
 A good number of studies have shown that adolescents with chronic diseases are at higher risk of facing psychological issues than their healthy counterparts. Of the psychological problems highlighted, these adolescents face poor self-concept, increased anxiety and depression, social withdrawal or aggression and maladaptive family and peer relationships (Hurtig &White, 1985; Morse, 1986; Morgan & Jackson, 1986; Rodrigue, Streisand, Banko, Kedar & Pitel 1996).
In addition to this, lower educational achievement, limitations in occupation, frequent truancy and psychiatric disorders have been noted. Symptoms of anxiety, including feeling tense, worry and fearfulness are prevalent in the adolescents with chronic illness (Pao & Bosk, 2011). These adolescents also face problems with parental and peer relationships are also a source of psychological distress for them.
There is a paucity of literature on the psychological impact that Sickle Cell Disease has on adolescent learners in Zambia. Issues that are linked to Sickle Cell Disease and behaviour problems, poor mental health and the quality of life that they lead, leaves much to be desired. Children with SCD, as earlier mentioned, are prone to strokes which in turn lead to poor motor skills. Because of this, many youth are at high risk of poor academic achievement and poor grade retention (Anderson & Asnani, 2013).
Fowler, Whitt, Lallinger, Nash, Atkinson, Wells and McMillan (1988) studied 28 children between the ages of 6-17 compared to 28 healthy children matched on race, age, sex and socioeconomic status. It was found that children with Sickle Cell Disease performed worse on measures of reading and mathematics achievement than their healthy counterparts. It can therefore be deduced that; children with SCD do not perform as well as their healthy counterparts. This could be attributed, perhaps to the fact that they miss school more often than their counterparts.
The severity of the disease also has a role to play in the academic performance of these children. Eaton, Haye, Armstrong, Pegelow and Thomas (1995) came to the conclusion that adolescents who were hospitalised more frequently for pain missed a significant number of days from school as compared to the other adolescents. 
Another issue that is said to influence the academic outcomes of adolescents with SCD is how the family functions. It is quite possible that this factor directly affects the academic outcome of adolescents with SCD. However, it is another factor that still needs to be researched. When we speak of family functioning, we are talking about the relationship between and among family members (Lewandowski, Palermo, Stirson, and Handly &Chambers. 2010). A family that functions well is characterised as adaptive, cohesive, and low in conflict, organised and using good communication styles (Alderfer, Fiese, Gold, Cutuli, Holmbeck, and Goldbeck &Patterson 2008). 
Children with chronic diseases that constantly need management tend to remain dependent on their families for care and emotional support. A negative outcome of this is the overprotectiveness of the parents over their children. Parents’ anxiety and overprotectiveness can lead to restrictions of activities for the adolescent with SCD; which in turn leads to the restriction of autonomy that the adolescent desires. The manner in which parents respond to a child can lead to anxiety and distress but can also lead to much needed support that the patient requires in order to gain confidence in their ability to cope with their disease.
A third aspect that should be taken into consideration when dealing with the psychological impact of sickle cell disease on children is the attitude of teachers towards them. There has been evidence that the teachers do not take the symptoms that the child has seriously because they think it is just an attention seeking tactic or merely being disruptive (Atkin and Ahmad,2000). It has been noted that children and adolescents with SCD often have different set of feelings from their peers and most of the time wish to hide their disease in order to avoid constant scrutiny, judgement and isolation by peers. At times the SCD sufferer is called lazy when in fact they are just suffering from fatigue due to anaemia.
The school environment is an important aspect of the child’s life. It is one that can help the child make sense of their illness and may even help them cope better. It is evident too that interaction with peers and teachers is beneficial to the adolescent with SCD. It is possible that the positive attitude from their teachers will help the child handle their pain better and may even help them get through crisis better. Though there is little literature that has been published on this aspect, it is true to say that the coping with chronic pain, can be handled better when other people are involved than when one is alone (Gil, Carson, Sedway, Porter & Schaeffer 2000). Teachers are an integral part of any child’s life and their positive outlook can help the child with their psychological issues.
A lack of understanding on the part of the school can create many difficulties for the young child with SCD which in turn means that, the child may not achieve or attain their potential.  Teachers mostly are not able to deal with crises in school. Parents feel that teachers are ignorant and more often than not, misjudge their children in the sense that, they feel that these children exaggerate or even just pretend to be sick. About 10% of parents do not tell the school the child has SCD (Atkin, Ahmad & Anionwu 1998).
There are very few schools that have in place policies that will tell them how to respond to a child who misses school due to SCD. It is rare for them to offer extra lessons or individualised educational plans (Darr, Atkin & Taylor 2005). It would imply a close liaison between the home, school and the hospital when the child goes into crisis. Frequent hospitalisations may lead to a great deal of stress on the family as well as the individual sufferer.
The USA has a 50% survival rate of children born with SCD. There are now better medical advances these days therefore, the focus should now focus on psychosocial aspects of the disease. Life expectancy is now at an average of 42 years for men and 48 years for women (Wierenga, Hambleton and Lewis, 2001; WHO, 2006). Due to the chronical nature of SCD and its severity it is necessary for caregivers to guide patients how to manage their lives with this disease. Due to a lack of understanding on the part of health care providers, a number of SCD sufferers are at pains to explain their pain. It is this attitude that  and obvious lack of understanding, patients with SCD will only go to hospital at the worst points of their pain and home remedies did not help.
In order to adapt to a chronic disease, a person with SCD should develop healthy relationships with family and peers during their childhood into adolescence. In addition, adolescents with SCD need to learn coping strategies in the management of chronic disease so as to reduce depression and strengthen family bonds (Cotton, Grossoehne, Rosenthal, McGrady, Humency, Hines, 2009).
[bookmark: _Toc529524322][bookmark: _Toc529565618][bookmark: _Toc2255782]1.3 Statement of the problem 
Research has shown that SCD has an impact on academic performance. For instance, Nettles (1994) reported that the academic performance of children who have SCD is far below that of their peers. In addition, these learners experienced a higher absenteeism rate than that of other children of their age group. Some learners with SCD end up dropping out of school because they are not accepted by peers or not treated equally with their peers by their teachers. 
There is also evidence, even though scanty; that teachers do not really understand the plight of the child with SCD in their classroom (Day & Chismark, 2006). There are many misconceptions and myths that surround these children, (Ugwu, 2016).  
In Zambia, there is a dearth of literature that explores the link between education and Sickle Cell. Most of the literature that exists leans towards the medical side of the disease, including coping techniques and how children with SCD adapt (Athale, & Chintu, 1994). In the current study, therefore, the researcher focused on exploring the experiences of adolescent learners as they pursue their education. Adolescence is one of the most complicated periods in anyone’s life but more so for one who has a chronic disease like SCD. What do these adolescent learners with SCD go through as they lead their lives suffering from this disease?
[bookmark: _Toc529565619][bookmark: _Toc2255783]1.4 Purpose of the study
The aim of this study was to explore the experiences of adolescent learners with Sickle Cell Disease, in Lusaka; Zambia.              
[bookmark: _Toc529565620][bookmark: _Toc2255784]1.5 Research objectives 
In carrying out this study, the following were the objectives that would be a guide:
1. To examine the experiences that adolescents with sickle cell disease have in schools.
2. To ascertain how teachers treat adolescent learners with sickle cell disease.
3. To assess forms of support systems aimed at assisting adolescents with   sickle cell disease in schools.
4. To find out whether parents with adolescents who suffer from SCD collaborate with teachers over their children’s health.
[bookmark: _Toc529565621][bookmark: _Toc2255785]1.6 Research Questions
1. What experiences do adolescents with sickle cell disease go through in schools?
2. How do teachers treat adolescent learners with Sickle cell disease?
3. Do schools have any form of support system for adolescent learners with sickle cell disease? 
4. Do parents of adolescents with SCD collaborate with the teachers over their children’s health?
[bookmark: _Toc2255786][bookmark: _Toc529565622]1.7 Significance 
It is hoped that this study would close the gap on what psychological or psychosocial impact sickle cell disease has on the adolescent learner. It is hoped that this study would help teachers have a better perspective of learners who suffer from SCD and help them through their difficulties as they pursue their education. There is also hope that this study would help the families and the teacher to work together for the good of the learner. It is believed that the interaction between the learner and the teacher is vital for success in education. The family too plays a great role in the successful education of this adolescent learner and likely to benefit from the present study.  
[bookmark: _Toc2255787]1.8 Delimitations of the study
This study was done in Lusaka. The starting point was the University Teaching Hospital, sickle cell clinic, since this is where sickle cell patients can easily be accessed. It was very convenient for the researcher to meet SCD patients at UTH than at any other point in the country.
[bookmark: _Toc529565623][bookmark: _Toc2255788]1.9 Limitations of the study
In carrying out the research it was somewhat difficult to get the respondents to be cooperative. Both the mothers and the learners were not eager to talk about sickle cell anaemia. It was only when the researcher disclosed that she too had SCD that they let their guard down and began to speak freely.
Furthermore, the fathers of the adolescent learners seemed to be preoccupied or busy, thus proving difficult to talk to. They preferred that the researcher speak to the mother who seemingly, were not that busy. Some fathers felt that they were ill equipped to speak about the disease as opposed to the mothers.  In addition to this, since the sample size is small, the findings cannot be generalised to a wider population.
[bookmark: _Toc529565625][bookmark: _Toc2255789]1.10 Theoretical framework
Two theories guided this study. The first is the Social Ecological Systems theory that was proposed by Bronfenbrenner. The other is Eric Erickson Psychosocial theory of Development. These two theories embrace the development of the adolescent.
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(Figure adapted from Transition and sickle cell disease. Paediatrics, 130, 926–935) 
The Social-ecological systems theory by Urie Bronfenbrenner (1979) has proposed a series of concentric circles that represent areas in a child’s life that influence the child’s development; a change at one level affects all the levels of development. The child is at the centre and the closer circle represents the family. The outer circles represent societal values and culture. The three major tenets of social-ecological systems theory are reciprocal. This implies that the environment affects the child but on the other hand, the child also affects the environment. There are interconnections and relations between the circles which go on to influence the child’s development throughout their lives (Bronfenbrenner, 1979).  The most crucial aspect to the development of the child in this theory is the family system, in particular, the interaction between the parents and the child. The child’s characteristics and behaviour influence the environment as well as the relationship between the child and parents. Therefore, the child plays an active role in shaping his or her environment (Thompson & Gustafson, 1996). Another aspect is the interaction between the family and the school, which also influence the child’s development. 
This was also emphasised by Treadwell, Telfair, Gibson, Johnson and Osunkwo (2011), as well as Bronfenbrenner and Ceci (1994) who emphasised the influences of five primary environmental systems which include the individual as the starting point, then the microsystem, mesosystem, exosystem and lastly the macrosystem. The starting point, which is the individual systems represents one’s own unique biological makeup which is characterised by the diagnosis that the adolescent gets, their age, gender and ethnicity. Then the microsystem which encompasses patterns that directly influence the development of the individual. These are listed as the school, church, peers as well as the healthcare providers. 
The next system is that of the mesosystem which comprises of the interaction that this adolescent will have with various microsystems added to their relationship with the individual’s life experiences. Exosystem includes the interaction between the various indirect, external environmental influences for instance, the neighbours, the media, local politics, various industry and social services that they come into contact with. The last one is the macrosystem which encompasses attitudes and cultural influences that affect the individual within the larger society. An adolescent with SCD will have to adjust so as to become effective in manoeuvring within as well as between all these systems throughout the various stages of their lives so as to come out well rounded, holistic individuals.
The second theory is the psychosocial development of Eric Erickson. It is possible that adolescents may experience identity versus role confusion which entails the individual’s perception of the self in relation to others. This theory suggests that being accepted is an important aspect in this period. If the adolescent is not accepted by peers, during this time, it may lead to low self-esteem issues and negative thinking (Miller, 1983). According to Erickson at this stage, the adolescent seeks to find themselves. SCD among adolescents can be psychologically devastating as they have to deal with various issues such as delayed menarche for females and painful erections for males, which their peers do not have to face (Serjeant, 2001; Singhal &Hambleton, 2001). There is a deep seated need for adolescents in this stage to want to belong, therefore; both the family and peer relationships are important components in their social development.
Hazen, Scholzman, Beresin (2008), writes about Erik Erickson as being one of the most influential theorist in line with emotional development. For Erickson, development was conceptualised as a series of crises that an individual was supposed to negotiate difficult tasks which were also often conflicting so as to maintain a developmental trajectory which he stated was an inborn form development. Erickson considered adolescence as a time when the identity was formed and there was an urge for the adolescent child to seek separation from the adult caregivers. This stage was referred to as one where there is a choice between ego identity formation and role diffusion, which makes the case that if this adolescent does not form a coherent sense of self value, they would in essence lack a consistent sense of identity as they matured into adulthood.
An adolescent learner who has SCD would have a number of challenges during this period of development. Normal developmental tasks in this stage are centred on identity formation which can very well be impeded by a number of aspects for instance, constant care during periods of illness. This may lead to a delay in the completion of school and a prolonged dependence on the parent.
Adolescence is critical for a normal healthy person, but even more so for one who suffers from sickle cell disease. This is a period that if one is not taken proper care of, may end up a maladjusted individual. It is during this period being part of a group is vital, so is being accepted by the peers. It can be a difficult period for this adolescent with sickle cell anaemia who may not be accepted as they wish to be. Their values may not be formed to conform to society. It is easy for them to indulge in risky behaviour such as drinking and experimenting with unprotected sex, so as to be accepted by peers.
[bookmark: _Toc529565626][bookmark: _Toc2255790]1.11 Operational Definitions
Adolescence – period following onset of puberty during which a young person develops from a child to an adult
Sickle Cell Disease (SCD) – inherited blood disorder
 Psychological – mental or emotional aspects of a person 
Chronic – long lasting, recurrent, characterised by long suffering
Menarche – first occurrence of mensuration in women
Infarcts – localised necrosis resulting from obstruction of the blood supply
Necrosis – death of living cells in a specific area, due to infection or interruption of blood supply.
[bookmark: _Toc2255791]1.12 Summary
 Looking at the background that has been given, SCD is a chronic disease that has far reaching consequences. The quality of life that adolescents with this disease lead has the markings of this disease. There is much more that can be discovered by investigating the experiences that adolescent learners go through in their lives.















