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Introduction: Sickle cell disease (SCD) stigma is a major community health issue. The
challenges of caring for someone with SCD can be isolating and overwhelming. We explored
stigma and its related factors for caregivers of pediatric patients with SCD in Kumasi, Ghana.

Methods: Guided by the Ecological Systems Theory, we used in-depth interviews with a semi-
structured guide to learn about the perception of stigmatization for Ghanaian caregivers of patients
with SCD.

Results: Overall, participants were knowledgeable about SCD. We identified three overarching
themes including: 1) Blame for SCD; 2) Public misconception about SCD, and; 3) Shame for
financial burden of SCD.

Discussion: Findings demonstrate the need to design a SCD stigma reduction program for
caregivers, their families and the community. Providers need to consider SCD stigma and
interaction with multiple ecological levels including the family and community, health care
system, culture, and health policy in Ghana. Findings can be used as a catalyst to explore the
reduction of stigmatization in other sub-Saharan countries.
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Introduction

Sickle cell disease (SCD) affects millions worldwide with the greatest burden occurring in
sub-Saharan Africa (Hood, McTate, Joffe, & Crosby, 2020; Tshilolo et al., 2019). In Ghana,
where approximately 882,490 babies are born each year (Knoema, 2020), approximately 2%
of newborns have SCD (Ohene-Frempong, Oduro, Tetteh, & Nkrumah, 2008). The disease is
a genetically inherited disorder of the hemoglobin that can lead to serious health
implications including recurrent infection, anemia, stroke, and both acute and chronic pain
(Yawn et al., 2014).

Sickle cell-related stigma is increasingly becoming a major community health issue that is
receiving more attention (Marsh, Kamuya, & Molyneux, 2011). Stigma is a mark of shame,
disgrace or disapproval which results in an individual being rejected, discriminated against,
and excluded from participating in a number of different areas of society (WHO, 2001). In a
systematic review about the stigma of SCD, Bulgin and colleagues (2018), demonstrated the
impact that stigma has on the lives and health of individuals with SCD, including hindering
physiological and psychological wellbeing, having harmful social consequences, and
impairing healthcare interactions. Stigma is something that is socially assigned (Major,
Dovidio, Link, & Calabrese, 2018) and can stem from sources including institutions,
healthcare providers, general public, family and friends (Bulgin, Tanabe, & Jenerette, 2018).

There is a paucity of research examining the experiences of caregivers of children with SCD
in LMICs, particularly in Africa where the disease is most prevalent (Kuerten et al., 2020).
Caregivers are often responsible for the physical care and emotional support of those with
SCD and the challenges of caring for a loved one can be isolating and overwhelming (CDC,
2019). Evidence suggests that stigma and impairment in caregiver wellbeing can alter the

J Pedliatr Health Care. Author manuscript; available in PMC 2022 January 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Buser et al.

Methods

Page 3

quality of care in children with sickle cell disease (Bioku et al., 2020). Caregivers of
children with SCD have reported challenges associated with the provision of physical,
psychological and social care (Olwit, Mugaba, Osingada, & Nabirye, 2018; Wonkam et al,
2014). The chronicity of SCD could impair the quality of life of caregivers (Wonkam et al,
2014). The health and well-being of caregivers of patients with SCD contribute to the degree
of treatment of sickle cell-related pain and the many clinical problems associated with the
disease (Brown et al., 2010). In a study using the long interview method, Canadian mothers
of African and Caribbean descent described how SCD stigma interacted with racism,
contributed to social isolation, and prevented families from organizing as a group (Burnes,
Antle, Williams, & Cook, 2008). Repeated hospitalization, altered body image and changes
that come with the disease may affect self-esteem and the social life of caregivers and
individuals with SCD (Olwit, Mugaba, Osingada, & Nabirye, 2018; Wonkam et al, 2014).

