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Abstract  

This dissertation explored the health needs of children with IDD in Accra, Ghana, experiences of 

caregivers in accessing healthcare for the children and views of caregivers on how to improve 

healthcare for the children. The aim was to provide policymakers and administrators with 

direction for critical decision-making and policy reforms to improve healthcare for children with 

IDD towards Ghana’s policy commitment on the international front to provide equitable 

healthcare for all. This research was grounded in interpretive description, a form of qualitative 

inquiry. Semi-structured caregiver interviews were the primary means of data collection. The 

interview protocol was guided by the Andersen Behavioral Model of Healthcare Utilization and 

the protocol explored the health needs of children with IDD, experiences of caregivers in 

accessing healthcare for the children and views of caregivers on how to improve healthcare for 

children. Twenty-five caregivers of children with IDD between ages three and eighteen years in 

Accra, Ghana, participated in this study. Constant comparison, an analytic method originally 

from grounded theory but also used in interpretative description, was used for data analysis. The 

findings revealed that children with IDD in Accra were affected by several health conditions, 

including sensory disorders, respiratory disorders, cardiovascular disorders and gastrointestinal 

disorders. Further, the children and their caregivers encountered both facilitators and complex 

structural and psychosocial barriers in accessing healthcare. The facilitators and barriers included 

financial means, social connections, access to transportation, and attitudes of healthcare 

providers and the general public toward children with IDD. The findings imply that although 

children with IDD in Ghana might be affected by several health conditions, they confront 

complex structural and psychosocial barriers in accessing healthcare to undermine Ghana’s 

commitment on the international front to provide equitable access to healthcare for all.  
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Chapter 1 

Introduction 

The Sustainable Development Goals (SDGs) recently adopted by the international 

community seek to eradicate extreme poverty and improve the living standards of all people 

worldwide (United Nations, 2015). To achieve the targets of the SDGs, it is necessary that 

countries implement policy frameworks that provide equitable healthcare for all (United Nations, 

2015). This is because good health is a prerequisite for participation in a wide range of activities, 

including education and employment (WHO & World Bank, 2011). Children with intellectual 

and developmental disabilities (IDD) are one of the world’s most marginalized and vulnerable 

populations when it comes to healthcare (UNICEF, 2013; WHO, 2001a; 2013; WHO & World 

Bank, 2011). The WHO (2013) indicates that while between 35% and 50% of people with 

mental and behavioral disorders, including children with IDD, in the Western world receive no 

healthcare treatment, the proportion of people with mental and behavioral disorders in the 

developing world not receiving care is between 76% and 85%.  Further, it is common to find 

communities in the developing world and rural parts of the Western world with limited or no 

health facilities (Dababnah & Bulson, 2015; Hussain & Tait, 2015; Kreitzer, McLaughlin, Elliott 

& Nicholas, 2016; Mirza,Tareen, Davidson & Rahman, 2009; Varghese, Grills & Mathias, 2015; 

WHO, 2003; 2010a; 2010b; 2013). With an aim to advance the “global health for all” agenda set 

by the international community (i.e., the SDGs on health) (United Nations, 2015), this 

dissertation investigates the health needs and access to healthcare for children with IDD in 

Ghana, a developing country in sub-Saharan Africa. 
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Research Context  

Ghana has committed to a number of international conventions, treaties and declarations 

to provide equitable access to healthcare for all, including children with IDD. Notable among 

them are the Constitution of the World Health Organization (WHO, 1946), the Universal 

Declaration of Human Rights (United Nations, 1948), the International Covenant on Economic, 

Social and Cultural Rights (United Nations, 1966), the Convention on the Rights of the Child 

(United Nations, 1989), the Millennium Development Goals (United Nations, 2000), the 

Convention on the Rights of Persons with Disabilities (United Nations, 2006) and the 

Sustainable Development Goals (United Nations, 2015). Ghana also has a number of domestic 

policies and legislation to promote equitable healthcare for all, including children with IDD. 

These include the Children’s Act (Republic of Ghana, 1998), the Persons with Disability Act 

(Republic of Ghana, 2006), the Mental Health Act (Republic of Ghana, 2012a), the National 

Health Insurance Act (Republic of Ghana, 2012b), the Child Health Policy (Ministry of Health, 

n.d.) and the National Health Policy (Ministry of Health, 2007). As noted by the WHO and 

World Bank (2011), research is needed to demonstrate how international and domestic policy 

reforms are improving health conditions of people with disabilities in practice. Ghana’s Ministry 

of Health has also called for research into the health situations of children with disabilities in the 

country to inform provisions to address the health needs of children with disabilities (Ministry of 

Health, n.d.).  

Joint research involving the Ghana Federation of the Disabled (i.e., Ghana’s national 

disabled people’s organization) has revealed that people with disabilities in Ghana confront 

barriers in accessing healthcare (Mensah, Williams, Atta-Ankomah & Mjomba, 2008). These 

barriers include limited access to rehabilitation and specialist medical services, financial 
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difficulties, and cultural and attitudinal barriers (Mensah, Williams, Atta-Ankomah & Mjomba, 

2008). Limited access to specialist and rehabilitation services confronting people with disabilities 

in Ghana is largely due to the scarcity of health specialists (Mensah, Williams, Atta-Ankomah & 

Mjomba, 2008; Ministry of Health, 2011). Given this limitation of specialist and rehabilitation 

services, it is likely that the few services available will be expensive even for people with 

significant financial means and thus, people with limited financial means will have even greater 

difficulties accessing such services.  

The literature indicates that people with disabilities in Ghana experience marginalization 

and social exclusion on the basis of Ghanaian superstitious cultural beliefs which explain that 

disability is due to evil actions of supernatural entities (e.g., demon possession, punishment 

meted out by deities, witchcraft and sorcery) (Avoke, 2002; Botts & Evans, 2010; Human Rights 

Watch, 2012; Mensah, Williams, Atta-Ankomah & Mjomba, 2008; Slikker, 2009). While all 

people with disabilities are marginalized on the basis of these beliefs, those with IDD are the 

most marginalized (Avoke, 2002).  It is against this background that Ghana must implement both 

international and domestic policies to provide equitable access to healthcare for all, including 

children with IDD.  

Political context.  Ghana is a unitary state divided into 10 administrative regions and 

each region is divided into several administrative districts. Ghana has been a democracy since 

1992. Democratic elections are held every four years to select a central government (Republic of 

Ghana, 1992). The Constitution of Ghana decentralizes the administrative and financial 

machinery of the central government to the regions and districts (Republic of Ghana, 1992). The 

central government appoints regional Ministers to oversee political governance in the regions 

and the Ministers also set up District Assemblies to oversee governance in districts.   
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Ghana’s health system. Ghana’s health system has a top-down structure based on the 

administrative regions and districts of Ghana, with regional hospitals and public health services 

at the apex and sub-district health centers at the bottom (Ghana Health Service, 2015a). At the 

regional level, regional hospitals and public health services provide preventive and curative care 

and regional health administrations or directorates provide supervision and management support 

to district and sub-district health centers within the regions (Ghana Health Service, 2015a). At 

the district level, district hospitals provide preventive and curative care. District hospitals serve 

an average population of 100,000 to 200,000 residents in a clearly defined geographical area 

(Ghana Health Service, 2015a). Additionally, district health administrations or directorates 

provide supervision and management support to sub-district health centers within the districts. At 

the bottom of the hierarchy are sub-district health centers which provide basic preventive and 

curative care. Sub-district health centers also provide community outreach programs. Health 

facilities at the district and sub-district levels can be privately owned, State-owned, or jointly 

owned by the State and autonomous institutions (i.e., quasi-health facilities).  

