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ABSTRACT 

 

Background: Parental knowledge about SCD has a direct effect on reducing mortality and 

complications related to Sickle cell disease. Families of children affected by SCD face several 

hardships caused by raising a child afflicted with this disease. However, parental knowledge 

about SCD and challenges faced by families of children with SCD have not been assessed in 

Rwanda. 

Objectives: The aim of this study is to explore the knowledge on sickle cell disease among 

parents of children affected by SCD and to identify their experiences while caring for affected 

children. 

Methods: A qualitative method using thematic analysis was used. Data collection was done using 

semi-structured interviews with thirteen parents from one referral hospital with Pediatric 

hematology clinic in Rwanda. 

Results: Thirteen caregivers including eleven mothers and two fathers participated in the study. 

Among them, 7 parents were Rwandan and 6 were Burundian parents living in refugee camp in 

Rwanda. Two broad themes were identified: knowledge and understanding of SCD, and 

experiences and hardships. The majority of parents had some knowledge of SCD but most of 

them had no knowledge of inheritance pattern of SCD. Prior to the diagnosis being made, all 

parents had never heard of SCD and they had misconceptions about the condition of their 

children. Parents face several challenges including persistent psychosocial distress and practical 

hardships caused by SCD. This study also revealed coping strategies used by parents. 

Conclusion: This study showed that parents had some knowledge of SCD with gaps of 

inheritance pattern. Families of children affected by SCD face several burdens including 

nutrition for the affected child, poverty and persistent emotional distress. Raising awareness of 

SCD among the public, availing premarital screening program for high risk people and providing 

social support for affected families would help to mitigate the impact of this disease. 

Keywords: Parents, Children, Sickle Cell Disease, Knowledge, Experiences. 
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CHAPTER I. INTRODUCTION 

1. 1. BACKGROUND. 

Sickle cell disease (SCD) remains one of the most prevalent genetic hematological disorders 

among the African population(1). Sickle hemoglobin (HbS) is a variant of normal adult 

hemoglobin and is inherited as an autosomal recessive Mendelian trait(2). It is caused by single 

gene mutation where nucleotide glutamine is substituted by valine in codon 6 of the beta-globin 

gene resulting in the sickle mutation in beta-globin(3).The most common clinical phenotype is 

the homozygous form (HbSS) also called sickle cell anaemia. The compound heterozygous SCD  

are generally less symptomatic compared to those who are homozygous and  include HbSC, 

HbSD, HbSO-Arab, and HbS/beta-thalassemia(4). 

The hemoglobin polymerization is considered the main mechanism of the pathophysiology of 

SCD. Following the passage of RBCs in the microcirculation the Hemoglobin molecule 

undergoes a deoxygenation resulting in conformational change with characteristic shape 

(Sickling).Sickled RBCs block the blood vessels leading to vaso-occlusion and hemolytic anemia 

(5,6). 

 

Across the globe, millions of people are currently affected by sickle cell disease.  The greatest 

burden is seen in sub-Saharan Africa, where more than 75% of all sickle cell disease occurs, with 

this proportion increasing with the increase in population. It is estimated that more than400,000 

children with SCD are born globally each year with almost 300,000 in the Africa continent 

alone(1,7).Of the estimated 312,000 annual births with homozygous hemoglobin, over 90% 

occur in resource-poor countries, with an estimated 238,000 births annually in sub-Saharan 

Africa and more than 46,000 in India(8).In many African countries, 10%–40% of the population 

carries the sickle-cell gene resulting in estimated SCD prevalence of at least 2%(9). 

 

East African countries have high prevalence  of SCD with 20%, which is about 2500 of the 

neonates born with SCD in Uganda, and 13% in Tanzania(10).Considering the neighboring 

countries of Rwanda(Burundi, Congo, Tanzania and Uganda), the prevalence of sickle cell trait 

(SCT) varies from 0.4 to 20%  while in Rwanda the prevalence of  HbS trait is 2.7%(11). 
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It is estimated that more than 500 children die each day due to sickle cell disease and the 

majority of deaths occur in resource poor countries(8). In developed countries, death from SCA 

is a rare event since the disease is detected early through newborn screening (NBS) programs 

and as a result of early access to health care, more than 95% of children with SCA survive to 

adulthood because early complications are prevented(12). 

However, many tropical countries do not have the necessary resources required to provide the 

complex care required for SCD patients, and resulting outcomes are typically poor(2). While the 

current life expectancy for patients with SCA is estimated to be between 45-55 years of age in 

high-income countries; in low-and middle-income countries (LMICs), it is thought that most 

children die before reaching adulthood with 90% of them dying before 5 years of age(2,8). 

 

Sickle cell disease, being a chronic disease, requires a comprehensive and lifelong 

management(13). This requires participation of both health care providers and parents of 

children affected by SCD.  Due to the importance of this lifelong health follow-up of those 

children; it is strongly emphasized that their relatives be properly oriented about this disease, the 

necessary care,  as well as about the early identification of signs of risk for complications, with a 

view to preventing its aggravation, and importance of regular follow-up (14). Studies have 

shown that parental education about sickle cell anemia has a direct effect on reducing 

mortality(8,15). The aim of this study is to assess knowledge and experiences among parents of 

children affected by sickle cell disease attending the pediatric hematology clinic of Kigali 

University Teaching Hospital, Rwanda. 

1.2. PROBLEM STATEMENT 

Sickle cell disease is a public health burden worldwide but more prevalent in low income 

countries especially in Africa where more than 75% of the cases are found(7,16). 

According to World Health Organization (WHO), five percent of deaths of children <5 years in 

African countries are due to SCA and this number may be as high as 16% in some west African 

countries(17). Globally, it is estimated that 500 children die each day due to sickle cell disease. 

The study done in Kigali and Butare in 2006 showed that the prevalence of HbS S trait was 2.7% 

among the neonates in Kigali and Butare in 2006. 

 



3 
 

The Study done in Jamaica showed that education of parents about SCA, focusing on detection 

of early symptoms and signs of life threatening complications such as splenomegaly and fever, 

has a direct effect on reducing mortality(15). However, up to our knowledge, there is no study 

ever done in Rwanda to assess the knowledge and experience of parents raising children affected 

by sickle cell disease. 

1.3. RESEARCH AIMS AND OBJECTIVES 

1.3.1. Research aim 

The aim of this study was to explore the knowledge on sickle cell disease among parents of 

children affected by SCD at CHUK and to identify experience of parents caring for affected 

children. 

1.3.2. Research objectives 

1. To assess knowledge of parents with children affected with sickle cell disease. 

2. To describe the burdens experienced by families caring for children with sickle cell 

disease. 
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CHAPTER II. LITERATURE REVIEW 

2.1. LITERATURE SEARCH 

The search was performed in PubMed, Cochrane and Hinari using search terms and once 

duplicates and non-relevant studies were removed, a total of 42 relevant papers were found and 

have been reviewed. A secondary search was done using the reference lists of the relevant papers 

and identified additional 27 relevant papers. An automated email update was set up on PubMed 

during the process of this project to ensure no new articles were missed and we got 1 more 

article. A total of 70 papers were found and among them 63 were used in our study. 

2.2. COMMENTARY ON THE LITERATURE 

2.2.1. Epidemiology of SCD in Africa 

Sickle cell disease is currently recognized as an important public health problem and the majority 

of the affected people being in Sub Sahara Africa, India, Saudi Arabia and Mediterranean 

countries(17).According to WHO regional committee for Africa in 2010, SCD is the most 

prevalent genetic disease in Africa where, in several countries, 10% to 40% of the population are 

the carrier of the sickle cell gene and the estimated SCD prevalence is 2%(9,17). According to 

piel FB et al 2013, the global burden of newborns with SCA is projected to increase from 

305,800 in 2010 to 404,200 in 2050(16). 

African countries are not equally affected, the highest prevalence of SCD (10% and 40%) is 

found across equatorial Africa and declines to between 1% and 2% on the north African coast 

and less than 1% in South Africa. This distribution reflects a survival advantage against malaria 

that confers sickle cell trait(17,18). Frequencies of the carrier state determine the prevalence of 

sickle-cell anaemia at birth. The frequency of sickle cell trait in west African countries such as 

Ghana and Nigeria  is 15% to 30% whereas in some tribes of Uganda it can be as high as 

45%(17). 

Stephen, et al; in the recent study done in Nigeria involving infants, children and adolescents 

who were treated at Plateau State Specialist Hospital from 2012 to 2014; reported the prevalence 

of SCD to be 26.9/1000 population of pediatric patients. This study also revealed a progressive 

increase in the prevalence rate from 25.8/1000 in 2012 to 26.8/1000 in 2013 and 28.1/1000 in 

2014(19).The high prevalence of SCD in Nigerian population had also been reported by 

Akinyanju 1989 and its incidence was expected to increase with years(20). 
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In a retrospective cohort study done in Kilifi County Hospital on the Coast of Kenya, involving 

18,873 of 20,574 children <14 years admitted between January 2000 and December 2004; 576 of 

18,873 admissions had SCA making the prevalence of 3.1% and the majority 69.3% were 

previously undiagnosed(21). 