[bookmark: _Toc529565627][bookmark: _Toc2255792]CHAPTER 2: LITERATURE REVIEW
[bookmark: _Toc529565628][bookmark: _Toc2255793]2.1 Overview
In this chapter, literature that is relevant to the current study was reviewed. The subject about sickle cell anaemia and how it psychologically impacts adolescents has been written about in a number of articles in many countries around the globe. Many articles have been written on the medical aspects of the disease. Some studies have been written about aspects that affect the academic journey of learners with SCD. This literature is however, minimal in Zambia. 
This literature review is done under the following themes; What is sickle cell disease; the psychological impact of SCD on adolescent learners; impact of SCD on the academic life of adolescent learners; and finally, adolescence.
It is relevant for the review to be looked at from these themes because they bring to light the important aspects of SCD in connection with education and adolescence. 
[bookmark: _Toc529565629][bookmark: _Toc2255794]2.2 Sickle cell disease.
Various scholars have had different ways of interpreting what SCD is and how it affects the patient. However, it is agreed across the board that it is a genetic, incurable disease. Vilela, Cavalcante, Cavalcante, Avaujo, Lobo and Nunes (2012), define sickle cell disease as a genetically inherited disease that affects the health of the person who has it and may even impair their quality of life. Their study, conducted in Brazil; Vilela et al focused on adults and the experiences that they had. The commonest complication that was manifest was pain, also there was evidence of mood disorders among the respondents.
SCD is an incurable, chronic disorder that implies that someone who suffers from this disease requires prolonged management that lasts a life time. This affects the physical as well as the psychological aspects of anyone who suffers from SCD. The disease also comes with complications and a reduced life expectancy. This is according to Vilela et al (2012).
SCD is said to affect every body system. Apart from the chronic pain and acute pain which is a common reason for hospitalisation, the person who suffers from SCD is very susceptible to infections, stroke, acute chest syndrome, difficulty concentrating, leg ulcers, priapism, delayed growth and sexual maturation (Charache, Lubin & Reid, 1989).
Even though this disease is not treated as seriously as its complications are, especially here in Zambia, it is clear that having such a debilitating disease, especially for an adolescent learner can be very retrogressive. Graves (2016) also brought out the issues of the complications of SCD that further set a student with this disease apart from the others and with a reduced quality of life. The disease causes the learner to lose so much time due to hospitalisation such that their school academic progression and even their vocational training is affected. However, these studies are all very scientific and lack that close contact with the respondents to bring out their actual experiences which is what the current study is striving to do.
Another study that was carried by out Ndeezi, Kiyanga, Hernandez, Munube, Howard, Ssewanyana, Nsungwa, Kiguli and Ndugwa (2016) referred to SCD as a group of inherited haemoglobin disorders. It was conducted in Uganda.  When a child inherits the disease from both parents it is more severe. The result is anaemia which manifests as recurrent vaso – occlusion and even organ damage that can in turn lead to substantial morbidity and early mortality. Ndeezi et al (2016) also state that worldwide, sickle haemoglobinnopathies lead to quite a great deal of a burden of the disease that is inadequately addressed. The study looked at the haemoglobin testing in order to determine the prevalence of the disease and the different genotypes. Ndeezi et al study is more on the medical side of the study into SCD. It does not go into looking at the lived experiences of the learner with SCD. 
A study that was done in Nepal by Ghimire (2016), described SCD as a group of blood disorders. The normal blood cells are round which allows them to easily move through blood vessels to all parts of the body carrying oxygen, on the other hand, in the case of SCD, the red blood cells become hard and sticky and will have a ‘sickle’ shape. These sickle cells die early which leads to a shortage of red blood cells. They also get stuck in small blood vessels and therefore block the flow of blood and oxygen to various organs in the body. This leads to repeated episodes of severe pain, organ damage, infections and even stroke. Ghimire’s (2016) paper gives a good picture of what sickle cell anaemia is and how it affects the sufferer. 
Another study that describes sickle cell anaemia was done in Maharastra by Bolwar (2015). It stated that sickle cell is a major genetic or hereditary disorder in which red blood cells become sickle (oval) in shape, this is due to the deficiency of oxygen. SCD is a hidden problem. With it come symptoms such as jaundice, Hand-foot syndrome, body pains, stroke, weakness and fatigue. It also includes painful erection (priapism), mental illness and infections. The list is endless. It also comes with psychological complications which the sufferers of this condition have to live with.
In this study, Bolwar (2015) writes very scientifically. He looks at the variations in the prevalence of SCD in different parts of the world and this is also according to various authors. It does carry out interviews to have a statistical representation of sickle cell sufferers and carriers of the disease. Bolwar’s (2015) study only adds to the current study by describing what SCD is and its various symptoms.
SCD is a genetic disorder that is acquired from both parents. Implying that both parents should have the sickle cell trait in order to pass it on to their child (World Health Organisation [WHO], 2010). These sickle cells clump together which causes the cells to appear semi-circular. The National Institute of Health (2012) categorised SCD as a disease that is accompanied by frequent pain. In the long run, this disease leads to a progressive as well as systematic weakening of organs. There are numerous symptoms that can be associated to SCD which are repeated pain, anaemia, organ damage which is in addition to infection that sufferers get. The crisis that SCD sufferers get is triggered by environmental factors. There are many other symptoms that come with sickle cell anaemia such as jaundice, paleness, shortness of breath, frequent urination, hand-foot syndrome, eye problems, delayed growth which includes puberty, excessive thirst, fever and pain that can occur at any given time in any joint or body organ, this is according to Piel, Hay, Gupta, Weatherall and Williams (2013). 
One study conducted in Zambia by Wasomwe (2011) defined SCD as a chronic, incurable disease that affects the red blood cells. Due to their abnormal formation, these sickle cells are fragile and easily destroyed. It is because of this shape that make it difficult for the cells to pass through small blood vessels and so cause blockage and inadvertently deprive body organs of blood and oxygen. This is the cause of the chronic, slow deterioration of multiple organs which therefore result in severe pain, anaemia, serious infections and damage in the vital organs (Youngson, 2000). Wasomwe’s (2011) study focused on the problems that families that had children with SCD faced rather than the lived experiences of adolescent with SCD in Zambia.
The gloom of the painful crisis and other complications that bring a child with SCD to hospital does not end once the child is discharged. This can be a burden on the family (Shapiro, Dinges, Orne & Frempons, 1995). In Shapiro et al (1995) study, the child’s experiences are not essentially taken into consideration, with the focus mainly being on the families and what they go through in raising children with SCD. 
A study that was done in Yemen, by Al-Saqladi (2016) defined SCD as one of the commonest monogenic (single gene) diseases in the world. Sickle red blood cells become less deformable and are fragile. The cells also stick easily to the blood vessel wall which hinder normal flow of blood. This leads to tissue hypoxia (deficiency in the amount of oxygen reaching the tissue) and obstruction of the blood supply to an organ causing local death of the tissues. It is manifested by recurrent painful episodes, chronic anaemia, acute chest syndrome delayed growth and puberty, cerebrovascular disease as well as cognitive impairment. Again, the definition does add more to the question of what sickle cell anaemia is, giving a clearer picture of the disease.
Another description of SCD is that it is caused by abnormal haemoglobin which produces red blood cells that clump together blocking oxygen the easy flow of oxygen and blood to vital organs and bones. This leads to episodic pain and may even lead to stroke in addition to organ and bone damage. The health complications associated with SCD can leave adolescents more prone to contracting infections and are more likely to experience complications associated with common infections. The sickled red blood cells die faster which results in haemolytic anaemia, nutritional deficits and delayed puberty (Ashley-Koch, Yang & Onley, 2000; Thomas, Singhal, Hemmings – Kelly & Serjeant, 2000). There are many advances that have been made medically, which implies that adolescents with SCD can live into adulthood (Kennedy & Sawyer, 2008).  
Ohaeri and Shokunbi (2002) also state that medical symptoms associated with SCD stem from the disruption of normal blood circulation that is caused by sickled blood cells. A sickle cell crisis is described as a recurrent episode that can last several days and is characterised by severe pains, fever and debilitation. It also leads to at least 90% of hospital admissions.
These studies do bring out the various explanations as to what SCD is and also describe in part its severity; but do not actually look at the experiences that the adolescent learners go through.  Many of them use larger numbers of participants without going into details of experiences of those participants. Further still, the use of questionnaires do not give the respondent room to speak their mind or explain further what their responses actually entail. Notwithstanding the limitations mentioned, these are in their own right important in that they focused on specific areas that the authors wanted researched. Additionally, most of these studies were not done in Zambia and so still a lot needs to be done on the Zambian scene in order to level the playing grounds.     
[bookmark: _Toc529565630][bookmark: _Toc2255795]2.3 Impact of SCD on adolescent learners
The actual impact of SCD on the adolescent learner is as yet not well understood. The current study seeks to add a voice to this subject. However, the literature, especially here in Zambia leaves a gap that needs to be filled. 
There are various studies that discuss the impact of SCD from various angles. One such study was done in Nigeria by Anie, Egunjobi and Akinyanju (2010). It looked at the psychosocial impact of SCD. The study linked psychosocial issues for people with SCD to the pain and various symptoms that they suffer daily throughout their lives as well as the attitude that society has towards these adolescents with SCD. It used focused group interviews which were carried out so as to explore family and identify issues that affected these adolescents as well as adults with SCD. The participants that took part were 408, adolescents ranging between the ages of 14 and 18, while adults ranged from the age of 30 and above. It was seen that there were issues that affected these people who had SCD such as low self-esteem and feelings of hopelessness which stem from the frequent pain hospitalisation that they went through. 
The study by Anie et al (2010) did bring out critical information that adds to the current study, and in a way did bring out the experiences that these adolescent with SCD went through. The missing part was that it did not look at their experiences on their educational journey. This is the contribution to knowledge that the current study is trying to make.
A study that was carried out by Welkom (2012) in Georgia, USA investigated the impact of SCD on the family. It did not expressly focus on the learner’s academic experiences but on how it affected the primary caregivers.   The study used 103 participants comprising parents and children were part of the study. An Illness Intrusiveness Rating Scale and Paediatric Quality of life inventory were used in the collection of data.  The results from this study revealed that the greater the number of vaso-occlusive (VOC) pain crisis, the lower the quality of life across both groups that is the parents and the children. In addition to this, the study sought to find out whether there was a connection between the age and the psychosocial impact of the disease or the frequency of the VOC.
This study by Welkom found that SCD, more especially the pain episodes, can have an impact on both the psychological functioning of the sufferer as well as on their families. These learners with SCD are at a greater risk of maladjustment in nearly every aspect of their daily lives. This was also spoken about in a study by Jaffer (2009) who stated that people with SCD suffered one form of stigma or another which had an impact, leading to some impact on the sufferer’s psyche such as social withdrawal, depression, low self-esteem as well as frequent absence of an adolescent with SCD from school. 
 In a study by Riley and Mithchell (2008) SCD was associated with several indicators of psychological maladjustment which include emotional and behavioural problems, poor self-concept and social relationships even including athletic abilities which can be attributed to the restrictions of the illness.
This is a demanding lifestyle not only for the child but also for the caregivers. The study brought out issues such as the caregivers having to miss work and also increased stress on the family and a high demand on care that the child needs to be given. Many of the primary caregivers spoke of lack of support from the extended family or even friends. This may lead to feelings of hopelessness, helplessness and even frustration (Midence, Fuggle & Davies 1993). 
From the study by Mindence, Fuggle and Davies (1993), it is clear to see that the impact of the disease does not only affect the adolescent who has the disease but also the primary caregiver who cannot function effectively if their child is in hospital frequently. Al-Saqladi (2016) stated that SCD had immense health and as well as socioeconomic impacts on the families as a result of frequent pain episodes, medical visits, hospitalisation blood transfusion, use of drugs and other health care services. It was also noted that children with SCD are at risk of neurocognitive deficits and school performance difficulties are worsened when the central nervous system is involved. This too was medically inclined and did not take into consideration the experiences that the learners, caregivers or teachers had in relation to this disease. The current study is hoping to bring out the lived experiences of the adolescents with SCD as well as their caregivers and teachers.
 A study done in Zambia by Wasomwe (2011), focused on how families with adolescents with SCD functioned, revealed that a majority of the respondents experienced financial burdens in caring for these adolescents. The study used 145 participants and questionnaires were used to collect data. It did not go in depth to look at the experiences that the adolescents went through apart from the clinical diagnoses that were made at the hospital. In spite of bringing out the expenditure, it does not bring in the experiences of the adolescent. 
Another study that was conducted in London by Grove, Grove and Michie (2013), hypothesised that SCD had an impact on the adolescent learner’s psychological well-being. The chronic illness can supposedly place significant stress on families emotionally, financially and even physically. Evidence further showed that hospitalised adolescents need more support from the family and peers so as to transition successfully through the developmental stages of life. The study used four participants. Grove, Grove and Michie brought out the issues that affect the physical health as well as the psychosocial and emotional health of the adolescents. It focused mainly on the medical side of the disease and the treatment options that were available to such a child. It did not expressly look at the school experiences of these learners. Additionally, it looked for ways in which to keep the children who were hospitalised in touch with their peers and reduce the loss of time spent in hospital.
Yet another study done in Jamaica by Forrester, Barton-Gordon, Pitter and Lindo (2015) interviewed six adolescents. This study stated that many adolescents demonstrated a positive self-concept if they had they required support from family, school and their peers. With this kind of support, the learners could turn out to live very productive lives. Development, from childhood to adolescence and on to adulthood comes with many complications for a learner with SCD. These complications may inadvertently lead to a disruption of peer relationships. This can affect the adolescents’ stability and well-being. It is devastating for the adolescent, both physically and psychologically. This study added more knowledge to the current study as it brought out a number of factors that affect the adolescent learner with sickle cell anaemia.
A study done by Dyson, Atkin, Culley, Dyson, Evans and Rowley (2010) talked about the experiences that young people with SCD being under researched. It used mixed method to collect data. The study investigated to what extent adolescents disclosed their status to peers in school as well as the members of staff. It was felt that revelation of their disease could inevitably lead to stigmatisation from teachers and peers. There were two options that a learner had, either to cover up their disease so as to reduce social effects or to pretend that they do not have the disease. This strategy can work since SCD has very few visible signs such as yellowish eyes or delayed puberty.  SCD is easy and very often concealed and because of this, many times sufferers are discredited. It is a socially invisible disease (Lingsom, 2008). However, it is not always that this idea of concealing the disease works. A sickling crisis can take place at any time and any place which inadvertently exposes the disease to society. They may also suffer from a stroke which may affect their gait or their speech and therefore reveal the condition to outsiders. The few visible signs may lead to being taunted by peers, being called names such as ‘yellow eyes’, ‘skinny’, or even ‘slowcoaches’.  In this study, many vital points were brought forward and added a great deal of information to the current study.
Noll, Vanatta, Kootz, Kalinyak, Bukowski and Davis (1996) have suggested that when a teacher points out the differences between an adolescent with SCD against those of the peers without knowing what is behind these differences, then the stigmatisation begins, bringing with it other labels. A learner with SCD tries to live with their condition positively by engaging in measures such as drinking more water, avoiding strenuous exercises, wearing outdoor cloths to keep warm and so on, may well be marked apart from their peers in ways that attract unwanted attention.
The other study that was looked at was a review of literature done by Anie (2006) in London. In this review, psychological complications were identified in both children as well as adults with SCD.  There was evidence of reduced quality of life due to the restrictions in daily functioning, anxiety and depression. These psychological complications that patients with SCD are a result of the impact of pain and the symptoms that they have in their daily lives which is in addition to society’s attitudes towards them. Various studies have shown that the most common problems are psychological which also include withdrawal, aggression, poor social relationships and poor school performance (Treiber et al 1987; Brown et al 1993). 
It is common for patients with SCD to report low self - esteem and feelings of hopelessness as a result of frequent pain, hospitalisation and loss of school days in adolescents and also employment in adults. The paper by Anie (2006) was a review that looked at various papers and what was said about the psychological complications of SCD. In a way it does add to the knowledge that is lacking on the current study, however, not in its entirety, because it leaves out the experiences of the caregivers and also of the educators who handle the learners with SCD. 
Another study that was conducted by Kell, Kliewer, Erickson, Ohene-Fremponcy (1998) in Philadelphia focused on understanding why adolescents with SCD developed psychological problems. It also looked at competence of the family to help the adolescent cope better with the illness. They tested the hypothesis that family competence was associated to better psychological adjustment in adolescents with SCD. Eighty adolescents were used in the study which included their parents and the researchers used questionnaires. The study by Kell et al (1998) showed that higher levels of family competence, was associated to fewer behavioural and emotional problems in the adolescent with SCD.  For one suffering from a chronic disease like SCD, the adolescent period is one where the awareness of their limitation because of the disease and also its complications are made clearer (Hurtig, Koepke & Park 1989). It is a critical age that is worsened by this illness.
Further research needs to be undertaken to tackle the impact that SCD has, not only on the adolescent but also on the caregivers as well as the educators who come into contact with these learners in schools.
[bookmark: _Toc529565631][bookmark: _Toc2255796]2.4 Impact of SCD on the academic life of adolescent learners
Sickle cell also has an impact on the academic life of an adolescent who suffers from this disease. Various studies have brought this out, although most of them have been conducted outside Zambia. In Zambia there is almost a nonexistence of literature that looks at the impact of SCD on the academic life of the adolescent learner.  
SCD is linked to onset of painful crises or other complications. These can disrupt their studies and can be a major drawback for these adolescent learners. Due to the many restrictions placed on their physical activities, and added to that, these adolescents suffer from fatigue which makes it difficult for them to physically keep up with their peers (Noll et al, 1996). Furthermore, their school activities can be limited too by frequent hospitalisation, visits to the clinic and also the restrictions imposed on them by society. 
Welkom (2010), looked at the impact that SCD had on the adolescent. There are various cognitive impairments that include a decrease in the intellectual function of the learner, a reduction in their language and verbal abilities, memory, sustained attention and academic achievement. 
In a study that was done by Exum (2013) written in the USA, adolescents with SCD are at a risk of poor academic outcomes. In the paper, the discussion focused on how family functioning affected the adolescent’s academic outcome. Poor family functioning in the adolescent SCD has been related to issues like behaviour problems, poor mental health and quality of life. The study used 198 youth aged 6 to 16 years. Various scales were used to evaluate family functioning, academic achievement and school competence. 
Exum (2013) looked at how these adolescents with SCD were at a high risk of poor academic outcomes as opposed to their healthy counterparts. These learners are more likely to score lower in the academic tests to receive special education attention and even to be retained a grade.
There are several factors that have been attributed to the poor academic outcomes of learners with SCD. These include poor neurocognitive functioning mostly due to stroke, the severity of the disease and also low socioeconomic status. However, a factor that was often overlooked was that of family functioning. According to Thompson et al (2003), poor family functioning among adolescents with SCD can be related to behaviour problems, as well as poor mental health. 
A study done in Nigeria by Ezenwosu, Emodi, Ikefuna, Chikwu and Osuorah (2013) indicate that sickle cell anaemia is a common, inherited disease. It is noted that there are frequent school absences in learners with SCD.  It is taken that learner’s attendance is an important predictor of academic attainment. This is because learners who are frequently or consistently absent from school tend to perform poorly. It can be agreed that frequent absences, whether brief or prolonged can interfere with the learning process of these adolescents as well as with other activities that take place in schools. Roby (2004) documented a notably significant relationship between learners’ attendance and their school achievement. Though other researchers have argued that the absence from school does not actually have any impact on the performance of a child, it is also argued by others that the presence of the learner in the classroom when the actual teaching of a particular topic is done is relevant for a child to perform better. It is not easy for a child to catch up on their own without the guidance of the teacher. 
Ezenwosu et al (2013) brought out a factor of intelligence which they measured using Wechsler’s Intelligence scale for children. Their hypothesis was that learners with SCD were at risk of poor performance in school since intelligence quotient is known to affect school performance. Learners aged 5 to 11 years were used in the study done by Enzewosu et al (2013). they also used healthy children as controls in their study. A total of 90 learners were used. 
In their findings, Ezenwosu et al (2013) concluded that learners with SCD had a higher frequency of absence from school than the controls. This absenteeism was attributed to psycho-emotional disturbances, recurrent crises which usually ended in hospitalisation. They also stated that pain was the most common symptom that these learners suffered. However, the authors have argued that there was no association between academic performance and school absence. On the other hand, Schatz (2004) argued that school absence is an important predictor of academic performance. According to this study, missing school has a significant impact on the educational attainment in these adolescents with SCD since attainment is measured through grade retention. 
When a learner misses school, they miss important academic content. Difficulties that are associated with missed instructions are worsened by subject matter since this is a build-up on previous lessons, for example subjects like mathematics and science (Thies, 1999). In addition to this, the adolescent may even miss an exam or a critical test that would enable them to be eligible vocational services or employment opportunities (Schwartz, Radcliff & Barakat, 2006)
Ezenwosu et al (2013), focused mainly on the adolescent learners. Furthermore, it used the school’s examination reports to access the learners’ performance. They did not actually find out the learners’ experiences one on one, nor did they find out the child’s experiences from the perspective of the teachers.
Al-Saqladi (2016) assed the relationship between severity of SCD in children and their school absenteeism and achievement 60 adolescents were used in the study. The conclusion made was that disease severity had important influences on school attendance and performance. The performance of learners who suffer from SCD is compromised by deficits worsened by various disease related complications which may be relevant especially for severely affected learners.  
The frequency of school absenteeism is up to 30 days per year as an average. This would contribute to poor academic performance (Schatz, Brown, Pascual, Hsu & DeBaun, 2001). Furthermore, affected learners score below their peers in grades. They were also noted to repeat grades consistently with a rate of 23 – 54% which is quite higher than normal learners do (Ladd, Valrie & Walcott 2014). The sample included school children with SCD below the age of 16. Both interviews and questionnaires were used to collect data. The parents too were interviewed. Al – Saqladi examined absenteeism and performance in children with SCD in relation to severity of their illness using a set of morbidity indicators. It was a research that looked at various factors that add to the severity of the disease and how it affected the educational journey of this learner with SCD. It does add a good amount of information to the current study even though it too was more scientific.
 Crosby, Joffe, Irwin, Strong, Peugh, & Shook (2005) stated that the SCD pain is unpredictable and can be caused by numerous factors which include infections, changes in air temperature, lower oxygen levels and stress. Some adolescents may have to have daily medications or even intensive treatment for instance, blood transfusion. As a result, these adolescents with severe forms of SCD may have to miss school due to pain episodes that have to be managed at home, while others end up hospitalised. 
Another study that was written by Day and Chismark (2007) in Memphis USA wrote about adolescents with SCD having a genetically acquired blood disorder that made their chronic illness relatively invisible. These learners are usually mainstreamed into the regular classroom within the system but as many as 50% of these learners with SCD will fail at least one grade, this is according to Javid (1999). The study by Day and Chismark (2007) was done by nurses to promote awareness among educators who handle learners with SCD. It adds much information to the current study but leaves out the experiences that learners go through. Learners’ experiences are important in adding to the gap in information about sickle cell in adolescent learners.
Schatz (2004) and Freeman (2003) both reported that there is a lack of knowledge among educators concerning the academic implications of the direct and indirect complications from SCD. One of the most devastating manifestations of SCD is complications that affected the central nervous system. These can include overt stroke, silent cerebral infractions and cognitive impairment. The main effect of these complications can be academic failure and consequently a lifetime of limited career options or total disability. This implies that the educator, in this case, the teacher, should have at least basic knowledge about the disease in order to be more helpful to the learner. The current study also sheds light on how much knowledge teachers have about the SCD, which is why it is important. 
Day and Chismark (2007), look at the frequency of stroke as well as neuropsychological testing. They hypothesised that children with a history of stroke were at higher risk of neuropsychological abnormalities; these are problems to do with the brain, or any abnormalities that affect the brain function. There is a reported impact of SCD on the brain, this is added to sickle cell complications which contribute to poor academic performance. In their assessment, Day and Chismark found that children with SCD had reading and mathematics achievement scores that were below the comparison group in grade level performance by 3 years and below their own mean school grade. Their focus was however based on the role that teachers and nurses played in the education of the learners. Aside from the increased risk for academic problems that are as a result of school absence, academic progress for these learners is further more hindered by neurocognitive complications that come with SCD (Quinn, Mckinstry, Dowling, Ball, Kraut, Casella & Kirkman, 2013).  From these studies, it is seen that adolescents with SCD are at a high risk of poor educational outcomes because of these impairments which are added to SCD related absences.
Schatz (2004) who has earlier been mentioned in this review also conducted a study where 170 children were used, between the ages of 7 to 17 years. The conclusion made was that academic attainment is affected by SCD. It is associated with a higher rate of problems in the academic journey of these adolescent learners. These problems were identified through the interviews carried out with parents. In addition to this, basic reading and mathematics achievement levels were measured using tests and showed that learners with SCD scored less than other healthy children. Further still, the frequency of the illness also was taken into consideration. This was measured by the number of days a learner missed school and this was recorded from what parents reported, how often their child missed school and had to be hospitalised, this was in addition to school records. 
With the help of these numerous tests and record collection, the academic progression of the learners’ was assessed. However, in spite of these tests, being valuable, they don’t in essence bring out the invaluable experiences that learners with SCD have every day of their lives. It is important to assess these learners as individuals and not as a group. The current study strives to understand the experiences of learners as they go through their education.
Another study that has already been mentioned too is that of Noll, Swieck, Gastein, Vannatta, Kalinyak, Davies and Bukowski (1994) looked at psychological distress and family conflict from the perspective of the caregivers of adolescents with SCD. In this study, it was recognition of the morbidity that was associated with SCD, and its complications as well as its complications as well as its side effects.  Children with SCD are described as having excessive anxiety, depression as well as poor self-concept. This disease does not only have a vast strain on the adolescents but also has the potential to cause difficulties for parents as well as families. Thirty two respondents were used ranging between the ages of 8 to 15 years. Interviews were conducted to collect the desired data, this included the socioeconomic aspect as well to see whether it had any impact on the child’s performance.
In spite of these critical findings, there still is more to these findings that need to be validated. The current study strives to bring out the experiences that the learners go through as they pursue their education. Additionally, not just the learners experiences but also those of their caregivers and their teachers that add meaning to the current study. 
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The current study is looking at the experiences of adolescent learners from the perspective of the learner, the caregiver and the teacher. It is therefore necessary to discuss what adolescence is in relation to the study. Adolescence is a difficult period that is difficult to define precisely due to various factors such as age, and legal connotations. 
As Hazen, Scholzman and Beresin (2008) state that adolescence is a period when adolescents attempting to solidify their identity and also develop increasing autonomy from their parents. Others on the other hand may even regress and become more dependent on their parents, becoming clingy and will need soothing and constant care. This may happen to an adolescent who suffers from SCD who fails to gain their autonomy. In the development of an adolescence, a healthy and stable self-image is the major goal for this child. A poor self-image leads to many problems that will come up during the adolescence period such as having difficulties in peer as well as family relationships, depression, unsafe sex, risky behaviours, poor school performance and substance abuse.
Das (2000) states that adolescence means to emerge, to achieve identity. This is a time of growth from childhood to adulthood, this is what adolescence is described to be. It is also a period of physical growth and maturation of the mind and behaviour. Some studies have said that adolescence starts at a 9 and ends 18 while others state that it starts at 14 and ends at 25. 
According to Mohanty and Mohanty (1997) adolescence is described as a span of years in which boys and girls move from childhood into adulthood, mentally, emotionally, and physically.  Growth and development during the adolescent period have a great impact on the emotional world of the youth. However, if not properly handled the adolescent can also develop serious inferiority complexes, a situation that needs to be established in Zambia. 
Bigner (1983) states that adolescence can be defined as a stage in the life cycle between 13 and 18 characterised by increased independence from the adults, rapidly occurring physical and psychological changes, exploration of social issues and concerns increased focus on activities that involve their peer groups and striving to establish a basic self-identity.
In another study by Gulzar, Ali, Aijaz, and Hussain (2010) that was done in Karachi; they stated that adolescence can be described as a time of rapid psychological and physiological changes that are associated with anxiety and mental distress. Adolescence; according to these authors is a time in the lives of these children that is defined by rapid physical growth, mental, emotional, social and behavioural changes that can be applied to individuals who are between the ages of 15 and 24 years. This is an estimated age that is given by the WHO (2001). It hypothesised that the stress during this period could very well impact both the psychological and biological development with poor coping skills that can very well affect the adolescent learner and have serious consequences.
The school is a place that plays a great role in the reduction of the effects of these stressors on the adolescent learners by teaching them better coping strategies. The study by Gulzar, Ali, Aijaz and Hussain (2010) noted that these learners progressed better in their studies if they had a good support system in school. Therefore, they appealed to the schools to provide mental health lessons. The study was emphatic on the point that schools needed to be in the forefront of creating conducive environment for learners to be nurtured in and to develop into holistic individuals.
Another study by Thomas, Wilson – Barnett and Goodhart (1998) done in London described the effects of SCD to an adolescence. They said that there was tremendous physical growth during the adolescent period coupled with cognitive potential where the adolescent felt in a way, omnipotent. It is also during this period that sexual potency increases and the adolescent is more preoccupied with being sexually attractive to the opposite sex. In the case of an adolescent with SCD, this may lead to distress which stems from shame about their bodies which are affected by the SCD. These effects are listed as jaundice, leg ulcers and delayed physical development and frequent hospitalisation which interrupts the formation of any important relationships including their abilities to achieve anything worth noting. Therefore, an adolescents with a chronic disease are at risk of being maladjusted if they are not taken proper care of, hence the move to advance the current study. 
Hazen, Schlozman, and Beresin (2008) describes Adolescence as being a tumultuous time even for a healthy person. It is because of this that there is a variation in the manner in which adolescents develop and it can be particularly challenging to say exactly what normal development is and what is not. It is difficult to determine the exact onset and conclusion of adolescent development especially with complex biological, psychological and social paradigms playing various roles. Taking into consideration too, the cultural differences which also play a part in the development of the adolescent. Therefore, taking into consideration the cultural variables, according to Hazen, Schlozman and Beresin (2008), the most useful definition of adolescence is not going by age but by the developmental tasks that are achieved during this time of growth. There are physical changes that take place during this period that are associated with puberty. The timing of onset of these physical changes will have a lasting impact on the social and emotional functioning of the adolescent. 
 Additionally, Hazen, Schlozman and Beresin (2008), adds that the boundaries between developments are not always clear. For instance the changes that take place in the brain during adolescence respond to the development of cognitive abilities that have an impact on the shifts in emotions. A physical illness can have a great impact on the self-esteem for any adolescent child. Be it an illness that causes a visible impact such as affects the patient’s appearance, for instance a deformity or an invisible illness such as SCD. At a time when acceptance into a group is very important to the adolescent, an illness that can cause this adolescent to feel flawed or can even alienate them from their peers. In addition to this, an illness such as SCD can lead to greater dependence on parents at a time when this adolescent is trying to gain autonomy.
In line with these definitions that have been offered and the descriptions of adolescence, it is clear to see that this is a precarious age that need to be handled with care. Further still, it is a period that would not be very easy for a child who suffers from a chronic disease. If these adolescent learners with SCD are not handled with the care they require, they may end up with poor self -concept, low self -esteem issues as well as other psychological issues.  
[bookmark: _Toc2255798]2.6 Summary
The literature that was reviewed brought out a number of issues that surround SCD and adolescence. It covered a number of studies that looked at what sickle cell disease actually is, socio- economic factors that affect families that have sickle cell patients, as well as what adolescence is. It also outlines a number of gaps as compared to the current study, and perhaps opens up to further research that can be undertaken. From this, the next chapter focuses on how the research was carried out.




