The Ghana Ministry of Health is responsible for health policy formulation, monitoring 

and evaluation and the Ministry works through its functionary body, the Ghana Health Service, 

to implement its objectives in a decentralized manner (Ghana Health Service, 2015b; Ministry of 

Health, 2016; Republic of Ghana, 1996). The Ghana Health Service is in charge of distributing 

resources, providing training for nurses and doctors as well as conducting research, monitoring 

and evaluation at all levels of the health system. The jurisdiction of the Ghana Health Service 

does not, however, include teaching hospitals, private and mission hospitals, although these 

facilities operate under the Ministry of Health (Ghana Health Services, 2015b). Teaching 

hospitals are regulated by governing councils and boards stipulated in the Ghana Health Service 
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and Teaching Hospital Act (Republic of Ghana, 1996). Private and mission hospitals are 

regulated by governing councils and boards stipulated by the Health Institutions and Facilities 

Act (Ministry of Health, 2012; Republic of Ghana, 2011).   

National health insurance scheme. Ghana has a national health insurance scheme aimed 

at providing universal health coverage for all residents (Republic of Ghana, 2003; 2012b). The 

national health insurance scheme is funded by a 2.5% tax levy on goods and services, a 2.5%  

deduction from employees’ monthly contribution to the national pension scheme, premiums paid 

by subscribers not on the national pension scheme, government allocations and investments 

return on the funds of the policy (National Health Insurance Scheme, 2017; Republic of Ghana, 

2012b). Persons exempted from paying premiums include children, expectant mothers, seniors 

above 70 years old and people with mental disorders. However, all subscribers of the scheme 

with the exception of pregnant women and people determined by the Minister of Health to be 

“indigents” are required to pay a processing fee or renewal fee for their health insurance identity 

cards (National Health Insurance Scheme, 2017). Although the literature demonstrates that the 

national health insurance scheme has resulted in increased use of healthcare among the general 

population (Aryeetey et al., 2016; Blanchet, Fink & Ose-Akoto, 2012; Dalinjong & Larr, 2012; 

Gobah & Liang, 2011; Singh et al., 2015), the researcher of this study was not able to find 

publications on the impact of the national health insurance scheme on healthcare utilization of 

children with IDD other than the joint research on disability situations in Ghana by Mensah, 

Williams, Atta-Ankomah & Mjomba (2008). This joint research found that many people with 

disabilities in Ghana were unemployed and hence since they were not contributing to the national 

pension scheme, they had difficulties enrolling in the insurance because they could not afford the 
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premium. It also revealed that the national health insurance scheme did not cover specialist and 

rehabilitation services – health services that may be of particular relevance to children with IDD.  

Theoretical Underpinnings of Dissertation  

This dissertation is informed by the biopsychosocial model of health (Engel, 1977; 1979; 

1980; WHO, 2001b). The biopsychosocial model of health integrates the biomedical model of 

health with psychological and social factors that influence the health status of people (i.e., 

psychosocial determinants of health) and states that health is the product of the dynamic 

interaction between biomedical and psychosocial determinants (Engel, 1977; 1979; 1980; WHO, 

2001b). The biomedical model of health propounds that health is fully accounted for by 

biological factors (e.g., germs, biochemical or neurophysiological imbalances) (Engel, 1977; 

1979; 1980; WHO, 2001b). Thus, from the biomedical stance, health issues are dealt with solely 

through medical interventions without addressing psychosocial factors that influence people’s 

health (e.g., poverty, personal health practices and education). However, there is increasing 

recognition of the role of psychosocial factors in determining people’s health on the global front 

(Marmot, 2013; WHO, 2001b; 2008). For example, poor lifestyle habits (e.g., poor hygiene, poor 

physical activity, poor diet, drug abuse and unprotected sex with multiple partners), poverty, 

natural disaster (e.g., droughts), political instability (e.g., war) and stressful life events (e.g., 

marital divorce) predispose people to poor health (Marmot, 2013; WHO, 2001b; 2008). The 

international community, therefore, recognizes that both biological and psychosocial 

determinants need to be considered to holistically address health issues in advancing health for 

all on the global front (Marmot, 2013; United Nations, 2000; 2015; WHO, 2001b; 2008). The 

biopsychosocial model allows policymakers and administrators to provide both medical 

interventions (e.g., specialist health services) and social interventions (e.g., universal health 
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coverage and public health education) to promote people’s health (Engel, 1977; 1979; 1980; 

WHO, 2001b). Drawing from the biopsychosocial model, this dissertation unpacks biological 

and psychosocial factors underlying access to healthcare for children with IDD in Ghana in order 

to provide policymakers and administrators with direction for critical decision-making and 

policy reforms to improve healthcare for children with IDD towards advancing the “global health 

for all” agenda set by the international community.  

The Researcher  

A researcher’s characteristics (e.g., gender, assumptions and values) influence his or her 

approach to research activities (e.g., design, data collection and interpretation of data) 

(Underwood, Satterthwait & Bartlett, 2010) and thus, it is important to outline the background of 

the researcher as it relates to this dissertation. The researcher is Ghanaian and comes from Accra, 

the capital town of Ghana. He speaks English (lingua franca of Ghana), Ga (the native language 

of Accra) and Akan (Twi). Akan (Twi) is the most widely spoken language in Ghana (Ghana 

Statistical Service, 2012). He completed all his education in Ghana with the exception of his 

doctoral studies, for which he migrated to Canada in 2012. He is a Ghanaian trained clinical 

psychologist who has worked with children with IDD and their families in Ghana, including 

teaching in a number of special schools and carrying out psychological assessments and 

interventions. Further, as a person with disability, he has firsthand experience living with 

disability in Ghana. By way of research, he has carried out a dissertation on the effect of music 

intervention on communication and functional skills of children with autism in Ghana as part of 

the academic requirement for his graduate degree in clinical psychology at the University of 

Ghana. In collaboration with other researchers, the researcher has also coauthored a paper that 
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critically examined definitions of disability in policies on inclusive education in Ghana, with 

emphasis on IDD (Lamptey, Villeneuve, Minnes & McColl, 2015).  