Sickle cell disease is not uncommon in our great lakes countries with marked variation between 

regions within the same country. In a cross sectional study done between February, 2014, and 

March, 2015 in ten regions and 112 districts to assess the burden of SCT and SCD in Uganda, 

Ndeezi et.al found that among the results of 97,631 children, overall 13.3% had sickle cell trait 

while 0.7% had SCD. The prevalence ranged from 4.6% for sickle cell trait and 0.2% for SCD in 

the South Western region to 19·8% for trait and 1.5%  for disease in the East Central region(7). 

In the study done in Rwanda, Burundi and Eastern DRC to evaluate the feasibility of systematic 

neonatal screening for SCD in the region of Great Lakes in Central Africa using a new approach, 

from July 2004 to July 2006, found that the overall prevalence of SCD was 5.32% in1825 

newborn screened(22). 

2.2.2. Impacts of SCD on the family. 

A chronic disease is defined as any medically or scientifically diagnosed disease or condition 

that is present for more than three months and is incurable(23). 

Sickle cell disease, being a chronic disease, affects not only the child but also the whole family 

including the parents and healthy siblings. It inflects high emotional, physical and psychosocial 

cost on the family(24). 

With the news of the diagnosis of sickle cell disease in the child, family members begin to deal 

with feelings of fear and insecurity, in the face of this unknown process to them(14). 

In different studies assessing lived experience of parents of children with SCD, parents reported 

severe negative emotional impact of learning about the SCD diagnosis in their children. They 

also reported serious impairment in family dynamics like decreased family member‘s interaction, 

fulfilling the needs of other siblings and job performance due to too much time repetitively spent 

at the hospital(24,25).In the study done in Jordan, children‘s pain during vaso-occlusive attacks 

was the outmost source of parents‘ stress(24). 
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2.2.3. Parents Knowledge and Experience on SCD 

Education of parents about sickle cell disease, focusing on the detection of early symptoms and 

signs of life-threatening complications, such as splenomegaly and fever, has been shown to have 

a direct effect on reducing mortality related to SCD(8). 

In addition, improved parental knowledge of SCD translates into more positive family relations, 

better adherence to a child‘s medical management and child‘s school attendance(26).  However, 

literature has revealed that many caregivers and family members have had low knowledge about 

sickle cell disease, its pathophysiology, genetic inheritance, complications, necessary care, 

among other information(14). 

A cross sectional study done in Mbujimayi, Democratic Republic of Congo (DRC), involving 50 

caretakers from families with children affected by SCD showed that their knowledge about SCD 

is low. Among the study population, only 44% had a good knowledge of SCD and its mode of 

transmission. Only 6% had good knowledge on complications of SCD while only 8% had good 

knowledge on precipitating factors of sickle cell crisis(27). 

Inadequate knowledge is not only limited to parents or caretakers of children affected by SCD 

but also is found in other parents whose children are not affected by sickle cell disease. A cross 

sectional study was conducted in Benin city to determine the knowledge and attitude of the 

mothers to SCD and to ascertain their attitude to the screening of their healthy newborns. It 

involved 622 mothers who consecutively delivered at St Philomena‘s Hospital Benin City, 

Nigeria. It showed that mothers were still largely unaware of the disease and its mode of 

inheritance. Among 622 participants, 608 had heard of SCD. About 60.7% of them did not know 

how it was acquired and only 23.3% appreciated that the disease was inherited by the children 

when both parents are carriers of the abnormal gene(28). 

It is likely that the lack of knowledge about SCD among parents reflects the lack of information 

from the young age. In a cross-sectional descriptive study done in south eastern Nigeria to assess 

level of awareness, knowledge and attitude to people living with SCD among undergraduate 

students of a tertiary educational institution showed that only 58.1% of 329 participants had 

adequate knowledge about SCD but many of them showed some misconceptions(29).Other cross 

sectional studies done in Nigeria, one involving secondary school students in Jos metropolis the 

second involving new tertiary graduates in Benin City, showed that the majority of participants 

had good awareness but with low comprehensive knowledge about SCD(30,31). 
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CHAPTER III.METHODOLOGY 

Reporting of this study was done in accordance with the Standards for Reporting Qualitative 

Research(SRQR)and Consolidated criteria for reporting qualitative research (COREQ) checklists 

for qualitative studies(32,33).  

3.1. Study description 

The qualitative study using thematic analysis helped to gain a rich description of parents‘ 

knowledge on SCD and challenges they face while raising a child with SCD. We collected data 

using semi-structured interviews. 

3.2. Study design 

This was a qualitative study. This type of research aims at understanding and exploring the 

meaning groups or individuals give to a social or human problem. Its focus is upon drawing the 

meaning from the  opinions and experiences of participants(34). 

Both purposive and convenience sampling methods were used. Data collection was done using 

face to face semi structured interviews. 

3.3. Study site 

This study was carried out at the University Teaching Hospital of Kigali (CHUK), a tertiary and 

teaching hospital receiving many patients referred from 30 districts in Rwanda. This hospital, 

being the only one to have a pediatric hematology clinic, receives children with hematological 

conditions from all over the country. This study was done in the Pediatric department, and 

specifically in Pediatric outpatient department and Pediatric Emergency room for hospitalized 

cases. 
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3.4. Study population 

3.4.1. Inclusion 

 Parent or any relative who brings a child affected by SCD to pediatric hematology 

clinic or pediatric emergency room. 

 Parent or any relative living and regularly caring the child with SCD for at least 1 year. 

3.4.2. Exclusion criteria 

 Parent opting out of the study or who declines consent. 

 Parents or relatives whose children were in critical condition. 

3.5. Sampling and Sample size 

The sample size was determined by theoretical saturation which is the gold standard by which 

the purposive sample sizes are determined (35). Different researchers have suggested different 

numbers of subjects as required sample size for qualitative study. However, with evidence for his 

recommendation, Guest et al 2006 suggested six to twelve subjects as adequate number of 

interviews to achieve saturation (35).  

In this study, transcription, translation and coding of each interview prior to starting the next 

interview. Saturation was met by the 11
th

 interview, two more participants were added and the 

total was 13 participants. 

3.6. Procedure at enrolment and data collection 

The study population was sampled from the parents who brought their children to CHUK 

Pediatric hematology clinic or Pediatric emergency room. To prevent bias or any interference, 

the principal investigator (PI) conducted the study without any marking as clinician. The PI 

approached potential participants for recruitment thereafter to inform them of the objectives and 

methods of the proposed study, and he invited them to participate in the study. They were 

assured about the confidentiality of the collected information. 

Subjects who accepted participation in the study signed a consent form and were interviewed by 

the PI during a waiting time for consultation or while waiting laboratory investigations results for 

those attending outpatient clinic and at a convenient time for participants with inpatient children 

without interfering with usual or health care of their children. 
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Interviews were conducted in a semi-private room in a face to face manner using interview 

guide.  

Interviews were digitally recorded using a smartphone and stored using a password-protected 

laptop only accessed by the principle investigator and supervisors. In addition, during interview, 

the PI took the field notes to improve the subsequent interviews.  

The sociodemographic information of each participant was collected using a pre-established 

form. 

Interviewer: The PI is a male postgraduate in Pediatrics who had clinical exposure in Pediatric 

hematology as one of the mandatory clinical rotation in the pediatric residency under direct 

supervision of the pediatric hemato-oncologist.  

3.7. Interview guide 

Based on the objectives and the local context, PI and supervisors developed the interview guide 

specific for this study. The interview guide was developed based on literature review and local 

context. The study guide was written in English and then translated in Kinyarwanda by the PI. A 

pilot study was conducted on two parents to assess the participants understanding of questions 

and thereafter, amendments were made to finalize the study guide. This guide included two 

sections: the 1
st
 section comprised of questions on parental knowledge of SCD and the 2

nd 
section 

comprised of questions on experiences of parent caring for affected children. 

3.7. Data management and analysis 

Before each interview, the participant was briefed about the confidentiality and non-use of 

names. During the transcription, a unique patient code was used (e.g. P1M). The code was made 

of 2 uppercase letters and one number between them. The first letter P stands for participant, the 

number means numbering order of interview and the last letter stands for relationship of 

participant to the child. It means that M stands for mother, F means father, B would mean brother 

and S would mean sister. Transcriptions and translations were stored in a password secured 

computer. Transcription was done by the PI or the 1
st
 research assistant trained on qualitative 

data transcription and double checked by the PI and supervisors. Translation was performed by 

the 2
nd

research assistant competent in English and Kinyarwanda and double checked by the PI 
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and supervisors. Back-translation was not performed. Analysis was done using qualitative 

manner in the following 6 steps: 

1. Familiarization with data where we carefully listened the audio recordings several times 

so as to gain sense of content, then transcript the data.  

Transcription was done by the PI or by a data-transcriber 

2. Translation of transcripts into English. Coding and thematic analysis was done using 

Microsoft Excel. 

3. Identification of thematic framework. We divided the text into meaningful units and the 

condensed units were abstracted and labeled with codes. 

4. Indexing: we grouped and analyzed different codes within themes based on similarities 

and differences. Then we sorted themes into categories and subcategories. 

5. Charting: we read all collated extracts for each category and see if they appear to form 

coherent patterns. 

6. Mapping: We defined and refined the categories and analyze them within themes. 

3.8. Ethical considerations 

3.8.1. Funding & Sponsors 

No funding has been sought for this study 

3.8.2. Potential conflict of interest 

We declare no conflict of interest 

3.8.3. Confidentiality 

Interview recordings and transcripts were kept on a password protected computer of the PI. Only 

the PI and supervisors had access to those data. No real names or other identifiable data of the 

participants were mentioned. 