[bookmark: _Toc529565633][bookmark: _Toc2255799]CHAPTER 3: METHODOLOGY
[bookmark: _Toc2255800]3.1 Overview
This chapter focuses on the research methodology used in the study. It comprises the research design, the target population, sample size and the sampling techniques that were used. It also covers the data collection procedures, the research instruments used, the data analysis technique as well as the ethical considerations. 
[bookmark: _Toc529565634][bookmark: _Toc2255801]3.2 Research design
The Phenomenological design was used in this study. The phenomenological design has been chosen because it focuses on how people perceive the world around them, their experiences as they go through a phenomenon. According to Creswell (2009), the use of phenomenological research design is determined when the research problem requires a profound, deep understanding of human experiences that is common to a specific group of people. The Phenomenological Research Design is concerned with what phenomenon would present itself as we interact with the world (Willig, 2001). “In this process, the researcher "brackets" his or her own experiences in order to understand those of the participants in the study” (Nieswiadomy, 1993). 
[bookmark: _Toc529565635][bookmark: _Toc2255802]3.3 Target Population
The target population comprised adolescents with Sickle Cell Disease, one or both their caregivers and their teachers. These were drawn from the children who attend the Sickle Cell clinic every Friday at UTH in Lusaka. The parents were those of the adolescents and the teachers were those who have experience teaching adolescents with SCD. The target population also included the guidance teacher, so as to ascertain whether the adolescent learners have had any form of contact with the guidance teacher.
[bookmark: _Toc529565636][bookmark: _Toc2255803]3.4 Sample Size
The sample size consisted of a total of 15 participants; 5 adolescents, 5 parents and 5 teachers, one of whom was a guidance teacher. These were taken from UTH in Lusaka as the starting point. In order to capture quality experiences, the number of participants are reduced. The sample consists of participants who are relevant to the research as well as those who have shared experiences (Willig, 2001).
[bookmark: _Toc529565637][bookmark: _Toc2255804]3.5 Sampling procedure
The participants were purposefully sampled because they share the same experiences. The sample included adolescent learners, their parents and teachers. Of these teachers, one was a guidance teacher who has interacted with adolescent learners with SCD (Creswell, 2009; Willig, 2001). The use of purposive sampling also allowed the researcher to identify participants who fit the required criteria to support the study. 
In addition to this, the adolescent learners with SCD were identified using simple random sampling because there are a good number of adolescents who attend the sickle cell clinic at UTH in Lusaka. However, the research design only required a small population. Random sampling is used when the population is small and readily available. There is an equal probability of being selected (Creswell, 2009).
[bookmark: _Toc2255805]3.6 Characteristics of adolescent participants
	