While a researcher’s rich experience regarding the context within which the research 

enterprise will be conducted can be an asset (Patton, 2015), it offers a platform for introspection 

with regards to data collection, analysis and interpretation of findings to prevent researcher’s bias 

from distorting the outcome of the research enterprise (Underwood, Satterthwait & Bartlett, 

2010).  The researcher’s cultural and educational backgrounds as well as his professional 

experience positioned him well to carry out this study by way of familiarity with the data 

collection site, the population of interest (i.e., children with IDD and their families in Ghana) and 

the research methodology employed in this study. The researcher engaged in reflexivity (e.g., 

through journaling) throughout this research venture to help him identify and bracket potential 

sources of researcher’s bias (e.g., expecting the research participants’ responses to confirm his 

presumptions based on his cultural, educational and professional backgrounds). 

Organization of Dissertation 

This dissertation comprises five chapters. This current chapter, i.e., Chapter 1, introduces 

the study and provides an account of the research context (e.g., situating this research in both the 

international and Ghanaian contexts, and discussing the experience the researcher has to carry 

out this research). Chapter 2 provides the operational definitions of children with IDD, 

caregivers of children with IDD as used in this dissertation and also outlines how access to 

healthcare is conceptualized in this work. Further, Chapter 2 provides a detailed account of what 

is known in the literature about the health needs of children with IDD on the international front 

and in Ghana, recaps the purpose of this dissertation and outlines the research questions. Chapter 

3 provides a detailed account of the process of data collection and analysis. A detailed account of 
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the research findings is presented in Chapter 4. Finally, the implications of the findings, study 

limitations and future research directions are discussed in Chapter 5.   
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Chapter 2 

Literature Review 

This chapter begins by outlining the literature search strategy, followed by defining 

intellectual and developmental disabilities (IDD) and providing the operational definitions of 

children with IDD and their caregivers as used in this dissertation. Additionally, this chapter 

outlines how access to healthcare is conceptualized in this work. Next, it appraises relevant 

literature pertaining to access to healthcare for children with IDD from a global perspective and 

the Ghanaian context. This is followed by the purpose statement and research questions 

underpinning this dissertation.  

Literature Search Strategy 

A search for literature on the health needs and health services utilization of people with 

IDD (with emphasis on children) on the global front was conducted using relevant databases 

(e.g., EMBASE, MEDLINE, CINAHL, Global health, PsycInfo, PsycArticles, Cochrane 

Database of Systematic Reviews and Google Scholar). The search terms related to (a) 

people/children with IDD (e.g., mental retardation, intellectual disability, Down syndrome, 

fragile X, autism spectrum disorder, learning disability, neurodevelopmental disorders, 

developmental delays, child disabled); (b) health needs of people/children with IDD (e.g., burden 

of disease, disease, morbidities, co-morbidities, health needs and medical problems); and (c) 

health services, rehabilitation services and interventions (e.g., healthcare service needs and 

demand, developmental services, healthcare accessibility, healthcare delivery and health 

policies). Studies were selected for review if they: (a) examined health conditions and needs of 

children with IDD who were at most 18 years old; (b) examined patterns of health services 
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utilization among children with IDD; (c) examined determinants of health for children with IDD; 

and (d) were published in English. The studies reviewed were not limited by country or by year 

of publication although studies published in the last decade were mostly preferred. Older studies 

were used if there was a dearth of recent studies in their area of interest or they had a 

significantly larger sample size compared to newer studies. Studies were excluded from this 

review if they did not relate to health needs of or healthcare for children with IDD (e.g., studies 

that focused exclusively on the health of or healthcare for adults with IDD or children without 

IDD). The search strategy also involved a manual review of reference lists of all studies selected 

from the database search.  

A second search for literature specifically on health needs and health services utilization 

of children with IDD in Ghana was conducted using relevant databases (e.g., EMBASE, 

MEDLINE, CINAHL, Global health, PsycInfo, PsycArticles, Cochrane Database of Systematic 

Reviews and Google Scholar). The search terms used in this search were similar to those used in 

the first literature search and the inclusion/exclusion criteria for selecting the relevant articles in 

this round of search were also similar except that in this second search, articles that did not focus 

on Ghana were excluded. Articles were reviewed if they: (a) focused exclusively on Ghana or (b) 

were multinational or multicultural studies that included Ghana. This round of the literature 

search also involved a manual review of reference lists of all studies selected from the database 

search. 

Definition of Intellectual and Developmental Disabilities (IDD)  

The term “intellectual and developmental disabilities” (IDD) is a merger of two separate 

but related disabilities  (a) intellectual disability and (b) developmental disabilities (American 

Association of Intellectual and Developmental Disabilities, 2013). Intellectual disability is a 
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disorder of childhood or adolescence and is characterized by deficits in both intellectual and 

adaptive functioning (American Psychiatric Association [APA], 2013, WHO, 1992). The deficits 

in intellectual functioning include logical reasoning, problem-solving and academic learning 

confirmed by clinical assessment and individualized, standardized intelligence testing. The 

deficits in adaptive functioning include impairments in self-care, communication, social 

interaction and community living skills within the context of an individual’s age, gender and 

socioculturally matched peers (APA, 2013; WHO, 1992). Intellectual disability is commonly 

associated with several neurodevelopmental conditions in children and adolescents (e.g., Down 

syndrome, autism spectrum disorder, fragile X syndrome, Lesch-Nyhan syndrome, Angelman 

syndrome, Prader-Willi syndrome, and fetal alcohol syndrome) (APA, 2013, WHO, 1992). 

When an individual fails to meet expected developmental milestones in several areas of 

intellectual functioning but is unable to undergo systematic assessments of intellectual 

functioning, global developmental delay is diagnosed instead of intellectual disability (APA, 

2013). 

Several terminologies are used synonymously across the globe to refer to intellectual 

disability (e.g., mental retardation, learning disability and developmental delays) (Brown & 

Percy, 2007; WHO, 1992; 2007). Although the term “developmental disability” can be used 

interchangeably with “intellectual disability” (Brown & Percy, 2007; WHO, 2007), the term 

“developmental disability” can also refer to severe disabilities caused by poor human or 

biological development (Brown & Percy, 2007; Taggart & Cousins, 2014). These disabilities can 

be cognitive, physical or both and they occur before age 22 (American Association of 

Intellectual and Developmental Disabilities, 2013). Intellectual disability is, therefore, a form of 

developmental disability that is cognitive in nature. Cerebral palsy is an example of a 
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developmental disability that is only physical in nature if there is no occurrence of cognitive 

impairment; otherwise, it becomes both physical and cognitive (Winter, 2007).  

For the purpose of this dissertation, “intellectual and developmental disabilities (IDD)” 

refer to (a) intellectual disability (APA, 2013; WHO, 1992) or (b) the type of developmental 

disability that features both cognitive and physical impairments (American Association of 

Intellectual and Developmental Disabilities, 2013). Additionally, “caregivers of children with 

IDD” is used in this dissertation to define anyone who is responsible for the daily needs and 

upkeep of a person with IDD not older than 18 years (e.g., biological parents, foster parents and 

other family members taking on the role of providing for the daily needs and upkeep of the 

person with IDD).  