Even though caregivers play an important role in the lives of those with chronic diseases
such as SCD, there is a gap in the literature about the perspectives of caregivers about stigma
in SCD in Ghana. In this qualitative study, we used in-depth interviews to learn about the
perception of stigmatization that Ghanaian caregivers experience for both themselves and
the pediatric patients with SCD they care for. The aim of this paper was to explore stigma
and its related factors, such as caregiver knowledge and public perception of SCD, for
caregivers of pediatric patients with SCD in Kumasi, Ghana.

This cross-sectional, qualitative study was conducted between January and March 2020 in
three outpatient clinics and inpatient hospitals in Kumasi, Ghana, to explore stigma and its
related factors, including caregiver knowledge and public perception of SCD, for caregivers
of patients with SCD.

Ethical Review

The study was cleared by the Ghana Health Service (GHS/ASH/AD4/\ol.6) and institutional
review board approval was obtained before starting from the Kwame Nkrumah University of
Science and Technology Committee on Human Research, Publication and Ethics
(CHRPE/AP/001/20) and the University of Michigan (HUMO00175765). Participants
provided informed written consent or verbal consent if they were unable to read or write.

Study setting

Kumasi is located in the Ashanti Region of the West African nation of Ghana and is the
country’s second largest city with a population of more than two million (World Population
Review, 2020). Participants were interviewed at Suntreso Government Hospital, Kumasi
Metropolitan Assembly Clinic, and the Komfo Anokye Teaching Hospital. Suntreso
Government Hospital provides primary healthcare to approximately 519,439 residents of a
sub-metropolitan area (Donkoh, Agyemang-Yeboah, Asmah, & Wiredu, 2019). At the
Kumasi Metropolitan Assembly Clinic, the Sickle Cell Association of Ghana-Ashanti
Regional Branch, supported by the National Health Learning Material Centre of the Ghana
Health Service, offers monthly support group meetings for parents and caregivers and
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patients with SCD. The center offers administrative, organizational and educational support
to the association and its members. The Komfo Anokye Teaching Hospital is a major
academic medical center and their Sickle Cell Clinic is one of two large, established
specialized pediatric SCD centers in Ghana (Kwarteng-Siaw, Paintsil, Toboh, Owusu-Ansah,
& Green, 2017).

Participants were selected through purposive and snowball sampling. We spoke with
healthcare staff or reviewed admission or clinic records to identify primary caretakers of
pediatric patients under the age of 18 with SCD. Participants were approached face-to-face
in the clinic/hospital or occasionally via mobile telephone after patients provided primary
caregiver contact information and asked about their interest in completing an in-person
interview regarding SCD. None of the participants refused to participate or dropped out, and
all personal information collected was de-identified.

Data Collection

In-depth interviews were conducted by either the female PhD prepared primary investigator
or one of the two locally trained, bachelor degree holding, male research assistants.
Participants were given the option to speak in either English, the official language in Ghana,
or the predominant local language, Ashanti Twi. To maintain confidentiality, only the
participants and researchers were present during interviews.

A semi-structured interview guide written in English was used to collect the data. Questions
in the interview guide were based on information included in scales to measure stigma from
the sickle cell (Bediako et al., 2016; Leger, Wagner, & Odesina, 2018), mental illness (King
etal., 2007), and HIV (Berger, Ferrans, & Lashley, 2001) literature. The interview guide
included broad, open-ended questions to gather the perceptions of stigmatization by
caregivers of patients with SCD. Example questions are shown in Table 1. The guide was
pilot tested for context-in meaning with three caregivers and two providers, and no changes
were deemed necessary.

All interviews were audio recorded, five interviews were translated to English, and
transcribed verbatim. The research team discussed each transcript and attempted to clarify
any areas that had ambiguous or unclear meaning. The primary investigator made field notes
during and after each interview. The interviews lasted approximately half an hour. Data
saturation was reached after five interviews.