	SEX
	AGE
	GRADE
	PARENT/GUARDIAN

	LEARNER 1
	Male
	16yrs
	7
	Single mother

	LEARNER 2
	Male 
	14yrs
	9
	 Both parents

	LEARNER 3
	Female
	13yrs
	5
	Single mother

	LEARNER 4
	Female
	14yrs
	9
	Both parents

	LEARNER 5
	Female
	17yrs
	11
	Both parents



[bookmark: _Toc529565638][bookmark: _Toc2255806]3.7 Data Collection
The researcher used semi structured interview guides. This study is about peoples’ experiences and their interpretations (Spencer, Pryce & Walsh, 2014). There were interview guides for the three groups of participants namely, the adolescent learners with SCD, their parents/ caregivers and their teachers. By using this type of interview, the researcher was able to steer the participants towards the discussion that were deemed important for this project.
The interview guide was translated into Chinyanja. The researcher did the interviews herself since she is a competent speaker of Chinyanja. A voice recorder was used to capture experiences and the researcher transcribed all the interviews.
[bookmark: _Toc529565639][bookmark: _Toc2255807]3.8 Data Analysis
The data from the interviews was analysed, coded and grouped according to emerging themes.  Interpretative Phenomenological Analysis (IPA) was used in this study. This research method is aimed at exploring the experiences of participants from their own perspective. The Phenomenological analysis that a researcher produces in many ways interprets the experiences that participants go through (Willig, 2001).
[bookmark: _Toc529565640][bookmark: _Toc2255808]3.9 Pilot study
A pilot study was conducted so as to assess the clarity of the questions in the interview guides. Two participants; one parent and one adolescent learner with SCD were used in the pilot study. While the interview guides were found to be good, some of the questions lacked clarity. Following the review of the findings from the pilot experience, the questions that lacked clarity in the interview guides were modified. Once the revisions were done on the guides, the researcher then proceeded to using them in the field for the main study. 
[bookmark: _Toc529565641][bookmark: _Toc2255809]3.10 Ethical Consideration
Fulfilment of the ethical requirements in research is of fundamental importance. Researchers (e.g. Blaxter, Huges and Tight 2010) have underscored the importance of conducting research that is ethically upright. Some of the key issues on ethics in research include: Obtaining informed consent from participants; minimising the risk of harm to participants; observing confidentiality and anonymity. In order to fulfil the above mentioned as well as other ethical requirements, the research proposal was submitted for clearance to the University of Zambia (see appendix E). This being a study that involves adolescent patients and their personal experiences, their privacy had to be taken into consideration at an even higher level (Health Care Consent Act, 1996). Additionally, the participants were told the essence of the study and the integral part they played. Emphasis was placed on the fact that participation is voluntary with no reward for taking part. The researcher ensured that the participants were well informed about the research (Willig, 2001). 
For the adolescent participants, consent was sought from their parents since they are still minors (see appendix C). Apart from getting permission from the parents, assent was still sought from the adolescents themselves (see appendix B).
[bookmark: _Toc2255810]3.11 Summary
With all the necessary criteria followed, that brings the research to the next step; that of the presentation of findings.

