Conceptualizing Access to Healthcare 

There is no universally accepted definition of “access to healthcare” among researchers 

(Barton, 2010; Levesque, Harris & Russell, 2013; Sandstrom, Logman & Bramble, 2003). 

However, scholars recognize that access to healthcare is related to timely use of health services 

according to an individual’s need, and thus conceptualize access to healthcare in relation to 

resources available to an individual to make health service utilization possible for the individual 

and the use of actual services by the individual (Barton, 2010; Levesque, Harris & Russell, 2013; 

Sandstrom, Logman & Bramble, 2003). In this dissertation, access to healthcare is 

conceptualized using the Andersen Behavioral Model of Healthcare Utilization (referred to as the 

Andersen model hereafter) (Andersen, 1995). Since its introduction in the 1960s, the Andersen 

model has evolved over the years primarily on the basis of additions of more variables and 

reorganization of older variables (Andersen, 2008). The 1995 version of the Andersen model is 

utilized in this dissertation because this version is the most frequently used in the literature. 
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Additionally,  the 1995 version has been found to be robust in analyzing access to healthcare in 

multiple research contexts worldwide, including Ghana (Liu, Tian & Yao, 2012; Lunsky, 

Paquette-Smith, Weiss & Lee, 2015; McGlynn et al., 2014; Park et al., 2014; Rai, Singh & 

Singh, 2012; Tarekegn, Lieberman & Giedraitis, 2014). The 1995 version proposes that four 

complex constructs interact to lead to access to and utilization of healthcare. These constructs are 

environment, population characteristics, health behavior and finally, outcomes (see Figure 1) 

(Andersen, 1995). 

ENIVORNMENT  POPULATION CHARACTERISTICS  HEALTH   OUTCOMES 
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Figure 1: Andersen Behavioral Model of Healthcare Utilization (Andersen, 1995). 
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systems are made up of health policy, resources and health system organization (Andersen, 

1995). Health policy pertains to legal frameworks that govern healthcare provision (Andersen, 

1995). Resources are labor, capital and assets devoted to healthcare (Andersen, 1995). Health 

system organization is how human resources and facilities are coordinated and controlled in 

health services provision and consists of entry and structure (Andersen, 1995). Entry is the 

process of gaining entrance into the health system (e.g., waiting time) while structure is the 

characteristics of the health system that determine what happened to the individual after entering 

the system, including who the individual sees and how the individual is treated (Andersen, 

1995). Finally, the environment component of the model is made up of external environment 

(e.g., political and economic factors) (Andersen, 1995).  

Population characteristics. Population characteristics are made up of predisposition 

characteristics, enabling resources and need (Andersen, 1995). Predisposition characteristics are 

attributes of an individual that influences the likelihood of an individual being in need of health 

services and consist of demographics (e.g., age and gender), social variables (e.g., education and 

occupation) and health beliefs (i.e., values, attitudes and knowledge that individuals hold 

concerning their health, disease and health services) (Andersen, 1995). Enabling resources are 

resources available to an individual to make healthcare service utilization possible for the 

individual when needed and consist of personal/family resources (e.g., income and insurance 

status) and community resources (e.g., rural-urban regions, availability of health facilities, 

proximity of health facilities, physician-population ratio and cost of healthcare) (Andersen, 

1995). Need is the final component of population characteristics and refers to the level of illness 

of an individual as perceived by the individual (subjective) or as evaluated by healthcare 

professionals (objective) (Andersen, 1995).  
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Health behavior. Health behavior, as defined by the Andersen model is made up of two 

components  use of health services and personal health practices (Andersen, 1995). Use of 

health services comprises type of utilization, site, purpose and time interval (Andersen, 1995). 

Type of utilization is the kind of services an individual received during healthcare utilization and 

who provided those services. Site refers to the place where the services were received (e.g., 

physician’s office, hospital outpatient department and emergency room). Purpose refers to the 

reasons for which the individual utilizes healthcare. Purpose can be illness-rated (i.e., treatment 

to cure illness or manage long-term irreversible disease), preventive (i.e., efforts to stop illness 

before it begins through such means as checkups and immunizations) or custodial care (i.e., 

providing for the personal needs of patients without any effort to treat underlying illness entirely, 

e.g., nursing homes) (Andersen, 1995). Time interval consists of contact (i.e., whether or not a 

person entered the system in a given period), volume (i.e., the number of contacts and revisits in 

a given period) and continuity of care (i.e., the level of coordination of services associated with a 

particular illness) (Andersen, 1995). Finally, health behavior is made up of personal health 

practices (e.g., diet, physical activity, adherence to treatment, personal hygiene) (Andersen, 

1995).  

Outcomes. Outcomes, as defined by the Andersen model are made up of two 

components  consumer satisfaction and health status (Andersen, 1995). Health status is the 

evaluation of the health of an individual after healthcare utilization based on the subjective 

judgment of the individual (perceived health status) or based on objective clinical examinations 

(evaluated health status) (Andersen, 1995). Consumer satisfaction is the subjective perceptions 

of individuals about the health services they received, including satisfaction with the 

convenience of care, quality of services, coordination of services and cost (Andersen, 1995).  
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Critique of the Andersen model. Although the Andersen model can be a useful tool for 

understanding access to and utilization of healthcare, the definition of some of the variable 

measures (e.g., health beliefs) and how they shape access and utilization of healthcare are 

superficial (Choi, 2011). It is also not clear whether all the variables in the model have equal or 

different weights of importance in influencing an individual’s utilization of healthcare 

(Penchansky, 1976). Additionally, the relationships among the components of the model may not 

be static as portrayed by Andersen (1995) in Figure 1 but can be more complex. These 

relationships can differ depending on individual and contextual factors (WHO, 2001b). 

Examples of other possible relationships that can exist among the components aside from those 

depicted by Andersen (1995) are presented in Figures 2 and 3 below. The model is therefore 

modified in this dissertation to exclude presumed relationships among the model’s components 

in order to explore the dynamic relationships that may exist among the components regarding 

access to healthcare for children with IDD in Ghana (see Figure 4).  

In spite of the above critique of the Andersen model, researchers have used the model to 

assist in appraising access to health services for children with IDD in Canada and the United 

States (Ganz & Tendulkar, 2006; Lunsky, Paquette-Smith, Weiss & Lee, 2015; Thomas et al., 

2007).  The model has also been used to gain insight into racial and ethnic disparities regarding 

healthcare for children with IDD in the United States (Magaña et al., 2012; Park et al., 2014).  