Data Analysis

All the transcripts coded in English. The primary investigator reviewed transcripts for
completeness and corrected any spelling or grammar errors. Four research team members,
four fluent in English and three fluent in Ashanti Twi, coded the data. Coders communicated
regularly via phone and email to discuss the development of coding, update the codebook as
required and resolve any coding discrepancies. A password-encrypted shared google drive
word document was used to manage the data. Findings were verified at follow-up clinic
visits or over the phone with four of the participants about their own interview transcripts to
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ensure correct interpretation. Latent content analysis, guided by early versions of
Bronfenbrenner’s Ecological Systems Theory (EST) (Bronfenbrenner, 1977, 1979, 1989),
was used to underpin our qualitative study.

Social ecological analyses emphasize the dynamic interplay between situational and
personal factors rather than focusing exclusively on environmental, biological, or behavioral
determinants of well-being (Stokols, 1996). The EST acknowledges that the family is part of
a much broader complex of systems and is concerned with the interaction of those systems
(Leger, Wagner, & Odesina, 2018). Within the EST, the environment is conceived
topologically as a nested arrangement of structures, each contained within the next
(Bronfenbrenner, 1997). Moving from the innermost level to the outside, are the micro-,
meso-, exo-, macro-, and chronosystem (Bronfenbrenner, 1989). In our operationalization of
the EST for SCD stigma (Figure 1), the patient-caregiver dyad represents the microsystem.
The mesosystem comprises the family and community surrounding the patient-caregiver
dyad. The exosystem encompasses the health care system in Kumasi. The macrosystem
incorporates culture. Lastly, the chronosystem includes health policy in Ghana pertaining to
SCD.

Table 2 highlights demographic characteristics of the participants. Most were females and
attained a senior secondary (grades 10-12) level of education. All participants were
Christians from the Akan ethnic group. The majority of participants (n = 6) worked in sales
or commerce.

Every caregiver participant in our study reported experiencing SCD stigma. Participants
identified negative societal attitudes towards children with SCD as the main prevailing
factors contributing to stigmatization for caregivers. Overall, participants were
knowledgeable about SCD and caregivers credited health education received from providers
at sickle cell clinics for increasing their understanding of the disease. We identified three
overarching themes from the data contributing to the perception of stigmatization by
caregivers of patients with SCD including: 1) Blame for SCD; 2) Public misconception
about SCD, and; 3) Shame for financial burden of SCD.

Blame for SCD

Caregivers discussed stigmatization attributed to beliefs among the general public that SCD
results from a curse, or “brought disease”, known locally as “duabo” or “nto yare”. There is
a widespread belief that the affected family committed a sin against the gods or someone is
bewitching them. Others in the community believe that SCD is payback for the parents
“doing bad things to other people”. One participant commented, “Some people perceive
SCD as a generational problem passed down from olden-time family members. In our
system, people can attribute such an instance of SCD to traditional or spiritual beliefs”.
Another stated, “According to our beliefs, we understand that SCD is a devilish disease and
acquired as a result of their parents’ sinful deed against God”. A participant commented:
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You see, people are not so knowledgeable about this disease so they turn to say
things out of ignorance such as SCD is caused by the evil spirit. People think that
SCD is a devilish disease and most believe it is given to people by witches. This
brings dishonor for our families and shame for our children with SCD.

Public misconception about SCD

While caregivers were knowledgeable about SCD, they observed that the general public is
not knowledgeable about SCD and expressed dissatisfaction with what they feel is
inadequate public health education. Participants would advocate for more local and national
support for SCD and increased attention from the media to create awareness and change
long-standing cultural beliefs and myths that people living with SCD are from the “marine
spirit” and should be considered “devilish children”. A participant said, “Mostly those in the
public have not come or attended any hospital for further explanation on SCD and they have
a wrong perception on sickle cell and believe it is a devilish disease”. Another stated:

We are in the 21st century but some people in the community are still very ignorant
about the disease and they say it has to be something spiritual. Sorry to say that
some of our uneducated parents say a lot of things because they are not very
educated and usually associate it with spiritual beliefs other than medical.