[bookmark: _Toc529565642][bookmark: _Toc2255811]CHAPTER 4: PRESENTATION OF FINDINGS
[bookmark: _Toc2255812]4.1 Overview 
Having carried out the interviews from all three groups of respondents, there were a number of themes that were generated. These themes helped in bringing out the core issues underlying the experiences that these adolescent learners go through. It is important to note that not only were the adolescent learners themselves interviewed but also the parents and their teachers. This is because it helps us understand better what this learner goes through, not only as an individual but also in school. The school does not exclude the parents who send this learner to school and also monitor their progress. Hence the relevance of all three respondents to this study.
The themes generated from the interviews are presented under the three categories of participants namely; Teachers, learners and parents. 
The first group of participants was that of teachers
[bookmark: _Toc529565643][bookmark: _Toc2255813]4.2 Teachers
The themes that were generated from the interviews carried out bring out the perspective that teachers have about learners with sickle cell disease. The themes are as follows: Parents and learners not wanting the SCD condition to be known; Lack of knowledge by teachers about the SCD; Need for individualised attention for children with SCD; Inadequate support given to learners with SCD in the schools.
[bookmark: _Toc529565644][bookmark: _Toc2255814]4.2.1 Parents and learners not wanting the SCD condition to be known
Looking at the first theme, the researcher found out that from the point of view of the teachers, there was an aspect of parents’ even children, refusing to be associated with sickle cell disease.  The children too have the same ideas. This is supported by the excerpts from the teachers:
“Some parents want to hide their child’s condition which does not help me do my job. Because I may punish the child and they will end up in hospital and the blame will be on me. In my experience, it sometimes gets a bit frustrating when I am teaching them. 
For instance, I know they are adolescents and trying to explore the world, and pretend that they are as normal and healthy as their classmates; as soon as I walk out of class one of the boys with SCD will be in the fore front disrupting the class, making noise and even shouting. This can be very annoying, because I cannot punish this child, without having him end up in pain. It is almost as if he is in denial, not accepting his condition.
…One problem I have noticed is that some parents would rather hide their child’s condition, preferring to pretend that their child is just as normal as other children. If I am told about the child’s condition in good time, I would make a plan on how to help them learn better. I can even teach them topics in advance so that even if they miss school, they wouldn’t be so far behind” (Teacher 1).
These sentiments were amplified by another teacher that who had this to say: 
“The experience I have had with them is that being adolescents, they want to ignore their disease and behave as if they are as healthy as any other child. They want to be part of whatever mischief is going on in class. They do not feel that they should take care of themselves and be careful with their activities… But I feel they don’t feel sorry for themselves. They want to behave like any normal adolescent, but this leads to their being in pain at the end of the day” (Teacher 2).
Another teacher also felt that, parents and the children themselves did not want to open up about their child having SCD as evidenced in the following observation made by one teacher:  
“However, there are others who don’t open up and are in denial of their condition, they even get annoyed when one asks them about their condition. Very few accept that they have this disease some would get defensive including their parents. They too get very defensive… most parents don’t really pay much attention to their child’s education. They feel that after all SCD is a death sentence” (Teacher 3). 
In addition to these sentiments, another teacher also felt that parents and children were not ready to open up about the SCD. This was evident from the excerpt of the interview:
“There are children who are sickle cell anaemic but they are in denial. They do not want to tell others that they have this disease. They would want to hide behind the curtain and behave as though they are, in inverted commas, normal children. And then you only discover about those children when they are in crisis. Most parents don’t want to be associated with children who have SCD. They don’t want to expose themselves as parents to a child suffering from SCD. They too are in denial that their child suffers from SCD. So far, in my teaching career I have not met with a parent who has come to me to ask if I could help their child” (Teacher 4).
Yet another teacher felt that the parents were a problem in that they did not help their children with SCD adjust to the environment as is evidenced in the excerpt:
“The problem is, parents themselves are in denial, they do not reveal the fact that their child has SCD. I feel that if parents showed their child a lot of love, even the teacher would follow this example. But the thing is that it is difficult to collaborate with parents when they don’t want to reveal that their child has Sickle Cell Anaemia. These children would be better placed in the learning environment if the parents came to teachers and openly talked about their children and what would be good for them. 
But this does not happen. There are myths that surround these children so parents want to pretend that there is nothing wrong with their child. I believe these parents have never accepted their child’s condition” (Teacher 5).
[bookmark: _Toc529565645][bookmark: _Toc2255815]4.2.2 Lack of knowledge by teachers about the SCD
For any child to learn well in school, the key is for them to be understood by the teacher, especially when this child has a health problem. The researcher discovered that not all teachers understood the children they handled, as was noted by one teacher:
“Some teachers don’t know the child’s condition, so they will give them heavy punishments. But then I try to help them by explaining to the teachers that they need to be lenient on these children. Some teachers are very harsh on every pupil in spite of their poor health” (Teacher 2).
Another teacher’s sentiments were similar. This was noted from the interview:
“With teachers, what I have noticed is that, if the teacher has no idea that this child has this condition, they can be very harsh …
I also feel that there are other teachers who do not know about this condition and so you find that because of government policy, if a child misses school for two weeks, this teacher won’t bother to find out why the child has been absent, instead, they will just cross the child out of the register. So I think parents should also be talked to so that they inform the class teachers of their child’s illness and also help this teacher to understand exactly the disease the child suffers from” (Teacher 3).
One teacher drew a comparison between teachers who understand SCD and those who do not. He made the following observation:
“But you have teachers who have never had experience teaching such learners, so they disadvantage them a lot. Because such teachers don’t mind whether the child is present or not, or even if they are present, whether they are well or not. For this teacher, it is just a matter of teaching as usual. In the end when this child performs badly, they will just take it as though the child is just dull and yet there a number of factors that have led to this outcome. I know that these children need special attention. But this is what most teachers do not understand, they do not understand this condition. 
With teachers, I would say that those who have had close encounters with people with SCD like me, we are more understanding. But the problem comes in with teachers who have never had any close contact with people with SCD. There is a myth attached to people with SCD. So these teachers take it that taking time with these children is just a mere waste of time. After all, this child will not live long to achieve anything. In essence, this group of teachers do not care about these children and don’t take time to help them out. They really don’t care” (Teacher 4).
The problem of teachers having poor understanding of SCD was amplified by yet another teacher:
“Teachers are the ones who have a very negative attitude towards these children…They will go to the head teacher complaining about this child who is sickly…For instance, one boarding school head teacher sent away a pupil because she was sickly. One day she is in class, and then the next day she is out of class, so the teachers reported to the head teacher who in turn sent the child away, asked the parents to find another school for the girl” (Teacher 5).
[bookmark: _Toc529565646][bookmark: _Toc2255816]4.2.3 Need for individualised attention for children with SCD
The third theme that was generated looks at the individualised attention that these children with SCD need in schools. The attention they require is so much more. It became evident from the excerpt from the interview with the teachers who have taught children with SCD who stated that:
“The first thing is that when the school enrols a child with SCD, teachers should be advised that there is such a child, the teacher should have an eye out for this child because at times they have to be taught as individuals and not with the whole group… If I am told about the child’s condition in good time, I would make a plan on how to help them learn better. I can even teach them topics in advance so that even if they miss school, they wouldn’t be so far behind” (Teacher 1).
One teacher felt that schools need to allow more time for SCD learners to be attended to:
“I feel that the school should create more time for teachers to give these children attention” (Teacher 3).
 “In my opinion, attention is the cardinal help you can render. These children need a lot of attention” (Teacher 4).
A similar observation was made by another teacher:
“These children should just be accepted in whatever school they go to. They need to be given special attention so that the learning environment is conducive for them” (Teacher 5).
[bookmark: _Toc529565647][bookmark: _Toc2255817]4.2.4 Inadequate support given to learners with SCD in schools
 The teachers highlighted what they felt was the support or lack, thereof that was given to the learners. This was made known from the excerpts of teachers as follows:
“I think the only support given to these pupils is that they are exempted from doing any manual work that would cause them to fall sick. As a teacher, I try to ensure that the child does not take part in manual work. When we have manual work, they are given light jobs like picking papers around the school. Also sports, we try to ensure that they do not take part in any form of sports that would make them get too tired and so end up falling sick.
 Another form of support given is that those teachers who have a heart for the pupils will take time to teach them after they have missed class for periods of time. Teachers encourage them to take part in class activities, especially those that will not affect their health” (Teacher 1).
Another teacher added a few more sentiments towards this theme:
“… In other cases, I have taken them to hospital and then informed their parents. Also, when they come back to school, I make sure I give them notes in my subject so that they can catch up with whatever they miss” (Teacher 2).
Yet a third teacher made some observations that added to this theme:
“From the school I have been, we don’t have any support from outside, it is only you as a teacher, and you notice that this child has anaemia. In schools we don’t even have any programme to help children with severe diseases or chronic illnesses like sickle cell anaemia” (Teacher 3).
The minimum support that was given to these learners with SCD was exemplified by another teacher who explained that:
“In my case, the support I give is I provide them with makeup classes, and extra lessons to cover up the lost time. When these children are well, they pay attention and they grasp concepts very easily but because of constant illness, they lose a lot of time. So as a safety catch for them, I get closer to them, and then once I get closer to them, in this way they are able to tell me which areas are difficult for them to understand. This makes it easier for me to help them. And moreover, as a teacher, you don’t have to be moving at the same pace as other pupils, you go an extra mile with them, because even if they miss this lesson, they would have already covered it earlier” (Teacher 4).
In addition to this, another teacher added their sentiments:
“…the support I give them as a teacher is to be more understanding to their plight. In my case, I talk to these children so that they can accept their health status, because those who don’t are the ones who go to extremes in their behaviour, trying to pretend that they are normal. So I try to help them be comfortable with their health condition and when they fall sick, I ensure that they go to hospital, and if they are admitted, I visit them until they are discharged. I encourage them not to exert themselves too much but to do what they can when they can” (Teacher 5). 
The teacher also added that on the other hand; 
“But academically, there are no special arrangements made by the school to help the child catch up with school work. This is just through the teacher’s own discretion” (Teacher 5).
The themes that were generated from teachers bring out a good number of issues that surround the perspective around sickle cell in schools. The next group of themes were generated form interviews with learners.
[bookmark: _Toc529565648][bookmark: _Toc2255818]4.3 Learners
From the interviews that were carried out with the learners who suffer from SCD, a number of themes emerged that bring out the experiences that they have had. The themes are as follows: Being sick often; Grades are repeated; studies and extra lessons; Exemption from strenuous activities and Teachers do not understand the condition.
[bookmark: _Toc529565649][bookmark: _Toc2255819]4.3.1 Being sick often
The first theme looks at an aspect which affects any learner who suffers from SCD. The children explained how they were sick more times in their short lives than most people were. This was seen from the following excerpts:
“I always have had severe pain. As far back as I can remember… Sometimes I miss school for three weeks because I will be in pain and maybe even admitted…  I started school late too because I would fall sick a lot” (Learner 1).  
These instances of frequent sickness were amplified by the second learner who explained their experiences:
“I fall sick very often, sometimes even severely… sometimes I go for three weeks in bed, or even more. I have pain in my arms” (Learner 2).
The third learner spoken to also told of how the disease affected their education:
“From as far back as I can remember, I have had pain and feelings of weakness. My mother never took me to preschool because I was so sickly. But even then, I was still getting sick very often. I get sick very frequently, and most of the time I end up in hospital… I get breathless very easily… I feel very weak” (Learner 3).
Another learner added to this theme with their experiences:
“I was a normal child until I was five, I would get very sick and so my parents took me to UTH where it was discovered that I had Sickle Cell Anaemia. I started getting very sick very often, and I would miss long periods of school. I would be bed ridden… I get affected by missing school so very often… There was a time when I went almost a whole year in hospital…” (Learner 4). 
Yet another learner explained the kind of life they led:
“…from infancy, I have suffered from this disease, I have missed school for long periods of time sometimes a month, but when I suffered a stroke, it took longer. I took quite a long time because I needed rehabilitation and physiotherapy” (Learner 5).
[bookmark: _Toc529565650][bookmark: _Toc2255820]4.3.2 Grades are repeated
The theme was generated from the learners who explained how they had been made to repeat a grade, perhaps for their own benefit. This came from the excerpts of the interviews when one learner observed that:
“ … I don’t always perform as well as others. Because of this I was put back in grade four so that I can improve” (Learner 1).
 Another learner also talked about their experience:
 “My performance is not always very good, so my parents made me repeat grade 8” (Learner 2).
Another learner explained that:
“… I was still getting sick very often. So my mother decided to make me repeat grades. There was a time I missed school for close to half a year, again my mother made me go back a grade” (Learner 3).
Still another learner shared their own experiences with school indicating that:
“… I have missed school for long periods of time sometimes a month, but when I suffered a stroke, it took longer. I took quite a long time because I needed rehabilitation and physiotherapy. So my parents decided that I should go back a grade. I am in grade 11 but I should have written my exam last year” (Learner 5).
[bookmark: _Toc529565651][bookmark: _Toc2255821]4.3.3 Need for extra Study hours and extra lessons
Learners who suffer from SCD have talked about having to go for extra lessons or even just hoping to go for extra lessons in order to catch up with their peers. They have to study on their own to catch up with school work. This came out during the interviews carried out like in one case where when one learner observed that:
“I like school. But when the pain is too much, I just stay at home. When I go back to school, my friends have done a lot. I have to start copying notes and I ask friends to explain to me where I don’t understand.
… It’s not easy to study alone. I ask for help from friends. I even asked my mother to pay for extra lessons so that I can be at the same level as my friends… She promised that when I reach Grade Seven she would send me for extra lessons so that I can write my exams well … It may take me a whole week without going to school, one time it was three weeks that I spent in bed. That meant I had to do a lot of catching up to do” (Learner 1).
Another learner spoken to also added to this theme:
“When I miss school for longer periods my parents send me for extra lessons so that I don’t fall behind too much… Mathematics is hard. Usually I have to go for extra lessons, especially when I miss school. Some things are not easy for me to understand.
 I like going to school. But it is difficult when I am in pain. Sometimes I force myself to study even when I am not feeling well. It’s hard to study when you are in a lot of pain.” (Learner 2).
These sentiments were amplified by another learner who stated that:
“When I come back to school after being in hospital, I make sure I collect all the notes that my friends have written and copy them. Then with mathematics or science, I ask my mother to get me a teacher to give me some extra lessons so that I can understand what has been taught. I don’t understand some of the concepts on my own. When my mother is able to, she takes me for extra lessons. But when she isn’t, I study on my own. I study even when I am at home because I don’t want to be laughed at since I am not at the same level of education as my young sister. I try to work hard but I do not understand everything that I read on my own.” (Learner 3).
Another learner that was spoken to also added the following:
“… I always try to study on my own at home. When I fall sick, my grades are not so good, so I have to work extra hard. Especially like this year since I am in an examination class, I have to work very hard so that I pass. I get affected by missing school so very often, but I always try to do my best to catch up with my classmates so that I can pass my exams.
As I have said, even though I miss school very often, my mother asks the teachers for work so that she teaches me or goes through it with me at home. Then she also revises with me whenever I am not sure of the work and helps me understand. 
She also sends me for extra lessons so that I am not too far behind. This happens more so when I have missed a long period of time from school. I work hard so that I am at the same level as my classmates. I wouldn’t want to be left behind” (Learner 4).
This was amplified by another learner noted that:
“When I missed school, I would study on my own and try to catch up with the rest of the class. I would ask the teachers for the topics to study on and work on those. I always try to work hard. But after my stroke it has become very hard to because I cannot write as I used to. I cannot use my right hand to write, so I am learning to use my left hand and then hopefully, I can do my work better… Maybe later, my mother will send me for extra lessons because some of these subjects are not easy to understand on my own” (Learner 5).
[bookmark: _Toc529565652][bookmark: _Toc2255822]4.3.4 Exemption from strenuous activities
Learners with SCD are usually exempted from strenuous activities. This came out from the interviews that were carried out with the children. One learner reported that: 
“… Just that they don’t punish me when I am late or when I miss school. And they also allow me to write slowly especially when I am in pain” (Learner 1).
Another learner added to this discussion as follows:
“The only good thing is I am not punished the way my friends are. The teachers don’t force me to take part in sports the way they force others. They let me sit and watch. When I am late for school, I am not given heavy punishments. The teachers will just ask me to sweep the class or pick up papers” (Learner 2).
Another learner added that:
“With my teachers, only the ones that my mother has talked to know and they are understanding of my condition... They don’t force me to take part in any activities that would wear me out. They do not punish me when I miss school” (Learner 3).  
Yet another learner that was spoken to added the following:
 “I try to rest so that I do not overwork myself and get sick. Because of this I do not take part in any form of sport. Not even production unit activities. My mother took a letter from the doctor to the school asking them to exempt me from such activities” (Learner 4).
[bookmark: _Toc529565653][bookmark: _Toc2255823]4.3.5 Teachers not understanding the SCD condition
The last theme came out from the interviews with the learners who all had something to say about their teachers in relation to their condition. The following excerpts are a testament to this: 
“Some teachers who don’t know about my condition would give me a heavy punishment but my mother came to the school and spoke to the Head teacher. She explained to the teachers to be lenient with me. Some teachers tease me, calling me sickly” (Learner 1).
Another learner added to this by saying:
“My teachers are not always understanding of my condition. In primary school, the teachers did not understand my condition and would even punish me, so my mother came to the school to talk to them. The teachers are not always understanding of my condition… others will just ignore my complaints or tell me to go home and come back when I feel better. They may ask me to make sure I do my work, but that is all. They are not very concerned with my welfare. They just send me home or ask my mother to come and pick me up” (Learner 2).
The third learner spoken to also added that: 
“With my teachers, only the ones that my mother has talked to know and they are understanding of my condition… those who don’t know about my condition can be very harsh; they don’t understand it at all … other teachers think I am just lazy and do not want to take part in school activities” (Learner 3).
 Another learner that was spoken to expressed her own sentiments:
“Not many teachers understand what my condition is about, most of the time I find that I have to explain to them what I suffer from. Before the stroke, when I could play football, they didn’t believe that there was anything wrong with me. So it wasn’t easy convincing them that I had a problem. Now, I have all these problems, they just feel sorry for me. Some of them behave as if I am just making their work harder. It’s not many who will take time to understand that I cannot write at the same speed that I used to” (Learner 5).
[bookmark: _Toc529565654][bookmark: _Toc2255824] 4.4 Mothers
From the interviews that were carried out, a number of aspects were brought out. These highlighted the experiences that their children had as learners who suffer from sickle cell disease. The themes that were generated are as follows; Children with SCD miss school often; Children with SCD need more attention in class; Extra lessons and classes are repeated and Teachers do not understand sickle cell disease.
[bookmark: _Toc529565655][bookmark: _Toc2255825]4.4.1 Children with SCD miss school often
The mothers that were spoken to brought out several issues. One of them being that their children fell sick often. This was made clear through the following excerpts:
“My child was diagnosed with Sickle Cell Disease in 2012. She used to go into crisis very often. She still goes into crisis and is even admitted into hospital… Mostly, she goes into crisis just as soon as school opens, and this stabilises as the term progresses. In a month she may miss school at most, three times… depends on how severe the crisis is, sometimes a week or two weeks in bed” (Mother 1).
The second mother that was spoken to also added her sentiments on to this theme:
“My child was diagnosed with Sickle Cell Anaemia at 3 months. The baby was always in pain. We were always in hospital, sometimes, in a month maybe two weeks would be spent in hospital… He is constantly in pain. I always have to check on him to make sure he is eating because he has very poor appetite… When he gets sick, he can go three weeks in bed” (Mother 2).
Another mother who was spoken to added that:
“…She gets sick a lot and would miss long periods of school because she is sick. She has suffered stroke twice... she would fall sick very often and miss maybe two to three weeks in a term. She gets sick very often and I am the only one who knows how to deal with her condition. Since she suffered the second stroke that paralysed her…” (Mother 3).
Yet another mother explained her child’s experiences:
“From the time she was born, I left her with my mother who stays in the village in Northern Province. But when it was time for her to start school, I brought her here to Lusaka because she was always sick. I could not take her to pre-school because she was too sickly… she is always so sickly… There was a time when she went half the year in hospital. She was very sick” (Mother 4).
These sentiments were amplified by the fifth parent:
“My child has been very disturbed throughout her studies. From preschool, up to this point, she has missed so many times. She never gets sick for a short period, it is always a more than two weeks. At times she can go for months in hospital. She suffered a stroke in 2017… Even when she was younger, she used to suffer from severe stomach pains, and when she was in that crisis, she would stay for a month in hospital” (Mother 5).
[bookmark: _Toc529565656][bookmark: _Toc2255826]4.4.2 Learners with SCD need more individualised attention and extra lessons
Every child needs attention in a classroom, however this is more so for children who have SCD. This is done to help them keep up with their peers in class. It was made evident through the interviews that were carried out:
 “It would be very helpful if the schools would help us by giving free tuition. I mean that when she has missed school, it would be helpful if only they didn’t have to wait to be asked to teach her privately, and also only when they are paid. Not all parents can afford this, even for me, it is expensive to always pay for private tuition. Also when she misses school, if they could sit with her once she has recovered, to help her with the work she missed. This doesn’t happen. She needs a lot of help from the teachers but this is not the case, not unless I pay for it. My daughter is intelligent but this condition is a drawback. She cannot progress as easily as her peers” (Mother 1).
The second mother also expressed her opinion:
“I would … love that when he misses classes, teachers take it upon themselves to help him catch up. But this doesn’t happen. I have to go and ask the teacher to help him with school work. And usually, the teacher will first say that I should take him for extra lessons. But I cannot afford it yet” (Mother 2).
Another mother added to this theme by saying:
“In the school that she was going to, I felt that they did not give her the attention she needs especially that when she fell sick teachers just sent her home and there was no follow up as to whether she is fine or not… Teachers never really paid attention to her” (Mother 3).