In Ghana, McGlynn et al. (2014) used the Andersen model in their analysis of the 1998, 

2003, and 2008 Ghana Demographic and Health Surveys to examine the relationship between 

maternal health service utilization, and immunization and recommended treatment for fever and 

diarrhea in children. Their findings revealed that increased maternal health service utilization 

increased the odds of immunization and recommended treatment for fever and diarrhea in 
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children. Osei, Kunawotor and Anane (2014) also used the Andersen model to conceptualize the 

determinants of health in the Ashanti region of Ghana and found that the determinants of health 

in this region included transportation cost, duration of waiting at the hospital, national health 

insurance and finance. Further, the Andersen model has been used to identify factors that 

influence the likelihood of people to enroll in the Ghanaian national health insurance scheme in 

the Upper West region (Dixon, Luginaah & Mkandawire, 2014) and in the Central and Eastern 

regions of Ghana (Juhu-Appiah et al., 2011). The factors which influence the likelihood of 

people in these regions to enroll in the national health insurance scheme included subjective 

health status, affordability of premium and confidence level in the insurance (Dixon, Luginaah & 

Mkandawire, 2014; Juhu-Appiah et al., 2011). These studies from Ghana demonstrate that there 

are several elements at play when it comes to access to healthcare in Ghana (e.g., transportation 

cost, duration of waiting, cost of healthcare and insurance coverage) and the Andersen model is 

useful for gaining insight into the dynamics of these elements. In spite of an extensive literature 

search, no research was found to have used the Andersen model to specifically examine 

dimensions of access to healthcare for children with IDD in Ghana. This dissertation is, 

therefore, the first to extend the usage of the Andersen model in the Ghanaian context to 

understanding access to healthcare for children with IDD in the country.  

Linkage between the Andersen model and the biopyschosocial model of health. The 

Andersen model captures the biopsychosocial model of health as it considers both biological and 

psychosocial elements in conceptualizing access to healthcare. For instance, need (a component 

of population characteristics), illness-rated purpose, custodial care purpose and type of utilization 

(components of health behavior), and health status (a component of outcomes) reflect biological 

determinants of health. On the other hand, components like healthcare systems and external 
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environment (components of environment), predisposition characteristics and enabling resources 

(components of population characteristics), personal health practices (a component of health 

behavior) and consumer satisfaction (a component of outcomes) reflect psychosocial 

determinants of health. Further, the adapted version of the Andersen model used in this 

dissertation can be used to illustrate diverse complex relationships between biological and 

psychosocial determinants of health. For example, health beliefs (a population characteristic) can 

influence a person’s decision to actually use health services (i.e., health behavior). The nature of 

services a person receives during use of health services influences the person’s health status or 

satisfaction with the services provided (i.e., outcomes) which in turn can shape the person’s 

health beliefs (i.e., population characteristics) (see Figure 2). Similarly, personal health practices 

(i.e., health behavior) can influence both a person’s need (i.e., population characteristics) and 

health status (i.e., outcomes). Further, the person’s need influences his or her use of health 

services (i.e., health behavior) which in turn influences the person’s health status (i.e., 

outcomes). In addition, the person’s health status will influence his or her need (see Figure 3). 

Evidently, the adapted version of the Andersen model has the potential to provide valuable 

insight into the complex interactions among biological and psychosocial factors determining 

access to healthcare for children with IDD in Ghana.  
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Figure 2: Interactive relationship between 

factors associated with health system 

engagement. 

Figure 3: Interaction among personal health 

practices, need, health status and use of 

health services.
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Figure 4: Adapted version of the Andersen 1995 model vividly depicting the various 

components of the original model but excluding the presumed relationships among the various 

components suggested by the original model. 
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Global Perspective on the Incidence of Health Conditions in Children with IDD 

Studies from around the world demonstrate that the incidence of several health conditions 

in children with IDD can be high (de Winter Jansen & Evenhuis, 2011; Oeseburg, Dijkstra, 

Groothoff, Reijneveld & Jansen, 2011; Karam, 2010; Maatta  et al., 2011; Roizen et al., 2014; 

Schieve et al., 2012; Williams et al., 2005). For example, a study from the United Kingdom has 

found that cardiovascular disorders were the leading cause of deaths that occurred in people with 

intellectual disability (including children) as well as in the general population between June 1, 

2010 and May 31, 2012, although the rate at which people with intellectual disability died of 

these disorders was significantly lower compared to the general population (Heslop et al., 2014). 

A review of the medical profiles of children with Down or Williams syndromes in Chile, 

Finland, Turkey, Hong Kong and Israel revealed that the rate of cardiovascular disorders was 

between 48% and 60% in children with Down syndrome (Karam, 2010; Maatta et al., 2011; 

Wexler et al., 2009; Yam et al., 2008) and 85% in children with Williams syndrome (Carrasco et 

al., 2005). McGrath, Stransky, Cooley and Moeschler (2011) have also found in the United 

States that the likelihood of heart problems in children with Down syndrome was significantly 

higher compared to other children with IDD (e.g., autism, intellectual disability and attention 

deficit hyperactive disorder). 

A study from the Netherlands has found endocrine, metabolic and nutritional problems to 

be significantly higher in people with intellectual disability than in the general population (van 

Schrojenstein Lantman-De Valk, Metsemakers, Haveman & Crebolder, 2000). Heslop et al. 

(2014) found that 3% and 1.3% of deaths in people with intellectual disability and in the general 

population respectively in the United Kingdom were due to these disorders; however, these 
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findings were not statistically significant (p= 0.06). Studies from the United States, France, Hong 

Kong and Israel which examined the medical profiles of children with Prader-Willi or Down 

syndromes found thyroid problems in 22% to 27% of the children (Diene et al. 2010; Roizen et 

al., 2014; Wexler et al., 2009; Yam et al., 2008). In contrast to the rate of thyroid problems in 

children with IDD, studies that assessed diabetes in children with IDD in Hong Kong and the 

United States have reported that about 1% to 2% of the children had diabetes (Roizen et al., 

2014; Yam et al., 2008; Yeargin-Allxopp et al., 1997).  

Further, studies from the United States and Western Australia have found that children 

with IDD have increased risk of gastrointestinal conditions than the general population (Chaidez, 

Hansen & Hertz-Picciotto, 2014; Schieve et al., 2012; Williams et al., 2005). These disorders 

have also been reported in 11% to 13% of children with Down syndrome in Israel and Hong 

Kong (Wexler et al., 2009; Yam et al., 2008) and 59% of children with Williams syndrome in 

Chile (Carrasco et al., 2005). While Heslop et al. (2014) found that mortality rate associated with 

these disorders did not differ significantly between people with intellectual disability in the 

United Kingdom and the general population, Durvasula, Beange and Baker (2002) found the 

mortality rate to be significantly higher for people with intellectual disability in Australia. 