3.8.4. Informed consent 

The PI approached each potential participant and informed him/her about the aims, objectives 

and sources of funding of the study, and institutional affiliation of the PI. The later explained the 

benefits, potential risks, methods of the study and guaranteed confidentiality. Potential 

participants were given opportunity to ask any questions related to the study.  
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The participation was voluntary and no negative impact as a result of refusal to participate in the 

study. Subjects could withdraw him/herself from the study any time they feel they want.   

Participant, who accepted to participate in the study, was requested to sign a written informed 

consent. 

3.8.5. Incentives for participants 

No incentives were provided. 

3.8.6. Risk to participants 

There was no anticipated physical risk for the subjects. 

The most considerable risk anticipated in this study was emotional distress that could rise from 

recalling the moments around the diagnosis disclosure and negative family life changes caused 

by SCD. We kept moral support and ensured good preparation of the participant before starting 

the interview. A clinical psychologist was prepared to intervene in case a participant would have 

severe emotional distress. However, no subject displayed a significant emotional distress neither 

enough to require a support by a clinical psychologist nor significant enough to stop interview. 

There was also a minor social risk of disclosing participant socially private information. To 

avoid this, we gave enough explanation to the participant about the concept of research and 

policy of privacy prior to starting interview. We kept all information confidential. 

No legal risks, no financial risks to both the researcher and the participants. 

3.8.7. Ethical approval 

The research proposal was reviewed and approved by the Pediatric departmental academic staff, 

the CMHS Institutional Review Board (No 446/CMHS IRB/2019) and CHUK ethical committee 

(Ref: EC/CHUK/021/2019) before approaching the participants and starting data collection. 
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CHAPTER IV: RESULTS 

4.1. DEMOGRAPHIC INFORMATION 

In total, 13 parents of age 28-53 years (median:34) including 11 mothers and 2 fathers 

participated in the study. The education level of participants varied from no formal education to 

tertiary level, one parent had master‘s degree. Among participants, 7 were Rwandans from 

different Provinces and 6 were Burundians living in refugee camp in Rwanda. Number of 

children varied from 2-9 (median: 3) per family and the number of children affected by SCD per 

family varied from 1-3 (Median:1). The duration post diagnosis of SCD of the first child of the 

family varied from 2-11 years. Each interview lasted between 10:45-46:21 minutes.  

Table 1Demographic information 

Characteristics  N (%) Median 

Gender Male 2 (15.4)  

Female 11(84.6)  

Total 13  

Age 26-35years 8 (61.5)  

36-45years 3 (23.1)  

46-55years 2 (25.4)  

Marital status Single 0 (0)  

Married 13 (100)  

Divorced 0 (0)  

Widow 0 (0)  

Religion Christian 12 (92.3)  

Muslim 1 (7,7)  

Level of education No formal 

education 

3 (23)  

Primary 5 (38.5)  

Secondary 3 (23)  

Tertiary 2 (15.5)  

Number of total children per family   3(2-9) 

Number of children affected by SCD 

per family 

  1(1-3) 

Duration post diagnosis of the first 

child with SCD per family (Years) 

  5(2-11) 

Province of Residence Kigali city 5 (38.4)  

East 6 (46.2)  

North 1 (7.7)  

South 0 (0)  

West 1 (7.7)  

Country of origin Rwanda 7 (53.8)  

Burundi 6 (46.2)  

Health Insurances AHA 6 (46.1)  
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RSSB (CBHI) 5 (38.5)  

RSSB (RAMA) 2 (15.4)  

 

From the thematic analysis, two broad themes were identified with seventeen categories 

summarized in the table below 

Table 2Tables of themes 

Themes Sub-themes Categories 

Knowledge  Disease name and Prior Knowledge 

Causes 

Inheritance 

Presentation and complications 

Treatment 

Experiences 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Practical Hardships Caregiving time 

Finance 

Nutrition 

Hospital services 

Child‘s quality of life 

Psychosocial burden Emotional burdens 

Family interaction 

Stigma & Regret 

Support 

Coping strategies God and Religion 

Parents networking 

Change of residency 
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4.2. PARENTAL KNOWLEDGEOF SCD 

4.2.1. Disease name and prior knowledge 

The majority of respondents were aware about the disease of their children and they got 

explanation of the disease from the clinician. 

” The disease? The disease of my child, I came to know it but it was a very bad news…. 

They told me that it is sickle cell disease.‖ (P1M, 41years, female, tertiary level) 

“Yes, the doctor told me it….it is drepanocytosis” (P12M, 38years, female, secondary 

level) 

Several participants knew that it is a disease affecting blood or anemia but they could not recall 

the name ―SCD‖ 

“I don’t know the name. The doctor told me that the disease of the child is in the blood 

but I don't have much knowledge about it.‖ (P5F, 31years, male, primary 3 level) 

“I don't know the name but I know it is the disease associated with shortage of blood 

called anemia” (P8F, 33years, father, primary 5 level) 

All parents became aware of SCD only when their child was diagnosed with the condition. Prior 

to consulting the hospital, some parents thought the disease was due to witchcraft. 

“No, I did not know it before. I came to know it only after coming to hospital. Nobody 

told me that he knew this disease before, it is not known in rural area.‖ (P4M, 34 years, 

male, primary 4 level) 

“We did not know it before…. It started when she was 6 months. It started with hands 

and feet swelling. we initially thought it was witchcraft but we took him to hospital and 

he was found to have low blood level.” (P8F, 33years, father, primary 5 level) 

Parents also pointed on low level of knowledge of health care providers at the health center and 

district hospital which seems to be the cause of delayed diagnosis. 

“I am happy with this study, because now there may be many people (with SCD) who lost 

lives not because they were poor but because it was an unknown disease not only to 

general population but also to health care professionals. Normally, hospital services 
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depend on the knowledge of the health care providers. …There was a delay to diagnose 

this disease, not because of their wish but they were not aware of it.‖ (P13M, 49years, 

female, tertiary level.) 

4.2.2. Knowledge of the causes of SCD 

All participants knew that the condition of their children is related to blood.  However, only a 

few of them had knowledge that sickle cell disease is a genetic disease and they had idea on its 

pattern of inheritance which is autosomal recessive. 

―It comes from parents, both parents need to have those genes, it means I am AS and the 

husband is AS.  So there is a chance to have a child with SS who is the one with Sickle 

cell disease……………... no other cause, they told me that it is genetic” (P12M, 38years, 

female, secondary level). 

There was widespread awareness that Sickle cell disease is an inherited condition but the genetic 

basis was largely unknown. Most participants described the disease as ―from the families‖ or 

―congenital‖. 

“They told us that SCA is a disease from the parents or their families. The problem 

occurs in bone marrow. This cause the blood cells to have a form like beans.” (P11M, 28 

years, female, secondary level.) 

Some parents, apart from knowing that it is a disease that causes shortage of blood, said that they 

don‘t know the cause of SCD. 

―I don't know the cause but it is likely a disease which is in his body…... They even tried 

nutritional support at the health center but it did not work, he kept having low blood level.” 

(P8F, 33years, father, primary 5 level) 

4.2.3. Knowledge of complications of SCD 

All parents reported the symptoms that they observed on their children. Jaundice, pallor, 

weakness, fever, hands and feet pain, bone pain, shortness of breath, abdominal swelling and 

change in head shape were all reported by parents as symptoms of SCD. Among the 

complications of SCD, painful crisis, anemic crisis and infections were reported, stroke was 
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reported by few participants and no parents mentioned renal damage as a complication. Parents 

mentioned that the most common complication requiring hospitalization is anemic crisis. 

” He has been receiving blood from 9 months now he has 10 years. There was a time he 

fell into coma for 1 week but he recovered with sequels. Other signs are swelling of 

fingers, pain in joints, fever, he goes to bed several times a day, and he had several 

episodes of pneumonia. All those signs are relieved by blood transfusion. He only gets a 

relief after receiving blood.” (P5F, 31years, male, primary 3 level) 

4.2.4. Knowledge on the treatment of SCD 

All participants recognized that SCD is a chronic disease and the treatment received is not 

curative.  

“They told me that sickle cell is a chronic disease and it cannot be cured. The treatments are 

only to relieve the symptoms and to help the child to try to live as other normal children…….” 

(P4M, 34 years, female, primary 4).  

The majority of parents were able to mention blood transfusion as an important treatment for 

sickle cell. 

“The first way of treating Sickle cell, like when she is in crisis, the most important 

treatment is blood transfusion, it is the first need, it is the first aid. Then the following 

step is to treat the consequences of shortage of blood.” (P1M, 41years, female, tertiary 

level) 

Several participants were able to mention Hydroxyurea, Penicillin V for infection prophylaxis 

and Folic Acid. Some parents also mentioned vaccination and painkiller. 

“SCD is not a curable disease, that is the main problem. The medications…………, 

initially, he used to take ibuprofen then later he started Peni V which was stopped at 5 

years of age. Currently, he takes hydroxyurea and folic acid regularly. He also gets 

transfusion when he is in crisis.” (P12M, 38years, female, secondary level) 

Several parents had information that something can be done abroad to cure SCD. They were 

referring to Hematopoietic stem cell transplantation(HSCT). 
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“The doctor told us that it is curable but not in this country. There is something missing 

in the bonne marrow of children with this disease. If they get that component, they can be 

healthy like other children.” (P9M, 42years, female, no formal education) 

However, only few of the participants showed good knowledge on HSCT and they knew the 

prognosis of children with SCD after transplantation.  