The fourth mother that was spoken to, gave her own view of the experiences of her child: 
“She studies more when she has missed school for a period of time. She needs a lot of help, and the teachers will provide extra lessons for her if I pay them. When she is well, she does a lot of studying, reading from the books that I have bought for her. Also when I have enough funds, I take her for extra lessons so that she is not so far behind her friends in class.
 It would be really helpful if the teachers could teach her on her own for free, without me having to pay them to give her extra lessons. There are concepts that she struggles with for instance in maths or science. But I have to take her for extra lessons, which can be expensive for me. If the teachers in these schools could make time for her without me having to make special requests, or paying for the lessons, I would be very grateful” (Mother 4).
The fifth mother that was spoken to also added to this theme with the following sentiments:
“Sometimes I would… them to give her extra lessons, of course at a fee. So in that way she would catch up to the classmates. These children should be considered special children because they really go through a lot of problems. But most schools have no programmes to help children with SCD. If, as a parent you do not help your own child, you will go nowhere. I have never heard government speak of special programmes for children with SCD. But one finds a lot of programmes for other children with special needs” (Mother 5).
[bookmark: _Toc529565657][bookmark: _Toc2255827]4.4.3 Classes are repeated
Children with sickle cell disease get sick more often than most. They are therefore, prone to missing classes often. It is because of this that parents decide to make their children repeat grades. This was made clear through the excerpts of interviews carried out.
The first mother explained that:
“He started grade one when he was almost ten. Then again he fell very sick, so I had to make him repeat grade 3 because he fell very sick and spent most of that year in and out of hospital. It is not easy” (Mother 2). 
Another mother explained that:
“… Because she is always so sickly, I have made her repeat grades twice. She should have been in Grade 6 but she is in grade five. I don’t care how old she gets, I just want her be able to do very well at school... There was a time when she went half the year in hospital. She was very sick. So again I made her repeat a grade” (Mother 4).
The third mother also added to this theme by saying:
“She suffered a stroke in 2017 so I had to make her repeat. She stayed at home for a whole year, she should have written her grade 12 exams last year. But now I have put her back into grade 11” (Mother 5).
[bookmark: _Toc529565658][bookmark: _Toc2255828]4.4.4 Teachers do not understand SCD
The experiences that the mothers gave brought out this theme. It appeared that the teachers did not really understand the children who suffer from sickle cell disease. The following are the excerpts:
“The previous school where she was, the teacher did not understand her condition so she beat her when she was sick and put her out into the rain. I went to the school and gave them a piece of my mind. It’s painful to see my child treated like that and by educated people. Because these are educated people, I am not educated but I have learnt a lot about my child’s condition. I was very upset by this incident” (Mother 1).
The second mother also added to these sentiments:
“…when she fell sick teachers just sent her home and there was no follow up as to whether she is fine or not. Teachers never really paid attention to her. When she fell sick at school, they would just send her back home. They did not help her in any way” (Mother 3).
[bookmark: _Toc2255829]4.5 Summary
From the themes that have been generated, they bring out a number of issues that surround the daily experiences of adolescents with SCD as well as those of their parents and the teachers who handle them. It is from this that an interpretation can be made of the experiences that these learners encounter daily.



