According to one participant:

I would say most of the public have low level of education on SCD and do not have
people who would give them in-depth understanding on it. Some of them have
heard about SCD but do not know what causes it and the acceptance of the
condition in this society of ours is very low and causes rejection.

Shame for Financial burden of SCD

Participants frequently mentioned stigma associated with being shamed for the financial
burden of caring for someone with SCD. Participants often talked about community
members who believe that caregivers waste their money by spending it on children with
SCD. Participants referred to the term, “sikabesa”, or “money will finish”. Sickle cell
disease is seen to be a disease that involves a lot of money to manage and there is a widely
held belief that the “spiritual enemy” can use SCD to drain the family finances. People
perceive that someone with SCD will fall sick only to be taken to the hospital and waste the
money of the family. As one caregiver noted, “Some think it’s just a waste of money by the
parent to take care of such a person with SCD. So most neglect them”. A different
participant stated, “Others even say this child always want to waste his or her parents’
money because they fall sick when there is money in the house”. More than one participant
said that if there was more than one person with SCD in the family then it solidified the plan
of the “spiritual enemy” to ruin the family financially. Another participant commented:

Sickle cell is a disease that requires a lot of money to be able to manage properly...
It is a disease that wastes money, people term it ‘sikabesa’, because it finishes all
the money of the parents and this becomes difficult to take care of them because of
money issues.
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Caregivers also cited the high cost of hydroxyurea and other drugs used to manage SCD.
Most participants expressed concern because they cannot afford the necessary drugs for
treatment. A couple of participants detailed having to sell personal belongings and still not
being able to afford medications. One participant shared:
I wish we could get people to advocate for reduction on the prices of drugs and
hydroxyurea we use for SCD person. Even before you are put on medications, the
laboratory investigations are expensive. So the government should come out and
help us or put it on the NHIS [National Health Insurance Scheme] because it is
expensive for individuals.
Discussion

In this study exploring caregiver perceptions, participants expressed several concerns about
stigma and its related factors as caregivers of pediatric patients with SCD in Kumasi, Ghana.
Negative societal attitudes about SCD contributed to the perception of stigmatization by
caregivers. The most significant concerns were feeling blamed for their child having the
disease, public misconceptions about SCD, and being shamed for financial burdens. The
ecological approach used to underpin the study sheds light on the importance of considering
the stigmatization perceived by the caregiver and their interaction with multiple levels
including the family and community, health care system in Kumasi, culture, and health
policy in Ghana pertaining to SCD. When developing health care plans and interventions, it
is important for healthcare providers to consider the stigma experienced by caregivers at
these different levels.

Framed with the context of the Ecological Systems Theory, we identified linkages between
themes at the micro- and mesosystem level as blame for SCD illustrates the stigmatizing
mark placed on families in the Ghanaian context about cultural beliefs while public
misconceptions demonstrate how these cultural beliefs at the macrosystem level impede the
general public from becoming more knowledgeable of SCD. Increased knowledge might
cause them to stop mystifying and dehumanizing individuals with SCD. The lack of
knowledge and stigma indirectly and directly impedes advocacy for policies at the
chronosystem level that could improve the overall care of SCD, relieve financial burden on
caregivers, and result in improved health outcomes for patients with SCD.

Regarding blame and shame for financial burden, other researchers in Kumasi conducting
in-depth interviews with fathers of patients with SCD found similar discourses associating
sickle cell with blame related to supernatural beliefs about the cause of SCD and economic
challenges (Dennis-Antwi, Culley, Hiles, & Dyson, 2011). Comparing our findings to other
literature, we note that participants in our study are not alone in recognizing a public
misconception and lack of knowledge about SCD. One study conducted in the capital of
Ghana to evaluate pregnant women’s awareness of SCD and the factors that contribute to it
found a deficit in the knowledge of SCD among pregnant women and recommended more
public education on the disease (Obed et al., 2017). Researchers in western Ghana assessing
knowledge of SCD found that only 53% of the individuals sampled (/7=326) had knowledge
of SCD in general and stressed the need for more emphasis to increase public awareness of

J Pedliatr Health Care. Author manuscript; available in PMC 2022 January 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Buser et al.