The literature demonstrates that sensory disorders like vision, auditory and oral health 

problems can be high in children with IDD. For example, van Schrojenstein Lantman-De Valk, 

Metsemakers, Haveman and Crebolder (2000) have found the likelihood of vision and auditory 

problems in people with intellectual disability in the Netherlands to be significantly higher than 

in the general population. Vision problems have also been reported to be in 20.6% to 50% of 

children with Williams or Down syndromes whose medical profiles were reviewed in the United 
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States, Finland, Turkey, Hong Kong and Chile (Carrasco et al., 2005; Karam, 2010; Maatta et al., 

2011;  Roizen et al., 2014; Yam et al., 2008). Similarly, studies from the United States, Belgium 

and Italy have found auditory problems to be common in children with IDD (Barozzi et al., 

2013; Maris, Wojciechowski, Van de Heyning & Boudewyns; 2014; Russ, Kenney & Kogan, 

2013; Tedeschi et al., 2015). Oral health problems have also been found to be prevalent in 

children with IDD in Nigeria, Jordan, Spain and Australia (Al Habashneh, Al-Jundi, Khader & 

Nofel, 2012; Fuertes-González & Silvestre, 2014; Oredugba & Akindayomi, 2008; Oredugba & 

Perlman, 2010; Williams et al., 2005).  

Studies have found that respiratory disorders accounted for 15% and 35% of mortalities 

that occurred in people with intellectuality disability in the United Kingdom and Australia 

respectively (Durvasula, Beange & Baker, 2002; Heslop et al., 2014). These studies revealed that 

while respiratory disorders accounted for 14% of mortalities in the general population in the 

United Kingdom (Heslop et al., 2014), they accounted for 2.8% of mortalities in the general 

population in Australia (Durvasula, Beange & Baker, 2002). In the United States and Western 

Australia, children with IDD have been found to be significantly more likely to have respiratory 

problems compared to the general population (Schieve et al., 2012; Williams et al., 2005). In 

contrast, van Schrojenstein Lantman-De Valk, Metsemakers, Haveman and Crebolder (2000) 

found that there was no significant difference between the two groups in the Netherlands.  

Musculoskeletal disorders have also been found to be significantly higher in children 

with Down syndrome in Italy compared to the general population (Concolino et al., 2006) and in 

comparison to other children with IDD (e.g., autism) in the United States (McGrath, Stransky, 

Cooley & Moeschler, 2011). Although van Schrojenstein Lantman-De Valk, Metsemakers, 
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Haveman and Crebolder (2000) found no significant difference in the incidence of 

musculoskeletal disorders in people with intellectual disability in the Netherlands compared to 

the general population, the prevalence rates of these disorders were 34% and 30% in people with 

intellectual disability and the general population respectively. Further, while these disorders were 

found in 13% and 28.03% of children with Down syndrome whose medical profiles were 

reviewed in Israel and Turkey respectively (Karam, 2010; Wexler et al., 2009), they accounted 

for 1.9% of hospital admissions of people with intellectual disability in Canada (Balogh, Hunter 

& Ouellette-Kuntz, 2005).  

Studies from the United States, Netherlands and Australia have found the incidence of 

neurological disorders to be significantly higher in children with IDD compared to the general 

population (Schieve et al., 2012; Williams et al., 2005; van Schrojenstein Lantman-De Valk, 

Metsemakers, Haveman & Crebolder, 2000). Heslop et al. (2014) found that people with 

intellectual disability in the United Kingdom died at a significantly higher rate from these 

disorders compared to the general population.  

A study from the United Kingdom has found psychiatric/psychological disorders like 

depressive disorders, generalized anxiety disorders and specific phobias to be common in 

children with autism (Salazar et al., 2015). An Australian study has found that people with 

intellectual disability were less like to have depressive disorders compared to the general 

population but were significantly more likely to have psychotic and personality disorders than 

the general population (Howlett, Florio, Xu & Trollor, 2015). Balogh, Hunter and Ouellette-

Kuntz (2005) has also found that schizophrenia accounted for hospital admissions in 10.42% of 

people with intellectual disability in Canada, while depression and anxiety accounted for 6.11% 
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and 1.59% of hospital admissions respectively. A systematic review of literature has indicated 

that it can be difficult to diagnose depression in people with IDD because of diagnostic 

overshadowing and lack of adequate assessment tools for diagnosing depression in people with 

IDD (Scott & Havercamp, 2015). 

In summary, although health systems moderate the extent to which people are affected by 

health conditions in different regions of the world (WHO, 2000; 2008), the literature 

demonstrates that the incidence of several health conditions in children with IDD in different 

parts of the world can be high; in some cases, higher than the general population. Whereas some 

of the studies found in the literature were descriptive case studies of medical profiles of people 

with IDD (including children) (e.g., Balogh, Hunter & Ouellette-Kuntz , 2005; Carrasco et al., 

2005; Karam, 2010; Maatta et al., 2011; Roizen et al., 2014; Wexler et al., 2009; Yam et al., 

2008), others were comparative studies between people with IDD and the general population 

(e.g., Heslop et al., 2014; Schieve et al., 2012; van Schrojenstein Lantman-De Valk, 

Metsemakers, Haveman & Crebolder , 2000; Williams et al., 2005). Some of the studies had 

relatively small sample sizes of at most 150 (e.g., Carrasco et al., 2005; Diene et al., 2010; 

Karam, 2010; Maatta et al., 2011; Wexler et al., 2009; Yam et al., 200). Notably, while studies 

with small sample sizes generally have low external validity (Creswell, 2014; Salkind, 2017), as 

noted by scholars (APA, 2013; Brown & Percy, 2007; WHO, 1992), the findings of such studies 

are significant in rare cases of IDD (e.g., Prader-Willi and Williams syndromes). Other studies 

found in the literature had very large sample sizes of approximately 10,000 and more (Balogh, 

Hunter & Ouellette-Kuntz, 2005; Heslop et al., 2014; Howlett, Florio, Xu & Trollor, 2015; 
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McGrath, Stransky, Cooley & Moeschler, 2011; Schieve et al., 2012; Williams et al., 2005; van 

Schrojenstein Lantman-De Valk, Metsemakers, Haveman & Crebolder, 2000).  

Without limiting the literature search to any particular region of the world, nearly all the 

studies found were from the Western world and one can infer that not much research exists on 

health conditions of children with IDD in developing countries. The nature and course of health 

conditions vary greatly across various regions of the world, primarily on the basis of 

geographical locations (e.g., tropical diseases), cross-cultural differences and resources available 

for health promotion (Murray & Schaller, 2010; Wertheim, Horby & Woodall, 2012). Thus, to 

advance the “global health for all” agenda (United Nations, 2015), it is prudent to research the 

health conditions of children with IDD in developing countries to appropriately inform 

provisions made to address the needs of these children. This dissertation explores common health 

conditions among children with IDD in Ghana as part of its inquiry on access to healthcare for 

children with IDD in this country. Two variables in the Andersen model, namely, need (one of 

the components of population characteristics) and illness-rated purpose (one of the components 

of health behavior) directly explore health conditions (Andersen, 1995) (see Figure 4).  