[bookmark: _Toc529565659][bookmark: _Toc2255830]CHAPTER FIVE: DISCUSSION
[bookmark: _Toc2255831]5.1 Overview
This chapter aims at discussing the results of the current study. The study’s purpose was to find out the experiences of adolescent learners with sickle cell disease as they pursue their education. The research brings out the experiences that adolescent learners with SCD go through and the help that they get especially in schools. 
 The discussion of the findings from learners, parents and teachers will be done simultaneously in order to shed more light on the experiences of the three groups of participants. From the research, a number of themes were generated and it is around them that the discussion will be based. 
[bookmark: _Toc2255832]5.2 Themes
The themes that were generated from teachers are as follows; Parents and learners not wanting the SCD condition to be known; Lack of knowledge by teachers about the SCD; Need for individualised attention for learners with SCD; Inadequate support given to learners with SCD in the schools.
 Other themes generated from the learners were; Being sick often; Grades are repeated; need for more study hours and extra lessons; Exemption from strenuous activities and Teachers not understanding the condition. 
The last group of themes generated from the parents were; learners with SCD miss school often; learners with SCD need more attention in class; Extra lessons and classes being repeated and Teachers do not understand sickle cell disease. 
In order to better understand the experiences of adolescent learners with SCD as they pursue their education, the researcher will discern the themes by making references to what parents, teachers and learners said about a particular theme simultaneously. The first theme to be discussed is that of:
[bookmark: _Toc529565660][bookmark: _Toc2255833]5.3 Parents and learners not wanting the SCD condition to be known
The interviews with teachers revealed that parents and learners do not want the SCD condition to be known in school. One teacher for instance pointed out that; 
…One problem I have noticed is that some parents would rather hide their child’s condition, preferring to pretend that their child is just as normal as other children (Teacher 1).
It would seem logical to state that the teacher appeared frustrated since this attitude was in a way, a hindrance to their work since they have to be careful with the way they treated these learners. However, when the parents decide to hold back their child’s condition from the teachers, that child will not be treated any different from the rest of the class. They may be punished in just the same manner as other members of the class. The teachers who teach these learners should be told about their condition in order for them to give this learner a good chance at a good education.
It was also noted from the interviews carried out that even some children did not want to reveal their SCD condition to schoolmates or even teachers. This was noted from the following; 
Very few children accept that they have this disease, some would get defensive, including their parents. (Teacher 3)
The learners themselves do not want to accept that they have the SCD. They want to pretend that they have normal health like their classmates and behave in a manner that does not draw attention to their condition. Perhaps, it can be argued that the teacher feels that this learner gets this kind of attitude from their parents who feel that if their child’s condition is known, he or she may not have the same chances in life that their counterparts have. There are a number of myths that circle around the SCD condition that many parents feel revealing their child’s condition will cause their child to be stigmatised. One parent that was interviewed strongly felt that her child revealing their condition was a waste of time and it was of no benefit whatsoever for her child. 
…I have told her not to bother telling them about her condition because it is just a waste of time. (Mother 4)
In this excerpt, from the point of view of the parents, one notes a sense of frustration. It would seem that the fact that her child has this condition is a source of frustration on her part.  A study by Afolaya and Jolayemi (2011) supports this aspect of frustration on the part of parents. Many of the parents felt frustrated while still others never come to terms with the fact that their child is affected by SCD. From this, it is apparent that parents were not ready to reveal the condition that their child had because they had not come to terms with it. They were not ready to admit that their child was very different from the other children. Dyson, Atkin, Culley, Dyson, Evans and Rowley (2010) reported that disclosure of the SCD did not confer an advantages among the teachers or their adolescent peers. Instead, it contributed to feeling of alienation coupled with stigmatisation by the teachers, sometimes even health workers and peers.
From this, it is would seem logical to argue that, many misconceptions about SCD that have led to a negative concept about the disease; parents would rather not talk about their child’s condition. Instead, they would rather pretend that their child has normal health.  This corroborates the findings of a study that was carried out by Ugwu (2016) who noted that the association between knowledge about SCD and the attitude towards people living with SCD showed that a majority of people with inadequate knowledge showed a negative attitude erroneously linking SCD to witchcraft, germs, evil spirits, curses and others believed that the disease was contagious. It is reasonable to argue that the inclination to keep the disease secret emanates from such misconceptions. 
Themes that have been generated from the interviews show that in a way, they are interlinked. Therefore the next theme to be discussed is that of:
[bookmark: _Toc529565661][bookmark: _Toc2255834]5.4 Need for individualised attention and extra lessons
In an ideal scenario, a child with good health is expected to attend school consistently with minor interruptions. However, this is not the case for learners with SCD. From the interviews, it came to light that these learners miss many days of school and have to make up for the lost time either on their own or with the help of friends and teachers. Due to these frequent absences from school, learners with SCD do not perform as well as their counterparts academically. One teacher who was interviewed stated that:
…the teacher should have an eye out for this child because at times they have to be taught as individuals and not with the whole group… (Teacher 1)
Adolescent learners with SCD require more attention than their healthy counterparts because they miss so much time from school.  A study by Weitzman, Klerman, Lamb, Menary and Alpert (1982) also adds to this through their research which says that the recurrence of certain illness leading to frequent hospital admissions, and psychological and emotional disturbances may lead to absence from school. The learner who misses classes so often is therefore made to look for other means of catching up with the rest of the class. It is this that leads to a need for extra lessons. It is not easy for the learner to attain the same levels that the classmates are at after missing a week or more of lessons. There are some subjects that they can easily read on their own and understand, but there are others that need more explanations from teachers. The following was said by a child concerning the same need for extra lessons:
… It’s not easy to study alone. I ask for help from friends. I even asked my mother to pay for extra lessons so that I can be at the same level as my friends… (Child 1)
Here too, a sense of frustration on the part of the learner is noted. This is a learner who is unwell more often than others, but still wants to be part of the whole learning process and not miss out. From this, the researcher concluded that it was not a simple task for the learner to catch up with the classmates. The Learner needs to find means of being at the same level as the rest of the class. It is because of this desire that they would request for extra lessons, which however, do not come freely, the implication being that the extra lessons need to be paid for. It is not always that parents afford these private tuitions which in most cases have proved to be expensive.  This can be a hindrance for the progress of this learner who has SCD. As is seen from the above except, the learner is willing to do anything in order to catch up with the rest of the class, this includes asking for help from classmates which may not be very effective. Some learners are not willing to help their friends. Also they may get irritated by the frequent requests for help. Further still, the friends may not understand everything that has been taught and so may inadvertently end up misleading the classmate. 
It can be said that these learners miss school so often that they need an education system that will support and help them achieve the same attainment levels as their peers. In a study done by Graves (2016), it was noted that the complications of SCD further sets a student with this disease apart from the others and with this reduced quality of life, it may in the end lead to a great deal of lost time from academic and vocational training. These adolescents spend so much time in hospital such that the time they are supposed to be in class learning is lost. From the parents point of view too, there is an aspect of helplessness due to the situation that their child is found in. 
 I would … love that when he misses classes, teachers take it upon themselves to help him catch up. But this doesn’t happen. I have to go and ask the teacher to help him with school work. And usually, the teacher will first say that I should take him for extra lessons. But I cannot afford it yet (Mother 2).
There is need for the learner to be given more help for them to be academically proficient.  The researcher noted that mostly, teachers only offered extra lessons when they were offered a payment. But then, not all parents can afford this. According to a study done by Ladd, Valrie and Walcot (2014), they say that the fact that these learners with SCD suffer from strokes which can be silent or overt; which in turn can cause issues in attention, memory and executive functioning. This becomes an issue because these learners are expected to retain certain amount of information as they progress through school. These strokes can cause the learner to lose some of their memory as well as make it harder for them to pay attention in class. This would then lead to the need for extra lessons and individualised attention so as to allow this learner progress successfully through their educational journey.
[bookmark: _Toc529565662][bookmark: _Toc2255835]5.5 Grades are repeated
Learners who suffer from SCD miss classes very often in the course of the term or throughout the school year. This is because they fall sick very often and have to be bedridden or hospitalised more often than their peers. One learner in the interview explained that:
… I was still getting sick often, so my mother decided to make me repeat grades. There was a time I missed school for close to half a year, again my mother made me go back a grade (Child 3).
It is a well-known factor that learners’ academic success is based on their daily attendance in class. However, with these learners that are chronically ill, they miss classes more often than other learners because of being frequently admitted in hospital which in turn can lead to psychological and emotional disturbances and therefore absence from school. 
Learners with SCD have been noted to frequently miss school. This is according to Ogunfowora, Olanrewaju and Akenzu (2005). It is not possible for a learner to achieve academic prowess if they are constantly absent from class. Javid (1999), adds to this in saying that these learners with SCD are mainstreamed into the regular classroom within the school system, but then, as many as 50% of these learners will fail atleast one grade. Schatz (2004) also stated that the problematic effects of SCD had an effect on the academic performance of these learners. This also led to instances of multiple grade repetitions compared to healthier children. One mother narrated her experience:
She, (her daughter), suffered a stroke in 2017 so I had to make her repeat. She stayed at home for a whole year, she should have written her grade 12 exams last year (Mother 5).
In the opinion of Santrock (2015), a chronic debilitating illness is likely to interfere with being part of a peer group in school when in fact; being part of the group is a norm as an adolescent develops. These learners suffer pain most of the year that they are rarely able to socialise with their peers. This can affect their psychological development as was noted earlier, since adolescence is a period of identity formation. 
The little time that is spent in school does not give that much of a chance to be part of the many activities that take place in the school grounds or be accepted by their peers, which can greatly affect them. The repetition of grades also affects the learners in that they are forced to make new friends in the new grade and so have to explain their condition again to this new friend. One may safely theorise that because of this, these children end up being isolated and rarely make friends. 
[bookmark: _Toc529565663][bookmark: _Toc2255836]5.6 Teachers do not understand sickle cell disease
The teacher is key in the education of the learners in schools. They mould the learners and help them on their educational journey. A teacher should then in essence understand their learners and help them not only attain academic awards but also help them become socially acceptable beings.  In the case of learners with SCD, the teacher plays an even greater role because these are learners who need teachers’ attention more. Their impact on these learners is far much greater because they help them overcome their psychological problems and help them become well rounded individuals. However, not all teachers know what sickle cell is and how to deal with learners who have this disease. Parents that were interviewed felt that these teachers did not understand their children who had SCD. As one parent said:
…the teacher did not understand her condition so she beat her when she was sick and put her out into the rain. It’s painful to see my child treated like that and by educated people.  (Mother 1).
This mother felt angered by the way her child had been treated by the teachers in her school. Schatz (2004) reported that there appeared to be a lack of knowledge among educators about the academic implications of the direct and indirect complication that SCD had on the learners. SCD has a number of implications on the learning process of the adolescent but these implications are barely known by the teachers who handle these learners. 
In a study done by Freeman (2003), it was reported that many teachers were not aware of the learning problems that were experienced by learners with SCD. There seemed to be a lack of knowledge among educators of the academic impact of SCD and even more concerning the lack of awareness that a particular learner suffered from SCD. This kind of information is important for a teacher since it helps them deal with such learners better. But when the teacher does not understand or know the type of learner that they are dealing with, they cannot be very helpful to them. They may even turn out to be harsh towards a learner who behaves differently from the rest of the members of the class who, have better health than this child with SCD. It was noted from one interview with a teacher who said that:
With teachers, what I have noticed is that, if the teacher has no idea that this child has this condition, they can be very harsh … (Teacher 3).
The teacher, as already noted is a key in the development of any adolescent learner. Therefore, an understanding of the learner’s shortcomings is helpful to the already spoken of development, especially when dealing with learners who suffer from SCD.
My teachers are not always understanding of my condition. In primary school, the teachers did not understand my condition and would even punish me… (Child 2)
One of the children also expressed their feeling that these teachers did not understand the disease. Punishment is said to be negative or positive reinforcement. However, some forms of punishment, for instance, manual work, can be very detrimental towards the health of an adolescent learner with SCD. According to Ugwu (2016), there appears to be a lack of comprehensive knowledge about the disease among many members of the society.
Teachers are the ones who have a very negative attitude towards these children…They will go to the head teacher complaining about this child who is sickly… (Teacher 5).
A teacher who is ignorant about this disease will not realise that the learner is not ‘just dull’ but is affected by the disease which may keep them bedridden for many days, thus missing school. Some teachers may go to an extent of not even bothering to follow up why the child has missed so many school days and chalk it down to mere laziness and lack of commitment. It is imperative that teachers as well as society at large are made aware of what these learners with SCD go through.
[bookmark: _Toc529565664][bookmark: _Toc2255837]5.7 Learners with SCD miss school often
The nature of sickle cell anaemia is that an adolescent who suffers from this disease is likely to miss school more often than their counterparts. This was brought out by the mothers who were spoken to. The first mother said that;
In a month she may miss school at most, three times… depends on how severe the crisis is, sometimes a week or two weeks in bed (Mother 1).
This kind of absence from school takes a toll on the learner’s advancement in school. SCD comes with unique complications and risks that impact school attendance. This is according to Schwartz, Raddcliff and Barakat (2009). They go on to state that there are factors of the complexes of this disease which affect the performance of the learner. Another mother added that:
When he is sick, he can go three weeks in bed (Mother 2)
This kind of an absence from school certainly does not help a learner who is supposed to excel academically. Parents have reported that their children suffered frequent pain episodes which in turn led to their being absent from school (Schwartz, Raddcliff &Barakat, 2009). It is seen that when an adolescent with SCD reported pain to their parents, these learners would not be allowed to go to school for fear that the learner may fall sick while at school and the school may not take care of the adolescent as the parents themselves would. This, therefore, contributes to absence of the learner from school.
In another interview, a parent said that
My child has been very disturbed throughout her studies. At times she can go for months in hospital. She suffered a stroke in 2017…. (Mother 5).
Day and Chismark (2006) have talked about frequent absences that were due to sickle cell complications that could also impact poor academic performance. These learners experienced excessive absenteeism. They noted that learners with SCD missed an average of close to 50 days per year. These absences were chalked down to pain episodes that the learner suffered.  Several researchers have noted that the frequency of absence among learners with SCD is high. Learners with SCD who are frequently absent from school will not perform as expected or as well as their counterparts (Schatz, 2004; Moonie, Sterling, Figgs, Castro, 2008). It is noted that the absences from school is because mostly, of the recurrent crises which in turn lead to frequent hospitalisation. Pain is noted as the most common symptom that contributes to absenteeism (Day & Chismark, 2006; Schwartz, Redcliff, Barakat, 2009).  It is therefore understood that adolescent learners with sickle cell disease have a problem of being absent from school more often than their peers. These frequent absences have an impact on their academic journey and are a deterrent.
[bookmark: _Toc2255838]5.8 Summary
The adolescent learner with SCD is affected by a number of factors in their daily lives. Their development all hinges on how these factors affect their development and becoming socialised beings. It also brings out the issues of their development that may be hindered because of the various factors that these adolescent learners encounter in their day to day lives. In the next chapter, a conclusion is given, as well as recommendations that have been drawn from this study. 