“Some years ago, I wanted to go to France for transplantation, but after learning about 

the success rate and the complications that can rise from that treatment, I thought on how 

my child does well with medications, she grows well, she does well at school and I 

decided to forsake that option.” (P13M, 49years, female, tertiary level) 

“For instance, we heard information that it can be treated abroad, that they change 

bonne marrow…………. Though the success of that treatment may be like 20% but why 

not my children can be among that 20% who succeed.” (P12M, 38years, female, 

secondary level) 

4.3. EXPERIENCES AND HARDSHIPS 

From the analysis of the contents of interview of parents whose children have sickle cell disease, 

3 thematic categories were identified: Practical hardship of parenting a child with SCD; 

Psychosocial burden; and, Coping strategies. 

4.3.1. PRACTICAL HARDSHIPS 

Any chronic disease imposes changes on the family which are, in most cases, not good for the 

family. 

Care giving time 

All parents mentioned that children with sickle cell disease require much attention which goes 

with time and this results in reduced care for the rest of family members. 

” The most difficult thing is that you no longer have time for yourself and for the rest of 

the family. You cannot take care of other children.  If I am in hospital with this 

child……... You see that no time for you to do something else or to take care of her 

siblings.” (P7M, 31years, female, secondary) 
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Financial burden 

The long lasting disease of children affects financial status of the family in various ways. In the 

current study, parents stated that the family wealth was negatively affected in the following 

ways:  

The care for chronically sick child is a financial drain on the family as it requires too much 

expenses due to frequent hospitalization 

“Listen, there are many and various(impacts). Initially, hospital was our second home. 

When you are in the hospital, you are not going to work and there is no income rather 

there are only much expenses.” (P1M, 41years, female, tertiary level) 

Several parents found the care giving time for sick children so huge, it was very difficult to 

reconcile the job and the care of children. As a result; some parents, mothers in most cases, had 

to give up their careers to care for children with SCD 

“Economic impact is enormous. For instance, I had a job, I was a teacher but sickle cell 

children are always in the hospital, like my first child used to be admitted in the hospital 

every week. I could spend 3 weeks in the hospital without attending the job, it was not 

good for my students and I was a burden to my leaders. So, I took a decision to stop my 

job. You see……...if I discontinue the job, no more income and remember the disease is 

still there. This results in extreme poverty.” (P12M, 38years, female, secondary) 

Many families depend only on one parent, father in most cases, for income because the mother 

dedicates her time to the care of SCD child. 

“There is no way you can develop economically rather you become poor because 

expenses are greater than income. For instance, I am unemployed, I cannot look for a job 

while the husband is also working. It means we depends only on the salary of my 

husband.” (P11M, 28years, female) 

Some parents mentioned how SCD of their children completely destroyed their long term 

dreams, they had expected brilliant future and now they are in such a poverty that they think it is 

a God‘s punishment.  
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“I am a moto driver, this disease impacted me negatively. I started this job, there is more 

than, …. 11 years. I had an ambition to own a house in the first two years of marriage 

because I had a land. But currently, I have no house, I sold my land in order to take care 

of this child. Even the moto was sold. I am currently driving the moto for others. You can 

understand how this disease brought poverty in my family. I wonder if it a God's 

punishment.‖ (P5F, 31years, male, primary 3 level). 

Family assets such as land are disposed off to meet cost of treatment of SCD. For several 

parents, having a child with SCD is a synonym to being poor.  

“There are many various negative consequences of this disease…. I never cultivate like 

neighbors. It is a cycle, when others start farming, I am in hospital, when they are 

harvesting I go home. It is like that always…... Do not say economy, we even sold our 

land for the sake of the life of that child, to see if she can survive for some years. There is 

no way a family with such a child can have a wealth, the economy wane and goes back to 

zero. As long as we have that child, we cannot rise again.” (P4M, 34years, female, 

primary 4) 

The financial stress is amplified in families of children with SCD living in refugee camp. 

Although they receive some financial support, it is not sufficient to cover the needs for the 

families. This requires parents to search for other money generating activities and this is not 

possible for parents who have children with SCD. This makes them more vulnerable than other 

families. 

“You see, almost all the living money we get in refugee camp is spent for the care of this 

child. Economically, we cannot be like other families because if you are always at the 

hospital you have no time for home activities or other job. This disease stopped 

everything, so no development.” (P10M, 29years, female, no formal education). 

Nutrition 

All parents showed that among the hardships they face while raising a child with SCD, there is 

nutrition. They mentioned that their children with sickle cell disease requires particular diet 

different from that of healthy siblings and this imposes a significant stress on the families related 

to much expenses for that quality food for the family which are already impacted by this disease. 
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“The most difficult thing is Nutrition. Yes, NUTRITION, uhhhhhh (shaking head). That is 

a true burden because she requires a particular attention than her siblings but especially 

in terms of diet. She needs different food containing enough vitamin to increase blood. 

You can understand, it is not easy to raise such a child when you are poor.”(P4M, 

34years, female, primary 4) 

The weight of the burden related to nutrition is heavier for parents who stay in refugee camp 

since they sacrifice their children without SCD in order to satisfy the nutritional requirements of 

their siblings with SCD. 

“The most difficult thing to have this child is his nutrition. You see, we stay in refugee 

camp, they used to give us maize, beans and oil. By eating that meal, his anemia worsens 

immediately and he falls sick. Fortunately, as of now, they changed that food into money 

but I am not satisfied because I use the money for 3 children trying to satisfy the needs of 

this sick child……” (P2M, 35years, female) 

Hospital services 

In general, the majority of participants appreciated services received at the level of referral 

hospital especially on the side of health care providers, though most of them added some points 

of dissatisfaction. 

“On my side, I see that they take care of my child. There is no blame on health care 

professional for the service that they give us.  They do their best, if she has no blood, they 

transfuse blood, they give her the appropriate medications for her condition and on 

time.” (P4M, 34years, primary 4) 

One point of dissatisfaction mentioned by most parents is that some medications are not 

available in the hospital pharmacy and this increases expenses because they are expensive, and 

they are not given on CBHI in private pharmacy. 

“I am satisfied with the way we are treated here; the only problem is how we buy 

expensive medications outside the hospital as if we have no insurance. Otherwise the 

service we receive are appreciated.” (P6M, 53years, female, primary) 
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Another point of dissatisfaction raised by several parents is that some tests are not done in public 

hospital laboratory and this make it difficult for the test to be done timely because they are costly 

in private hospital or laboratory. 

“When we came to CHUK for the first time, they did blood tests. But when we were 

discharged we were given a request of another test to be done at KFH, it was not done 

immediately because I had no means but later we got support and it was done later. I 

wish all tests were done here.” (P8F, 33years, male, primary 5) 

Some parents reported that sometimes health care providers underestimate the severity of the 

disease of their children in addition to hurting words. 

“It happens sometimes to meet a nurse or rarely a doctor who treat you badly, with 

hurting words in addition to your suffering heart and you cry but I ignore that because if 

someone is superior to you, hhhhhhh, there is a proverb saying that “no shoulder can 

grow taller than the head………” (P2M, 35years, female, primary). 

Participants also mentioned an issue of delayed transfer by primary health care provider for 

follow up to a specialized center. They also said that this may have a negative impact on the 

management of children with SCD because of periods of disruption of treatments. 

“What I can say is that it is not easy for us to reach here, …… because you need to go 

and look for a transfer from our hospital, sometimes even though they see that you have a 

RDV they refuse to give you a transfer and this results in delay to consult and 

discontinuation of medications.” (P3M, 33years, female, no formal education). 

In general, all participants stated that they are discouraged by the chronic nature of SCD with 

frequent transfusion.  

“The service at the hospital are good. They take care of the child. Our problem is that it is not a 

curable disease. We become exhausted because it is a long lasting disease.  Otherwise the 

hospital services are good, they transfuse the child but it is endless.” (P5F, 31years, male, 

primary 3). 
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Child’s quality of life 

Several parents of children with sickle cell disease reported that their quality of life was affected 

in different domains especially physical and psychosocial ones. Recurrent hands and feet pain, 

bone pain, limping, fever, weakness, repetitive episodes of pneumonia and malaria, stroke and 

recurrent anemia requiring transfusion were all reported by parents.  

Participants mentioned that frequent hospital admissions are associated with school absenteeism 

resulting in poor school performance 

” ……If you look at her school activities and you compare to others who do not have this 

disease, there is a big difference. You can understand it because when she is hospitalized 

she is absent to school and when she goes back she has poor performance, why? Because 

she attends only a few days.” (P1M, 41years, female, tertiary) 

Participants reported that poor school performance in children with SCD is not related to 

impaired cognitive ability, but rather, it is related to repetitive school absenteeism related to 

frequent hospitalizations, and episodes of crisis. However, those children who had stroke display 

decline in school performance following episode of stroke. 

“He was an exceptional child. He used to have the first rank in the class but after he has 

fallen into Coma, his learning ability regressed. He misses class when he is in crisis….” 

(P5F, 31years, male, primary 3) 

Several parents mentioned that even when their children with SCD are at school, they frequently 

develop crisis and their parents are called to bring them from school. 