Factors Contributing to the Incidence of Health Conditions in Children with IDD 

Consistent with the biopsychosocial model (Engel, 1977; 1979; 1980; WHO, 2001b), the 

literature describes biological and psychosocial factors contributing to the incidence of health 

conditions in children with IDD. One of the biological factors is etiology of IDD. Although the 

exact cause of IDD is unknown in many cases (APA, 2013; Brown & Percy, 2007; WHO, 1992), 

etiologies of IDD can be prenatal (e.g., genetic/chromosomal abnormalities, inborn errors of 
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metabolism, maternal disease and teratogens), perinatal (i.e., labor/delivery-related occurrences 

[e.g., prolonged labor, premature birth and birth injuries]) and postnatal (e.g., childhood 

infections, brain injuries and malnutrition) (APA, 2013; Brown & Percy, 2007; Maulick & 

Habour, 2010; McDermott, Durkin, Schupf & Stein, 2007; WHO, 1992). These etiologies can 

negatively impact the development and functions of body organs and systems in children with 

IDD to induce health conditions (McDermott, Durkin, Schupf & Stein, 2007; Taggart & Cousins, 

2014).  

Medication side effects are another biological factor noted in the literature as contributing 

to the high incidence of health conditions in children with IDD. Side effects of medications used 

in managing physiological and behavioral problems associated with IDD (e.g., seizures, 

hyperactive, irritability, aggression and self-injurious behavior) can induce several health 

conditions (Aronson, 2015; De Hert et al., 2011; Gardner & Teehan, 2010; Nanau & Neuman, 

2013). For example, a number of systematic reviews have found that medications such as 

valproic acid, tricyclic antidepressants, and atypical and second-generation antipsychotropics 

cause side effects like hepatotoxicity (i.e., chemical-driven liver damage), neurological toxicity 

(chemical-driven damage to nervous tissue), seizures, pancreatitis, respiratory disorders and 

cardiac disorders (Hurwitz, Blackmore, Williams & Woolfenden, 2012; Nanau & Neuman, 

2013; Politte & McDougle, 2014; Star, Edwards & Choonara, 2014). Despite their potential side 

effects, many medications used in managing the physiological and behavioral problems 

associated with IDD have been found to be effective (Baribeau & Anagnostou, 2014; McQuire, 

Hassiotis, Harrison & Pilling, 2015; Sharma & Shaw 2011). However, scholars caution that the 

use of these medications should be regulated by drug control boards and accompanied by close 
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monitoring and frequent reviews of patients (Aronson, 2015; De Hert et al., 2011; Edelsohn et 

al., 2014; Gardner & Teehan, 2010; Reichenberg & Seligman, 2016). Notably, access to 

healthcare may have a profound impact on the degree to which medication side effects are 

experienced. Children who have poor access to healthcare may have reduced access to these 

medications and consequently, a reduction in the likelihood of experiencing side effects. 

Similarly, children are at increased risk if these medications are administered to them without 

following recommended clinical guidelines and practices (Aronson, 2015; Gardner & Teehan, 

2010; Taylor, Paton & Kapur, 2015).   

In spite of the biological predisposition of children with IDD to several health conditions, 

the literature describes several barriers they face in accessing healthcare. For example, studies 

have found that children with IDD and their families face significant financial barriers to access 

in the Unites States, Turkey, India, Pakistan and the West Bank (Dababnah & Bulson, 2015; 

Juneja, Jain Singhal & Mishra, 2012; Mirza, Tareen, Davidson & Rahman, 2009; Saunders et al., 

2015; Schieve et al., 2012; Sen & Yurtsever, 2007; Zablotsky et al., 2014; Varghese, Grills & 

Mathias, 2015). Studies have also found that children with IDD and their families in rural 

communities in Canada, Australia, India, Pakistan and the West Bank are confronted with 

geographic disparity of health services (Dababnah & Bulson, 2015; Hussain & Tait, 2015; 

Kreitzer, McLaughlin, Elliott & Nicholas, 2016; Mirza,Tareen, Davidson & Rahman, 2009; 

Varghese, Grills & Mathias, 2015). Whereas in Canada, geographic disparity meant that children 

with IDD in rural communities got sporadic services (Kreitzer, McLaughlin, Elliott & Nicholas, 

2016), in Australia, India, Pakistan and the West Bank it meant that families travelled long 

distances to access services for their children in bigger cities (Dababnah & Bulson, 2015; 
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Hussain & Tait, 2015; Mirza, Tareen, Davidson & Rahman, 2009; Varghese, Grills & Mathias, 

2015).  Even when geographic disparity is not a problem, studies from the United Kingdom, the 

United States, Australia and China have found that children with IDD experience delay in care 

within the health system (Heslop et al., 2014; Hussain & Tait, 2015; Lim et al., 2012; Schieve et 

al., 2012). In the case of China, delay in care was due to a shortage of healthcare professionals to 

meet the high demand of services (Lim et al., 2012) and in the case of the United Kingdom and 

the United States, children with IDD experienced marginalization as they experienced 

significantly higher delays within the health system compared to the general population (Heslop 

et al., 2014; Schieve et al., 2012). Families in Canada, Australia and India have indicated that 

they experienced discrimination and attitudinal barriers from healthcare professionals in 

accessing healthcare for their children with IDD (Hussain & Tait, 2015; Kreitzer, McLaughlin, 

Elliott & Nicholas, 2016; Varghese, Grills & Mathias, 2015). Additionally, some healthcare 

professionals in Canada have alleged that some of their colleagues discriminated against patients 

with IDD by avoiding handling cases of patients with IDD (Kreitzer, McLaughlin, Elliott & 

Nicholas, 2016). Some healthcare professionals in the United Kingdom, Ireland and Canada have 

acknowledged that they have insufficient knowledge and skills to address the needs of children 

with IDD (Kreitzer, McLaughlin, Elliott & Nicholas, 2016; Thompson, Linehan, Glynn & Kerr, 

2013). Further, families of children with IDD in Canada, China and Australia perceive that some 

healthcare professionals lacked the necessary knowledge and skills to meet the needs of the 

children (Hussain & Tait, 2015; Lim et al., 2012; Minnes & Steiner, 2009). Despite the apparent 

lack of knowledge and skills among some healthcare professionals in addressing the needs of 

children with IDD, families in the United States, the United Kingdom and Canada have indicated 
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that critical information about the needs of their children they provide to healthcare professionals 

can be overlooked (Buelow, McNelis, Shore & Austin, 2006; Heslop et al., 2014; Lunsky, 

Paquette-Smith, Weiss & Lee, 2015; Marshall, Tanner, Kozyr & Kirby, 2014). On the other 

hand, some families in the United States, the United Kingdom, Ireland, Australia, Canada and 

Pakistan have acknowledged that they have inadequate information about the disability of their 

children (i.e., IDD) and where to locate appropriate services to meet the needs of their children 

(Buelow, McNelis, Shore & Austin 2006; Hussain & Tait, 2015; Thompson, Linehan, Glynn & 

Kerr, 2013; Minnes & Steiner, 2009; Mirza, Tareen, Davidson & Rahman, 2009). Receptive and 

expressive communication deficits associated with IDD (APA, 2013; WHO, 1992) can also have 

negative impact on the ability of children with IDD to articulate health symptoms like pain and 

distress to healthcare professionals or their families for timely actions to be taken (Aston, Breau 

& MacLeod, 2014; Muskat et al., 2015; Thompson, Linehan, Glynn & Kerr, 2013).  