Page 8

SCD especially in schools, churches and the media (Orish, Onyeabor, Sanyaolu, &
Iriemenam, 2014).

A strength of this study, guided by an ecological approach, is that it provides crucial,
firsthand knowledge about stigma as perceived by caregivers in Ghana. Conversely, findings
have limited generalizability as it focused on one region in central Ghana. Another limitation
is a lack of gender balance in the sample. Since women were more likely to accompany their
children to the health facilities for care, only two men were included in the sample.
Furthermore, the study leaves out caregivers who did not accompany children to health
facilities, these caregivers might have varying experiences of SCD stigma in Ghana.

There are several implications for healthcare providers emerging from this exploration of
stigma and its related factors for caregivers of patients with SCD. Healthcare providers can
better meet the needs of caregivers of patients with SCD by fostering an expanded social
support network offering frequent in-person or consider on-line support group meetings for
those with access to internet resources. Broader social support can potentially improve how
caregivers cope with stigmatization associated with the shame of financial burden and blame
for SCD. Expansion of programs to provide economic support for caregivers of patients with
SCD would undoubtedly improve the wellness of entire families. Additionally, healthcare
providers can advocate for improved educational programs to reduce public misconception
and lack of knowledge about SCD. Finally, there should be government policy to financially
support the care and management of SCD; for example, NHIS could pay for lab tests and
medications and this can be a relief of the financial burden and its associated stigma.

In conclusion, our findings demonstrate the necessity of designing a SCD stigma reduction
program in the Ghanaian setting for caregivers and their families. To avoid the potentially
harmful effects of stigmatization, it is important for healthcare providers to design
interventions, such as the use of community health workers, aimed at reducing the financial
burden, blame, and public misconceptions about SCD. Our findings about caregiver
perception of SCD stigma could be used as a catalyst to explore the reduction of
stigmatization in other sub- Saharan countries.
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Ecological Systems Theory Factors Affecting Perceived Sickle
for Sickle Cell Disease Cell Disease Stigma in Ghana

Public Health Policy

* National and local government agency support for
treatment of SCD
* Promotion and maintenance of health for SCD

Chronosystem

Macrosystem

Exosystem Social and Cultural

* Cultural beliefs
* Financial resources
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* Demographics
» Patient health outcomes
* Caregiver coping ability

Figure 1.
Operationalization of Ecological Systems Theory for Sickle Cell Disease Stigma (adapted
from Berger, 2007; Buser, 2019; Stranger, 2011)
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Table 1:

Example interview guide questions about stigma for caregivers of patients with SCD

Broad Stigma Topic

Questions

Knowledge of SCD

What is your understanding of sickle cell disease?

How do people get sickle cell disease?

Discrimination and
Disclosure

Do you think people discriminate against those with sickle cell disease?
Are people with sickle cell disease discriminated against by employers because of their disease?

Do those with sickle cell mind people in their neighborhood knowing they have the disease?

Public Perception

Is a person with sickle cell to blame for their disease?

Should caregivers be scared of how other people will react if they find out about their relatives’ sickle
cell disease?

Does having sickle cell disease make someone a more understanding person?

Should someone with sickle cell feel ashamed of his/her disease?

Social Exclusion

Do people avoid you or those with sickle cell because of the disease?
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Caregiver characteristics SCD Stigma

Demographic Characteristic

Individual Interview (n = 10)

Sex % (n)
Female, Male 80% (8), 20% (2)
Age (years)

Mean (SD), Range

435 (8.0), 28 - 55

Number of living children

Mean (SD), Range 3.1(16),1-6
Marital status

Married 70% (7)

Separated/Divorced 30% (3)
Education level

Upper & Junior Primary 20% (2)

Senior Secondary 70% (7)

Tertiary 10% (1)
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