“He has started school but they always call me that he has fallen sick, I go and take him 

to hospital. Although, he goes to school I am always worried that he may have a problem 

either on the way or at school.  You see that the whole time I have is for him, no one else. 

He does not attend school like other children.” (P7M, 31years, female, secondary level) 

Some children delay to start school because their parents are always worried that their children 

can have troubles any time on the way to or at school. 

“He lives a poor quality of life, he cannot go to school because if he is exposed to sun, he 

gets fever, if it is not fever, he immediately says mama I am tired, he cannot walk a 10-
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meter distance before being exhausted. I always keep him in my hands or on my back…. I 

have not taken him to school yet because it would require me to be always at school with 

him.” (P2M, 35years, female, primary) 

Parents also reported limitations in physical exercise related not only to pain but also to body 

weakness. 

“Sometimes she is not able to play with other children because she feels not fine and she 

has body weakness.” (P3M, 32years, female, no formal education) 

Several parents mentioned that this disease has a psychosocial effect on their children because as 

they grow up, they realize that they have problem. 

“She does not play well with other children; she looks always hopeless. As she is growing 

she already recognized that she has this disease. She is not happy and she likes to be 

alone.” (P4M, 34years, female, primary4) 

4.3.2. PSYCHOSOCIAL BURDEN 

Emotional burden 

Almost all parents reported that they experienced the extreme emotional distress when they first 

learned the diagnosis of their children. Shock, heartbroken, hopeless, depressed, traumatized, 

grief, afraid were the terms used to describe their initial feelings.   

“I felt like I was no longer on this world. I cannot explain how I really felt. I felt I was no 

longer worth to live. I did not know what to do. I was about to die of tears and grief.” 

(P7M, 31years, female, secondary) 

The emotional burden experienced by parents at the time of diagnosis of SCD, as reported by 

several participants, was related to the chronic nature of SCD and the uncertain outcome of the 

disease. 

“Imagine yourself if you are told that your child has a chronic disease. I was unable to 

accept that. I spent like the first two years praying for him to die quickly because I was 

told that he will never be cured and it was difficult for me to bear. In addition to regular 

transfusions, like mine every week he was being transfused. I was depressed and 
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discouraged to keep raising him. I used to cry the whole night, I was seeing him dead in 

my mind.” (P12M, 38years, female, secondary level) 

Several parents reported that they live with persistent anxiety and fear of death of their children 

due to expected shortened life of children with SCD. 

“I am not ashamed but I live in persistent suffering, I live with a broken heart. Wherever 

I am, I am always afraid of hearing a bad news……... I am always worried that my child 

can die anytime.” P7M, 31years, female, secondary 

Parents also experience emotional distress and feel helpless in front of their suffering children 

“It is heartbreaking to see her suffering when in crisis and you cannot do much to help 

her. It is not easy because you know that she will not be cured.” (P3M, 32years, female, 

no formal education) 

Some parents display typical features of depression because of the way they are perceived by the 

society as cursed persons.  

“Where we stay, when I am home, I spent most of the time sleeping. I am always not 

happy to join others because they treat me as a cursed person.” (P2M,35years, female, 

primary level) 

Several participants mentioned that they have persistent stress which cause negative impact on 

their general health. 

“Another point is that we are always anxious and distressed. For instance, I developed 

hypertension while I was previously healthy. But due to those persistent hardships of 

being always at the hospital, it is difficult to cope with them.” (P7M, 31years, female, 

secondary) 

Impact on family members’ interaction 

Sickle cell disease affect the family life in various ways. In the current study, several parents 

especially mothers, mentioned that the care giving time for the sick child caused changes in 

family routine since no time to fulfil other home responsibilities. 
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“We cannot be like other families because if you are always at the hospital you have no 

time for home activities.” (P10M, 29years, female, no formal education) 

Several participants mentioned that SCD caused changes in roles of family members where the 

father takes the responsibilities normally assumed by the mother. 

“You see, if most of the time I am in the hospital taking care of this child. The husband 

stays at home and he goes to kitchen and take care of other children while I am the one 

supposed to do all of those works.” (P2M, 35years, female. Primary level) 

A large number of participants reported impaired interaction between husbands and wives. 

Mothers are more affected because of the time they spend in the hospital with sick children 

“At the family level, as it is a long lasting disease, my husband no longer cares about me 

as he used to do.  I go and spend months in the hospital, there should be something 

wrong at home because no one to accomplish my responsibility as a wife at home.” 

(P4M, 34years, female, primary 4) 

Conflict between parents due to SCD of the child was reported by several participants. Though 

no divorce was reported among these parents, episodes of disharmony and transient hostility 

related to this disease was reported by different parents. 

“Following the diagnosis of SCD in our child, the conflict rose in our family, yes we 

started having episodes of quarrels.” (P1M, 41years, female, tertiary level) 

Different mothers reported having suffered blames from not only the husband but also the 

extended family of the husband accusing them to be the origin of this disease.  

“The relationship with the husband changed and…………. Following the diagnosis of 

this disease, the family of the husband gave me a bad face saying that I am the one who 

brought the disease in their family.” (P4M, 34years, female, primary 4) 

Several parents mentioned that SCD has negative psychological impacts on the family members 

and healthy siblings are not spared. 
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“There are several consequences of this disease on our family because the older child is 

always calm depressed and she does not want to play with other children.”(P7M, 

31years, female, secondary) 

Sickle cell disease, as reported by several participants, has a negative impact not only to the 

relationship between the family members but also the relationship with the neighbors. 

“About the relationship with the neighbor, when you have a disabled child and you are 

usually not home to do works like them. They tend to leave you alone, they despise you. 

There is a proverb that if you become poor even your mother dislikes you. The neighbors 

dislike us and they point fingers on us, gossiping about our poverty, that we do not have 

what to feed our children. All of this is because of many expenses at home and at the 

hospital while you do not have even another support.” (P2M, 35years, female, primary) 

 

Stigma and regret  

The majority of parents mentioned that stigma is unavoidable in case you have a child with SCD. 

Because of frequent hospital visit, people view their child as someone with contagious disease or 

HIV. 

“…in the community, people view her with suspicion. They think that, since she is always 

at the hospital, she can contaminate them. They don't like to have any relationship with 

our family. People say a lot, some neighbor said that she has HIV/AIDS.” (P10M, 

29years, female, no formal education) 

Some parents reported that they hear hurting words from neighbors that their children are not 

human being and the families are despised by the neighbors, and they are perceived as cursed 

persons. 

“Yes of course I feel a shame. When you see neighbors are blessed, they eat well, they 

dress well, their children dress well, everything goes well in their home. When you have a 

problem and they see you not dressing well like them, they despise you. They treat you as 

an object and not as a human. Many people are not happy with you as if you are cursed” 

(P2M, 35years, female, primary) 



27 
 

All participants recommended premarital screening for all couple to avoid all consequences 

associated with having children with SCD and most of them reported that they regret their 

marriage. 

“Ohhh my God, after knowing that my child has this problem, I used to tell everyone to 

do the screening before wedding. I tell it to everyone, I even say to my husband that my 

child will marry someone only after screening his/her partner. Because, it helps, you 

cannot say that it is love when you know that your child will have trouble, you know that 

you will be seeing him always crying…… If I only knew that I would have such a child, I 

would have told him(husband) to marry another wife. This is because it is a difficult life 

and you cannot go on to create a child with problems saying that it is because of love.” 

(P12M, 3secondary, 8years, female) 

Support 

Despite episodes of transient disharmony between parents, all participants live with their partners 

and nine of them appreciate the support from their partners. 

“For us in my family, I thank God because my husband never changed, he supported me 

and that is the source of my comfort.” (P11M, 28years, female, secondary) 

However, several participants said that they were abandoned by their extended family relatives 

and no particular financial or psychosocial support from neighbors, friends, or government.   

“There is a proverb that if you become poor even your mother abandon you. The 

neighbors dislike us and they point fingers on us, gossiping about our poverty, 

that we do not have what to feed our children. We get no support from anyone.” 

(P2M, 35years, female, secondary level) 

All participants said that they received no particular external support in the treatment of their 

children. Several parents said that it would be of a great help if all medications were covered by 

CBHI. 

“We need enough advocacy for the treatment of our children…... I have been coming 

here (CHUK) for 5 years but when I come here they do tests and they give me drug 

prescription sheet and I buy medications outside the hospital, these medications are very 



28 
 

expensive and CBHI does not work with private pharmacies. You see that a poor person 

with this disease, if no other support, she should die. We need advocacy to avail all 

medications in hospital pharmacy.” (P4M, 34years, female, primary 4) 

Another support mentioned by a large number of parents but in form of a wish is to have an 

association, they say that this would help to raise awareness of this disease. P13F added that even 

healthcare professionals at all levels need to be informed about SCD. 

“…….as there is an association for people living with diabetes, people with heart diseases, those 

chronic conditions, we need to have an association of people with SCD and people need to know 

that this disease exist in our country. it is possible that it kills a big number of people in rural 

areas where it is confused with witchcraft. We no longer want SCD to be considered as a taboo. 

We need SCD to be given attention like all other diseases in our country......... We need SCD to 

be known by all healthcare professionals for the diagnosis to be done and support to be given 

even at the level of the heath center.” (P13M, 49years, female, tertiary level) 

4.3.3. COPING STRATEGIES 

Several parents mentioned religion as an important source of comfort to cope with challenges 

related to SCD. 