[bookmark: _Toc529565665][bookmark: _Toc2255839]CHAPTER SIX CONCLUSION AND RECOMMENDATION
[bookmark: _Toc2255840]6.1 CONCLUSION
In this final chapter, the researcher presents a summary of the major findings that emerged from the study on the Lived experiences of adolescent learners as they pursue their education.
The findings have shown that parents do not want to expose their child’s condition, fearing that this same society would stigmatise them. There is also an aspect of the learners themselves not wanting to let society know that they have the SCD for fear of being stigmatised and side lined in various aspects of their educational journey as well as in various school activities. 
It has also been revealed through the findings that not all the teachers who handle these learners with SCD understand what it entails to have this disease. It is one drawback for these learners. When a learner does not have adequate support while they are in school, their educational journey will not be an easy one. The teachers hold the biggest key to the success of any learner, but more so for one who has a chronic illness such as sickle cell anaemia. Therefore, the teachers’ understanding of the disease and what a learner with this disease goes through is important so that they can help these learners progress successfully. 
Further, it became apparent that the learners who suffer from SCD required more attention than the average student. They needed to be given more time to study. Learning had to be reinforced using extra lessons that were not easily accessible to these learners. These learners, required more attention from their teachers since many time during the term, they missed classes and had to find a way to catch up to their classmates.
The manner in which this adolescent learner with SCD is treated can affect their psychological demeanour and may then affect their self -esteem and self -concept. From the interviews the researcher discovered that the aspect of missing school more often than not meant that the learner could not build meaningful relationships with their peers because a bigger part of their lives is spent in bed or admitted in hospital. This is an issue that affects their lives a great deal.
All these factors have some bearing on the adolescent learner’s educational journey. They affect the way this adolescent progresses, whether positive or negative. They are very important factors and need to be looked into, especially in the Zambian education system.
[bookmark: _Toc529565666][bookmark: _Toc2255841]6.2 Recommendations
In line with these findings that have emerged from the study, a number of recommendations have been made for the Ministry of Education as well as for parents who have children with SCD.
1. The findings from the study have revealed that learners with SCD miss school for days on end due to hospitalisation or just being ill at home. Based on this, it is recommended that Ministry of Education take into consideration the plight of these learners and consider ways to help them have a better chance in succeeding in education for instance, remedial lessons that will not cost them.
2. It was also found that parents and children do not want to reveal the SCD to teachers or society and teachers did not understand the SCD could be remedied by finding better ways to sensitise and encourage a better working relationship between parents and teachers for the good of the learner. Some form of sensitisation be done to both parents and teachers to encourage good cooperation between parents and teachers for the benefit of the learner.
3. In looking at other findings like there was a need for individualised attention as well as extra lessons, there is need to formulate an educational curriculum (examination, lessons and extra-curricular activities) that will benefit the learners with SCD.  
4. In line with the finding the learners too do not like to reveal their sickle cell condition, some form of sensitisation should be done to encourage them to speak about their disease as would help teachers give them fair chances in learning. 
[bookmark: _Toc529565667][bookmark: _Toc2255842]6.2.1 Suggestion for Further Research
From the current research, it is important for further research to be undertaken that would look at SCD in different aspects. Further research is needed especially considering that very little research has been done in this area in Zambia. The following are some of the areas which can be further explored in future research;
1. The relationship between SCD and school absenteeism among learners.
2. The impact of SCD on adolescent learners’ social and personal development.
3. What is the relationship between SCD and academic performance?
4. Parent- teacher collaboration in the education in relation to learners with SCD.
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For the adolescent
1.	Let us talk about what your experiences have been in your pursuit of education as a SCD patient.
2.	What have been your coping strategies as a SCD patient in school?
3.	As a SCD patient, tell me what your experiences have been with your – peers, -teachers.
4.	In what ways do your parents and teachers work together to ensure that you cope with school work despite your being a SCD patient.
5.	What support have you received in school as a SCD patient?
6.	Would you tell me how teachers in your school react to your condition as a SCD patient?
7.	As a SCD patient, what kind of ideal support would you like to receive from –parents, - teachers, - peers.  

For the parents/ caregivers
1.	Tell me what your experiences have been with your child as they pursue their education.
2.	Tell me how your child has been treated by; - peers, -teachers.
3.	Would you tell me the ways in which you collaborate with teachers to ensure that your child manages to cope with school work in spite of the SCD?
4.	What coping strategies does your child use in order for them to handle school work?
5.	How do you think the schools need to support learners with SCD to enable them learn better.
For the teacher
1.	Would you tell me the kind of support available in the school to help learners with SCD cope with their school work?
2.	As a teacher, what have been your experiences with regard to adolescent learners with SCD?
3.	Generally, what is the relationship of learners with SCD like with; - teachers, - peers?
4.	How would you collaborate with parents who have children with SCD, to ensure that their children are helped in the best way possible?
5.	From your experience in handling learners with SCD, what support do you think is required in the school to allow them to cope with school better?
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Informed consent form for adolescents with sickle cell anaemia.
NAME OF RESEARCHER: MORAES BERNADETTE SANDHYA.
NAME OF INSTITUTION: UNIVERSITY OF ZAMBIA
PART I: INFORMATION SHEET 
INTRODUCTION:
I am a student at the University of Zambia, in the Department of Educational Psychology, Sociology and Special Education. I am conducting a study on the Psychological experiences of adolescent learners with Sickle Cell Disease, their parents or care givers, as well as their teachers. I am giving you the information and invite you to be part of the research. If there are any questions, feel free to ask.  
Purpose of the Research 
I would like to conduct this research so as to understand what adolescents who suffer from Sickle Cell Disease experience in schools. It is also hoped that the researcher will find out whether there is any form of support given to these learners.
Participant Selection.
Adolescents have been chosen because they are at a critical stage of child development.
Question: Do you know why I am asking you to take part in this study? Do you know what the study is about?
Voluntary Participation
Your participation in this study is entirely voluntary. It is your choice to participate or not. Do you have any questions?
Risks
In taking part in this study, you as a participant will not be harmed in any way. This study is being conducted through interviews which pose no risk.
Benefits
By taking part in this study, the participant will add to the dearth of knowledge that currently exists.
Confidentiality
The information that will be collected from this research will be treated with confidentiality. All information that carries personal details will not be shared with anyone. Only the information that adds to the study will be used.
Contact information
In case of any queries contact;
BERNADETTE S. MORAES
CELL NO: +260979708532
PART II CERTIFICATE OF CONCENT
(Participants to sign the consent form)
I have read the foregoing information (or it has been read to me). I have had the opportunity to ask questions about it and any questions that I have asked have been answered to my satisfaction, I consent to voluntarily participate in this study.
NAME OF PARTICIPANT:
SIGNATURE: ……………………………………………………………………………….
DATE:
Statement by the Researcher:
I have accurately read the out the consent information sheet to the potential participant. I confirm that the participant was given an opportunity to ask questions about the study and all questions were answered. 
I confirm that the individual has not been coerced into giving consent and the consent has been given freely and voluntarily.
A copy of this consent form has been given to the participant.
NAME OF RESEARCHER
SIGNATURE: ………………………………………………………………………………
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Informed consent form for care givers of adolescents with sickle cell anaemia.
NAME OF RESEARCHER: MORAES BERNADETTE SANDHYA.
NAME OF INSTITUTION: UNIVERSITY OF ZAMBIA
PART I: INFORMATION SHEET 
INTRODUCTION:
I am a student at the University of Zambia, in the Department of Educational Psychology, Sociology and Special Education. I am conducting a study on the Psychological experiences of adolescent learners with Sickle Cell Disease, their parents or care givers, as well as their teachers. I am giving you the information and invite you to be part of the research. If there are any questions, feel free to ask.  
Purpose of the Research 
I would like to conduct this research so as to understand what adolescents who suffer from Sickle Cell Disease experience in schools. It is also hoped that the researcher will find out whether there is any form of support given to these learners.
Participant Selection.
Adolescents have been chosen because they are at a critical stage of child development.
Question: Do you know why I am asking you to take part in this study? Do you know what the study is about?
Voluntary Participation
Your participation in this study is entirely voluntary. It is your choice to participate or not. Do you have any questions?
Risks
In taking part in this study, you as a participant will not be harmed in any way. This study is being conducted through interviews which pose no risk.
Benefits
By taking part in this study, the participant will add to the dearth of knowledge that currently exists.
Confidentiality
The information that will be collected from this research will be treated with confidentiality. All information that carries personal details will not be shared with anyone. Only the information that adds to the study will be used.
Contact information
In case of any queries contact;
BERNADETTE S. MORAES
CELL NO: +260979708532
PART II CERTIFICATE OF CONCENT
(Participants to sign the consent form)
I have read the foregoing information (or it has been read to me). I have had the opportunity to ask questions about it and any questions that I have asked have been answered to my satisfaction, I consent to voluntarily participate in this study.

NAME OF PARTICIPANT:
SIGNATURE: ……………………………………………………………………………….
DATE:
Statement by the Researcher:
I have accurately read the out the consent information sheet to the potential participant. I confirm that the participant was given an opportunity to ask questions about the study and all questions were answered. 
I confirm that the individual has not been coerced into giving consent and the consent has been given freely and voluntarily.
A copy of this consent form has been given to the participant.

NAME OF RESEARCHER:

SIGNATURE: ………………………………………………………………………………
DATE:………………………………………………………………………………….
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Informed consent form for teachers of adolescents with sickle cell anaemia.
NAME OF RESEARCHER: MORAES BERNADETTE SANDHYA.
NAME OF INSTITUTION: UNIVERSITY OF ZAMBIA
PART I: INFORMATION SHEET 
INTRODUCTION:
I am a student at the University of Zambia, in the Department of Educational Psychology, Sociology and Special Education. I am conducting a study on the Psychological experiences of adolescent learners with Sickle Cell Disease, their parents or care givers, as well as their teachers. I am giving you the information and invite you to be part of the research. If there are any questions, feel free to ask.  
Purpose of the Research 
I would like to conduct this research so as to understand what adolescents who suffer from Sickle Cell Disease experience in schools. It is also hoped that the researcher will find out whether there is any form of support given to these learners.
Participant Selection.
Adolescents have been chosen because they are at a critical stage of child development.
Question: Do you know why I am asking you to take part in this study? Do you know what the study is about?
Voluntary Participation
Your participation in this study is entirely voluntary. It is your choice to participate or not. Do you have any questions?
Risks
In taking part in this study, you as a participant will not be harmed in any way. This study is being conducted through interviews which pose no risk.
Benefits
By taking part in this study, the participant will add to the dearth of knowledge that currently exists.
Confidentiality
The information that will be collected from this research will be treated with confidentiality. All information that carries personal details will not be shared with anyone. Only the information that adds to the study will be used.
Contact information
In case of any queries contact;
BERNADETTE S. MORAES
CELL NO: +260979708532
PART II CERTIFICATE OF CONCENT
(Participants to sign the consent form)
I have read the foregoing information (or it has been read to me). I have had the opportunity to ask questions about it and any questions that I have asked have been answered to my satisfaction, I consent to voluntarily participate in this study.

NAME OF PARTICIPANT:
SIGNATURE: ……………………………………………………………………………….
DATE:
Statement by the Researcher:
I have accurately read the out the consent information sheet to the potential participant. I confirm that the participant was given an opportunity to ask questions about the study and all questions were answered. 
I confirm that the individual has not been coerced into giving consent and the consent has been given freely and voluntarily.
A copy of this consent form has been given to the participant.

NAME OF RESEARCHER:

SIGNATURE: ………………………………………………………………………………
DATE:
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