“Following the diagnosis of SCD in our child, I had conflict with my wife and she left 

home to her family for several days but latterly she came back. We changed the religion 

and now we are trying to cope with the disease.” (P5F, 31years, male, primary 3) 

Different parents accepted the disease of their child because they consider a child as a gift from 

God and they think that, as parents they cannot refuse a God given gift. 

“When you have a healthy child, you glorify God because a child is a God given gift, 

likewise if at some point your child falls sick you cannot reject him, as a parent you 

should take care of him.” (P8F: 33years, male, primary 5) 

Majority of parents rushes to the hospital whenever the child has problem and this seem to be a 

coping way. 

“He repetitively requires blood transfusions. When he falls sick we do not delay to go to 

hospital and they immediately give him blood.” (P5F: 31years, male, primary 3) 
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Several participants find meeting with other parents with the same problem as a very helpful 

event because this approach helped them to accept this disease. This highlights the need of 

networking with other parents as a mean of comfort. 

“I had gone to different hospitals but I had never found anyone else with this disease. I 

started to accept it only when I came to CHUK, I found other parents with children who 

have this Condition, we used to be sitting together and talking about this disease while 

waiting to see a doctor, that is when I accepted it because I realized that I am not alone 

to have this problem.” (P12M, 38years, female, secondary level) 

“We need an association for SCD patients for children to meet, for parents to meet and 

exchange the experiences and problems we face in our families.” (P13M, 49years, 

female, tertiary level) 

 

In order to cope with regular visit to hematologist who is based in Kigali city, some families had 

to leave their first place of residency to Kigali. In addition to changing city, P12F decided to stay 

near the school to cope with the physical limitations imposed by SCD. 

“We used to stay in NYAMSHEKE District but later we had to move to Kigali for easy 

follow up and we stay near the school because if he walks a 200m distance, the following 

day, he does not attend school.” (P12M, 38years, female, secondary level) 
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CHAPTER V: DISCUSSION 

In the effort to address the issue of scarcity of research on SCD in our region, we conducted what 

is, to the best of our knowledge, the first qualitative study to assess knowledge of parents with 

children affected with sickle cell disease and to understand burdens experienced by families 

caring for children with sickle cell disease followed at CHUK. 

Our study involved 13 parents among them 7 were Rwandans and 6 were Burundians living in 

refugee camp. Eleven parents (84.6%) were mothers while 2 (15.4%) were fathers. All parents 

were married. About 38.4% were from Kigali city, 46.2% were from the refugee camp in Eastern 

province, 7.7% were from Northern province and 7.7% were from Western province. None of 

participants was from Southern province. Ninety-two percent were Christians and the rest of 

participants were Muslims. Only 2 participants (7.7%) had a tertiary level of education while 6 

(46.1%) had not completed the primary level of education. Five families (38.5%) use CBHI, 

15.4% use RSSB(RAMA) while the rest of participants use AHA. 

Our findings were grouped in two broad themes: ―Parental knowledge of SCD‖ which describe 

the knowledge of parents on SCD and ―Parental experiences‖ that describe the burdens 

experienced by parents while raising children with SCD. The theme of Experiences was further 

analyzed in 3 subthemes: Practical hardships, Psychosocial burdens and coping strategies. 

5.1. PARENTAL KNOWLEDGE OF SCD 

5.1.1. Disease name and prior knowledge 

In general, this study showed that no single parent was aware that this disease exists before the 

diagnosis is made for his child. This lack of prior knowledge about the possibility of carrying 

disease trait, disease symptoms and its mode of inheritance accounted for the delayed in 

diagnosis and treatment of children with SCD. The lack of parental knowledge about SCD prior 

to children diagnosis was reported in similar studies(24,36,37).This lack of prior awareness of 

SCD among the parents displays low level of awareness of SCD among general population and 

people do not recognize it until they learn it from the health staffs. In his study done in a rural 

part of Kenya, Marsh et al(36), found that prior to consulting heath facility, almost all parents 

were not aware of SCD. This similarity to our study findings are related to the fact that both 
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population have nearly same living conditions since both countries are LMICs in East Africa and 

majority of participants had low level of education. 

About the current knowledge of disease name, the majority of parents in our study could 

correctly name SCD as the disease of their children. However, Marsh et al(36), in his study 

found that after contact with health facilities, parents knew SCD but under the local name. The 

rest of participants in our study, notwithstanding the fact that the diagnosis was made and 

explanation was given by the health care professionals, were not able to recall the term Sickle 

Cell Disease, instead they call it a blood disease or ―anemie‖, a borrowed French name 

commonly used in our country to describe low level of blood. This is related to low educational 

level of participants and the lack of local term for SCD in Rwanda and medical staffs, while 

explaining SCD to parents, can use term like blood disease or anemia 

 

5.1.2. Knowledge of the cause and pattern of inheritance 

About the knowledge of the cause of SCD, parents had a varying degree of knowledge of the 

cause from simply knowing that it is a blood disease to knowing that it is a genetic disease and 

knowing the pattern of inheritance. All participants knew that it is a disease related to blood and 

the majority of them knew that it is disease from parents. However, the majority of participants 

had no idea on its pattern of inheritance. Low level of knowledge about inheritance pattern of 

SCD among the parents was also reported in previous study conducted on African-American 

women where only 9.3% of participants knew the inheritance pattern(38).  

Prior to the diagnosis being made, parents attempted to find out the explanation for the 

symptoms of their children. Our study revealed that parents had different beliefs and 

misunderstanding as to the cause of SCD, the most recurring believes in our study were SCD 

being the result of witchcraft and this caused several parents to consult traditional healers on 

several occasions until the diagnosis was made by medical staffs. Our findings are in agreement 

with other studies done in African settings where several societies attribute unexplained 

misfortune to supernatural causes. Marsh et al 2011 (36), described the same believes of 

supernatural cause such as devils, spirits and ancestor curses of SCD in Kenyan society. The 

same believes are found in Rwanda traditional culture. Geographically Kenya is not far from 

Rwanda and this can explain the cause of this similarity. In addition, Antwi D et al 2011(39), in 

his study to assess lay meanings, reported belief of SCD as a bought disease which the enemy 
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purchases to cause you trouble among people of Ashanti region in Ghana but this supernatural 

belief is more of the society rather than parents of the affected child. 

5.1.3. Knowledge of presenting signs and complications of SCD 

Parents of Children with Sickle Cell Disease knew the presenting signs of SCD and this is related 

to what they experienced with their children. It was reported in different studies that parents or 

people with previous experiences with SCD have good knowledge of this disease(40,41). Acute 

painful crisis, acute chest syndrome, acute anemic events and stroke were reported as acute 

complications of SCD(42). In the current study, the majority of parents could mention acute 

painful crisis, anemic crisis and infections. Stroke was mentioned by few participants as a 

complication of SCD. Our findings show that the majority of parents in our study have good 

knowledge of complications of this disease. This is different from the findings in previous study 

done in DRC where only 6% of parents had  good knowledge of complications of SCD though 

this was a quantitative study(27). This difference is likely related to differences in studies design 

and inclusion criteria where the duration post diagnosis was more than 6 months. Our study was 

qualitative and included parents of children more than 1 year after the diagnosis which is longer 

than 6 months and this can contribute to increased knowledge of complications of SCD in our 

study population. 

 

5.1.4. Knowledge of management of SCD 

Red blood cell transfusion, hydroxyurea, and hematopoietic stem cell transplantation are three 

therapies reported to improve the disease course of SCA(42). Likewise, in our study, the 

majority of participants knew erythrocytes transfusion as an important treatment for SCD and 

most them, referring to HSCT, knew that something can be done abroad to cure SCD though no 

deep knowledge about it. In addition, some participant could name Hydroxyurea, Folic acid, 

Penicillin v and vaccine as part of SCD treatment. It was reported that early introduction of 

analgesics, folic acid supplementation, high fluid intake, rest, antibiotics and good nutrition be 

respected  in order to provide the best prospect for children afflicted with SCD(43). It is 

important to emphasize on the role of parents in implementation of those interventions as most of 

them are provided at home. Though no previous study specifically assessed parents‘ knowledge 

on all those home based interventions, this study revealed that some parents lacked knowledge of 
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basic home interventions like adequate hydration and painkillers. Morrison A.K et al(44) 

assessed health literacy, home pain medication knowledge and pain treatment skills, and their 

association with emergency department visit among parents of children affected by SCD at 

Midwest children‘s hospital. In this study 37% of parents did not recall pain medication, 17% of 

parents under dosed pain medication and 31% recalled a less frequent dosage interval, 17% 

recalled a higher dose and Underdosing errors were associated with 200% higher ED visits for 

pain. In comparison, our study has several limitations in that it is a qualitative study and both, 

study settings and study populations are different. However, both studies show a significant gap 

in home management of pain. 

This study finding also point to inadequate knowledge by primary health care staffs as the cause 

of delayed transfer, delayed diagnosis and delayed treatment of SCD. Eugenia V. Asare et al (4) 

argued that early recognition and transfer of complications of SCD can reduce mortality and 

morbidity related to SCD. This show that interventions aimed at increasing public awareness 

should also take into account training of primary health care providers. Lack of adequate 

knowledge among healthcare providers was also reported in the recent review by Houwing et 

al(45).  

5.2. EXPERIENCES OF PARENTS 

5.2.1. Practical hardships 

Parents reported several burdens related to raising children with SCD. All practical hardships 

faced by parents turn around the time spent caring for the affected child, financial impact of the 

disease, nutrition of the affected child, Hospital services and difficult dealing with impaired 

child‘s quality of life.  

Caregiving time 

Parents mentioned that children with sickle cell disease require much attention which goes with 

time and, in most of the cases, it is the mother who becomes the caretaker. Frequent 

hospitalizations and hospital visits result in mothers lacking time for themselves, for spouses, for 

healthy siblings and this caused change in family dynamic and family routine. Our findings are 

in agreement with two  similar studies done in Turkey and South Africa(37,46). The majority of 

parents mentioned that the familial finance was negatively impacted by this chronic disease. 

Parents reported that the expenses related to child‘s care is so huge. In addition, several parents, 
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particularly mothers, stopped their jobs or other income generating activities in order to take care 

of the affected children because they had difficult reconciling them with children care. Similar 

findings were reported in different studies. Aderotoye-Oni et al(43), in his prospective cross 

sectional study in Nigeria, highlighted that financial hardships easily arise when a child with 

SCD falls sick or needs to be hospitalized. Most of the respondents argued spending from 60% to 

all of their monthly income, and 43% take out loans per hospitalization. Vaz JC et al(47), in her 

integrative review, mentioned that parents change or even give up job to take care of the affected 

children with a resulting financial impact on the families. Similarly, in his study, Wonkam et 

al(48), the majority of participants said that caring of their children moderately or severely 

inhibited their job performance. 

Nutrition 

From our study, nutrition for children with SCD was found to be among the most difficult 

challenges for their families. Several parents think that a child with SCD need food of good 

quality to increase blood level. Different literature argued that children with SCD, for various 

reasons, tend to have a state of undernutrition despite adequate dietary intake and though no 

specific recommended dietary allowances (RDAs) for SC patients, those children would benefit 

from increased RDAs compared to general population(49,50). 

In her similar qualitative study conducted in South Africa, Nierk(46)found that the problem of 

nutrition is related either to the cost of good quality food or the difficulty of feeding their 

children as much as is needed. However, in our study, parents mentioned that the cost related to 

nutrition is their heavy burden. This burden of nutrition is more amplified for people living in 

refugee camp because of their limited financial support. 

Hospital services 

The majority of parents in our study appreciated the hospital services received at tertiary hospital 

in general. Almost all parents were happy with health care providers but few of them added that 

some hospital staff occasionally underestimate the severity of their children‘s condition in 

addition to hurting words. Our findings are in accordance with those of a similar study done in 

Jordan where parents appreciated humanity, understanding, empathy and respect of doctors and 

nurse but condemned some other qualities of health care providers(24).Our study findings also 

revealed difficulties related to health insurances and cost of hospital services. Parents mentioned 
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that some tests are not done in hospital laboratories and some medications are not available in 

hospital pharmacy. People using community based health insurances (CBHI)are more affected 

because it does not pay some medications and tests in private facilities. In addition, people who 

uses CBHI are required to come with a transfer from district hospital and this was mentioned as a 

cause of delay in follow up and episodes of treatment disruption.This matter needs particular 

attention because a great majority of Rwandan people adhere to CBHI. In contrast to our 

findings; in a similar study done in South Africa, parents reported that treatment are available 

through state hospitals whenever it is needed and the cost is covered by the national health 

system and patients are then billed a percentage of the cost according to their financial 

income(46). 

Child’s quality of life 

The findings of our study show that the majority of children with SCD has impaired quality of 

life. The domains that are mainly affected are physical and psychosocial ones. Frequent 

hospitalizations and hospital visits account for several days of school absenteeism resulting in 

poor academic achievement. School absenteeism or even stopping school attendance was 

reported in different studies(43,48). Apart from one child who had impaired cognitive function 

following episode of stroke, the rest of parents mentioned that poor school performance is the 

result of poor school attendance. The majority of parents mentioned that their children don‘t like 

to play with other children and they prefer being alone. These signs reflect psychological impact 

of the disease on children affected by SCD as they realize that they have a major illness. On the 

other hand, these signs may point to limitation in physical activities related not only to pain but 

also weakness. In her study to identify specific domains and traits mostly affected in children 

with SCD compared to children with SCT and healthy children in India, Archana et al(51) 

reported similar limitation of physical activities and psychosocial impact of SCD on affected 

children. Panepinto et al(52)found that, compared to healthy children, SCD affected children 

have worse health related quality of life. 
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5.2.2. Psychosocial burdens 

This study findings showed that SCD caused a significant psychosocial distress to the whole 

family members. Further thematic analysis of interview content grouped psychosocial impacts of 

SCD into emotional distress, family members‘ interaction, stigma and regret, and lack of social 

support. 

 

Emotional distress 

Parents reported severe emotional distress at the time of learning the diagnosis of their children. 

Almost all parents were surprised and shocked of learning the chronic nature of their children 

and from that time many of them live in fear of the death of their children that can happen any 

time. Our findings are in the line with those of a recent qualitative study done in Jordan by Ali, 

R.M.A and Razeq, N.M(24). That study showed that parents had severe emotional distress after 

learning about SCD diagnosis of their children. Parents were unprepared to hear that their 

children had a chronic disease and they live with fear of death of their children. 

Family members’ interaction 

Though no permanent separation among the parents observed, transient disharmony and hostility 

was reported by some parents. This is related, on one hand, to caregiving time, in most of the 

time, by the mother who spent a lot of time caring for the sick child and when the child is 

hospitalized, the father does what is supposed to be done by the wife at home. This SCD 

imposed change in responsibilities is not supported by some husbands. This has roots deep in our 

traditional norms and values where several activities at home are the responsibilities for the wife 

and this is still a barrier to gender equality in our country(53). On the other hand, some families 

put the blame to the mother to be the origin of SCD in the family. This also has its origin in our 

cultural tendency of blaming the mother for any new and rare disease in the family.  Previous 

study done in Kenya also mentioned that mothers are particularly affected by SCD and blame 

was placed on them(36). 

Blame and SCD related changes in the family predisposes the mother to psychological problems 

mainly depressive disorders as observed to some mothers in our study. Our findings are 

consistent with what Tunde-Ayinmode(54) found while assessing psychosocial impact of SCD 

on mothers of children affected by SCD at University teaching hospital in Nigeria. He found that 

mothers are more likely to have symptoms of depression. Moskowitz J T et al (55) also 
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mentioned that caregivers of children with SCD had considerably higher depressive mood scores 

than those of healthy children. 

 

Stigma and regret 

It was obvious from our study that several parents live with stigma and regret. The main factors 

contributing to stigma generation were the attribution of the cause by the community and the 

financial impact of SCD on the family.  This disease is not known by the community and this 

lack of knowledge pushes people to find out their own explanations for the cause of repetitive 

hospital visits and hospitalization of the child. The most common presumption is HIV being the 

cause. This can be understood in Rwandan context where HIV is still considered by some people 

as a shameful disease. Another point is that the affected child become an object of criticism. Due 

to physical limitations and frequent hospitalization, some people view SCD affected child as ―a 

dead one‖. In addition, the worsening poverty caused by this disease to some parents become the 

reason for contempt and this results in social isolation as the community view them as a cursed 

family. Stigmatization among parents of SCD affected child was reported in previous African 

studies, one in Kenya and another in South Africa (36,46).  

 

The large majority of participants regret their marriage saying that they would have not accepted 

it, if they knew they would have children afflicted with SCD. At the time of their marriage, 

parents knew nothing about SCD and the possibility of being carriers for SCT. Self-blaming and 

regret of marriage were also reported in similar previous study in African setting(24). 

Participants also recommended premarital screening for SCD for everyone. This points to the 

need to avail premarital screening and genetic counselling for couple at high risk of being SCT 

carrier in order to make an informed decision. In the study of Al-Farsi et al(56),84.5%of 

participants believed that premarital carrier screening (PMCS) is necessary, the majority reported 

that they would recommend their spouse to do test before marriage and >60% of subjects would 

consider results of PMCS to take decision about marriage. PMCS screening program decreased 

significantly the prevalence of newborn with SCD in Bahrain (57) and some countries like Saudi 

Arabia made PMCS mandatory(58–60). However, the experience from the study in Jamaica is 

that the knowledge of premarital status may not influence the choice of the partner(61). 
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Support 

This psychosocial burden can be mitigated by increasing public awareness of SCD and, 

providing psychological and financial support to affected families. However, several parents 

mentioned that, apart from support from their spouses, they receive no particular support from 

extended families, friends and government. Previous studies reported lack of support from other 

family members but contrary to our findings there was also lack of support from their 

spouses(37,48). 

 

5.2.3. Coping strategies 

From our study, the coping mechanisms adopted by parents are various. The recurrent coping 

strategies are God and religion, hospital visit, and change of residency. 

 

God and religion 

Several parents mentioned that they run to God through religion in order to cope with hardships 

related to SCD. The majority of Rwandan are religious and all of our participants adhere to a 

religion. This seems to be the reason why participants rely on faith to God whom they believe he 

knows and can do everything. The same coping mechanism was described in previous  studies 

conducted in South Africa and Ghana(46,62). 

 

Hospital visit 

Parents also reported hospital visits as an important coping mechanism. On one hand, it is 

because they find comfort from healthcare provider and the relief of their child symptoms. 

Hospital visit was also found by Adzika et al (62) as a main coping mechanism by Ghanaian 

patients with SCD for reliefs when in crisis. On the other hand, it is because they meet other 

parents with more SCD experience during hospital visits. Several parents had an emotional shock 

up on learning the diagnosis of their children, they did not cope with it immediately but after 

meeting other parents with the same problems, they realized that they are not alone. In addition, 

parents learned a lot about SCD from their peers. The formation of parents networking during 

hospital visit was also reported in the study done in Jordan as a source for information exchange 

and informal mean to understand SCD(24). 
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Change of residency 

In this study, one parents changed his home city from Western province to Kigali city to be near 

the specialized center for pediatric hematology while one family changed its location to stay near 

the school to cope with the physical limitations and school absenteeism imposed by SCD. 

Changing city for better conditions and to be near specialized center was reported in the study of 

Salvador et al(63). 

 

STUDY LIMITATIONS 

 

This study provides important insights into knowledge of parents and burdens faced by families 

of children affected by SCD. However, it has some limitations. 

Participants recruitment was conducted on one hospital and since it is a qualitative study, this 

may limit generalizability of the findings. However, participants were from all over the country 

and sampling method allowed the variety in socio-demographic characteristics of participants. 

The study involved one parent of the child with SCD who may report her/his views and not 

necessary for the other parent. 
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CHAPTER VI: CONCLUSION AND RECOMMENDATIONS 

 

5.1. Conclusion 

 

The study findings show that parents of children with SCD had never heard of this disease prior 

to the diagnosis being made for their children and this reflect the lack of knowledge about SCD 

in general population. In general, parents know that SCD is a disease from parents related to 

blood and they know the presenting signs of SCD and most of the complications of SCD. 

However, the majority of them lack the knowledge about the pattern of inheritance of SCD. 

Parents experience several and heavy burden related to SCD since the chronic disease of one 

child affect all family members. For several parents, nutrition for the affected child is a great 

burden, the disease of their child affected their working life due to caregiving time for the 

affected child and they live in financial hardships. In addition, timely and adequate access to 

healthcare services necessary for SCD affected children is a challenge. Children afflicted with 

SCD live an impaired quality of life especially physical and psychosocial domains. Parents also 

face persistent psychosocial distress and majority of them live with stigma and regret their 

marriage. Parents with SCD children receive no particular support from friends, families and 

government. Faith in God and Religion, and hospital visit are the main coping strategies used by 

parents.  

Raising awareness of the public about SCD and availing premarital screening for SCD for people 

at risk, would help to mitigate the impact of this disease not only to the affected families but also 

to the general population. 

 

5.2. Recommendations 

 

To government of Rwanda 

 To provide financial support to families affected by SCD. 

To the Ministry of Health: 

 To elaborate program aimed at raising public awareness of SCDcountrywide. 

 To avail compulsory premarital carrier screening service for high risk people  

 To train clinicians on SCD for early transfer, diagnosis, and management of SCD 

 To put in place a psychosocial support system for families affected by Chronic 

disease and SCD in particular. 
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 To consider special health insurance covering SCD related healthcare services. 

 

To the Ministry of Education, UR and Learning institutions 

 To initiate the training of pediatric and adult hematologists. 

 To include NCDs and SCD in particular in the curriculum of all students. 

To CHUK: 

 To avail all drugs needed for SCD patients including Hydroxyurea at CHUK  

 To avail all necessary tests for SCD patients including Hb Electrophoresis at 

CHUK. 

 To avail a systematic psychological support for all SCD children followed at 

CHUK. 

To UNHCR: 

 Families with children with SCD living in refugee camp should receive special 

financial support. 

 To screen families of SCD affected children living in refugee camp. 

To parents and the community: 

 To encourage formation and support of group of families affected by SCD for 

encouraging each other and experience sharing. 

 To avoid blame and any kind of discrimination of families affected by SCD. 

 To stop wrong blaming of mothers to be the origin of SCD in the families. 

To the next researchers: 

 To conduct a multicenter study to assess knowledge and burdens of families affected by 

SCD. 

 To conduct a thorough assessment of quality of life of children and families affected by 

SCD. 

 To conduct a thorough assessment of psychosocial impact of SCD on affected families. 

 To assess the complications and outcomes of SCD children followed at CHUK. 

 To assess knowledge, attitudes and practices of health care professional on SCD. 
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APPENDICES 

 

APPENDIX 1:BASELINE DEMOGRAPHIC DATA FORM 

 

 Name of  child 

(Initials) 

 Unique patient 

identifier 

 

 DOB  Date / time 

interview 

 

Caregiver being interviewed ☐ Mother ☐ Father   ☐Other (specify) 

Employment status of 

caregiver 

☐ Job          ☐ No job 

Gender of caregiver ☐ Male       ☐ Female 

Age of the caregiver  

Level of education ☐None     ☐ Primary       ☐secondary     ☐ University 

Ubudehe ☐Cat I                                       ☐Cat II         ☐ Cat III      ☐Cat IV 

Province of residence ☐ Kigali              ☐North          ☐ South         ☐Est    ☐West 

Country of origin  

Number of children ☐ First               ☐ 2-5           ☐ more than 5 

Number of children with 

SCD in the family. 

 

Duration post diagnosis  ☐ l year    ☐ 2-5yearrs    ☐ 5-10years       ☐>10years 

Inpatient or outpatient ☐ Inpatient☐ outpatient 

Time of start of interview  

Time of end of  interview  
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APPENDIX 2: INTERVIEW GUIDE 

 

SECTION OF KNOWLEDGE ABOUT SCD 

1.Do you know the name of the disease of your child? 

      2. Did you know it before the diagnosis is made? 

      3.What are the causes of Sickle cell disease? 

       4.How does one get Sickle cell disease? (Inheritance: Mother, father, both) 

       5.What are the Main presenting features of Sickle cell disease? Complications? 

       6.What are the Treatments of Sickle cell disease? 
 

  SECTION OF EXPERIENCES 

1. Please tell me about the time you first learned your child‘s diagnosis. 

 

2. Tell me about the hardest thing about raising a child with SCD 

 

3. What are the disease symptoms of your child? 

 

4. Tell me about Hospital services. 

 

5. Any economic impact of the disease? (family finance, work life etc.) 

 

6. Tell me about the family members interaction, and relationship to the society.                         

 

7. Tell me about your Child‘s quality of life (school attendance, school performance, 

playing, entertainment).         

 

8. How do you feel of having a child with SCD (stigma)?    

 

9. Do you get any support? Do you need any? 

 

10. Would you recommend premarital carrier screening for Sickle cell disease? 
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APPENDIX3: CONSENT FORM FOR PARTICIPATION 

 

Study title: “Knowledge and experience of parents with children affected by sickle cell disease at 

CHUK” 

Child Name(Initials)/ID:…………………………Date: ……………………… 

Caretaker‘s name:……………………………….. 

By signing the form below, I confirm that the consent form has been explained to me in terms 

that I understand. 

I consent for participation in this study. I have got all information about the study “Knowledge 

and experiences of parents with children affected by sickle cell disease followed at CHUK”. I 

had the opportunity to ask questions about it and any questions that I have asked have been 

answered to my satisfaction. I consent voluntarily to participate in this research. 

If I have any questions or wish to withdraw this consent in the future, I will contact: 

Dr Pascal HAVUGARUREMA: pascopuso@gmail.com, +250788899383   

  Dr Aimable KANYAMUHUNGA: kanyamuhunga@yahoo.fr, +250788670200 

  Dr Naphtal NYIRIMANZI: naphtal7@gmail.com, +250783156255 

 

Name of the participant                                    Date     Signature of the participant 

…………………………………..............               …………………. 
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AMASEZERANO YO KWEMERA KUJYA MU BUSHAKASHATSI KU BUSHAKE  

“Ubumenyi n’imibereho ya buri munsi ku babyeyi bafite abana babana n’uburwayi bwa sickle 

cell.” 

Amazina y'umwana (Initials)/Nomero: ………………………….   Itariki:  ……………….. 

Amazina y‘Umubyeyi…………………………………........................ 

Mbere yo gusinya iki cyemezo, nabanje gusobanurirwa ibirimo mu rurimi numva. 

Nyuma yo gusobanurirwa neza ubushakashatsi bwitwa “Ubumenyi n’imibereho ya buri munsi ku 

babyeyi bafite abana babana n’uburwayi bwa sickle cell.”, nahawe umwanya wo kubaza ibibazo 

kuri ubu bushakashatsi, ikibazo nabajije cyose cyasubijwe neza. Nemeye kujya muri ubu 

bushakashatsi k‘ubushake. Mfite uburenganzira bwo kuva muri ubu bushakashatsi igihe cyose 

nabishakira kandi ntibigire ingaruka mu mivurirwe y‘umwana wanjye. 

Ndamutsengizeikibazocyangwanshakakouyumwanzuromfasheuhinduka, nzitabaza: 

Dr Pascal HAVUGARUREMA: pascopuso@gmail.com, +250788899383   

Dr Aimable KANYAMUHUNGA: kanyamuhunga@yahoo.fr, +250788670200 

Dr Naphtal NYIRIMANZI: naphtal7@gmail.com, +250783156255 

 

Amazina y' Umubyeyi: …………………Itariki…………………….Umukono…..……….. 
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APPENDIX4 : IRB APPROVAL 
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APPENDIX 5 : CHUK ETHIC COMMITTEE APPROVAL 

 

 