In summary, the literature demonstrates that complex biological and psychosocial factors 

contribute to health conditions in children with IDD. Whereas the contributions of biological 

factors (i.e., etiology of IDD and medication side effects) may be inevitable, the contributions of 

psychosocial factors (i.e., barriers in accessing healthcare) are avoidable through social actions 

that promote equitable access to healthcare for all (e.g., universal health coverage) (Andersen, 

1995; Marmot, 2013; United Nations, 2000; 2015; WHO, 2001b; 2015; WHO & World Bank, 

2011).  However, children with IDD in different regions of the world experience health disparity 

to the detriment of the “global health for all” agenda set by the international community. 

Strikingly, the studies found through the literature search mainly originated from Western 

countries, Asia and the Middle East. Thus, not all the factors contributing to health conditions in 
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children with IDD found in the literature may apply to children with IDD in Ghana and other 

developing nations (e.g., those in Africa). Nevertheless, if there are barriers confronting children 

with IDD in affluent and advanced countries like the United States, Canada, Australia and the 

United Kingdom, it is reasonable to infer that those in developing nations around the world 

might also face barriers, although the nature of the barriers might differ from the ones in Western 

countries. As noted by the WHO and World Bank (2011), research is necessary to understand the 

characteristics of challenges confronting children with IDD in developing countries to provide 

directions to meet the target of the “global health for all” agenda. This dissertation explores the 

challenges confronting children with IDD in accessing healthcare in Accra, Ghana, and also 

explores ways by which the challenges can be overcome. The Andersen model has a plethora of 

variables for gaining insight into challenges confronting children with IDD in accessing 

healthcare in Accra, Ghana. These variables include population characteristics (i.e., socio-

demographic characteristics and health beliefs), enabling resources (i.e., personal/ family 

resources and community resources), healthcare systems (i.e., health policy, resources and health 

system organization) and use of health services (i.e., type of utilization, site, purpose and time 

interval) (Andersen, 1995).  

Health Situation of Children with IDD in Ghana 

In contrast to the proliferation of literature on health issues of children with IDD in other 

regions of the world, only two publications were found on the health situation of children with 

IDD in the Ghana context despite an extensive search for Ghana-specific literature. One of the 

two studies was outdated (Danquah, Morson & Ghanney, 1976) and the other was fairly recent 
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(Bello, Quartey & Appiah, 2013). It is worth acknowledging that a number of studies do exist on 

disability (including IDD) screening tools, identification and prevalence in Ghana (e.g., 

Bornstein & Hendricks, 2013; Biritwum et al., 2001; Gyimah, 2000; Gottlieb, Maenner, Cappa 

& Durkin, 2009; Kelemen et al., 2013); however, they did not examine the health situations of 

children with disabilities. The apparent lack of studies on the health situation of children with 

IDD in Ghana has also been acknowledged by Ghana’s Ministry of Health and the Ministry has 

appealed for research into this venture to inform provisions to better address the needs of 

children with disabilities in the country (Ministry of Health, n.d.). 

The first of the two studies found on the health situation of children with IDD in Ghana 

examined the medical profiles of 101 children with intellectual disability at the Accra Psychiatric 

Hospital to describe the underlying cause of the disability, age of onset, types of previous 

treatment and the neighborhood in which the participants lived (rural or urban) (Danquah, 

Morson & Ghanney, 1976). The findings showed that epilepsy, brain injury, spastic diplegia (i.e., 

cerebral palsy), infection, microcephaly, Down syndrome, psychosis, hyperkinetic disorder, birth 

trauma and schizophrenia were the underlying causes of the disability in the children. The age of 

onset of the disability ranged from birth to at least 13 years. Additionally, 43.56% of the 101 

children had previously received medical treatment, 11.8% had received herbal medication and 

2.97% had received spiritual treatment (i.e., treatment grounded in religious beliefs) before 

attending the Accra Psychiatric Hospital. Lastly, the findings revealed that 62.38% of the 

children lived in urban areas and 32.67% lived in rural areas. This study signifies that children 

with IDD access the Accra Psychiatric Hospital and perhaps other health facilities by virtue of 

the fact that 43.56% of the 101 children whose medical profiles were reviewed had previously 
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received medical treatment before attending the hospital. Interestingly, this study did not 

examine the reason for which the children accessed the Accra Psychiatric Hospital and the 

services they received to provide an understanding of the health needs of the children and how 

those needs were addressed. Further, the basis for which some of the children received previous 

medical treatment before attending the Accra Psychiatric Hospital and the nature of the medical 

treatment received were not explored. Thus, not much can be deduced from this study on the 

health needs of children with IDD in Ghana and what provisions there are in meeting these 

needs.  

With respect to the second study found in the literature on the health situation of children 

with IDD in Ghana, Bello, Quartey and Appiah (2013) screened children (n= 330, age= < 5 

years) accessing a rural community clinic for developmental delays. The findings revealed that 

5.8% and 9.1% of the children had or were at risk of communication delays respectively, 6.7% 

and 8.2% had or were at risk of gross motor skills delays respectively, 9.7% and 13% had or 

were at risk of fine motor skills delays respectively, 10% and 10.6% had or were at risk of delays 

in problem-solving ability respectively, and 12.4% and 14.5% had or were at risk of delays in 

social or personal interaction skills respectively. Although the focal point of this study was 

screening for developmental delays, it also implies that children with IDD were accessing the 

rural community clinic where the screening took place. However, similar to Danquah, Morson 

and Ghanney (1976), this study did not explore the presenting problems of the children to this 

clinic or the type of services and care the children sought after to provide some insight into the 

health needs of the children and how those needs were addressed. This dissertation explores the 

reasons for which children with IDD have had to access healthcare in Ghana and the type of 
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services they accessed to shed light on the health needs of children with IDD and how the 

Ghanaian health system is responding to those needs. 

Purpose Statement of Dissertation and Research Questions 

Addressing both biological and psychosocial health needs of people is the foundation of 

equitable health systems (Andersen, 1995; United Nations, 2000; 2015; WHO, 2001b). Creating 

equitable health systems, therefore, involves many complex factors (e.g., policies, human and 

material resources, health system organization and healthcare financing) (Andersen, 1995; 

Global Forum for Health Research & WHO, 2004; WHO, 2000; 2001b). Since the heartbeat of 

every health system is meeting the health needs of people, all the factors involved in creating 

equitable health systems spring from the needs of people and focus on working for the common 

good of meeting those needs (Sandstorm, Lohman & Bramble, 2003; Global Forum for Health 

Research & WHO, 2004; WHO, 2000). Thus, without a thorough understanding of the needs of 

people, equitable health systems cannot be built. The purpose of this dissertation is to understand 

the health needs of children with IDD in Ghana and the experiences of their caregivers in 

accessing healthcare for them in the country. It uses the Andersen model to explore both 

biological and psychosocial factors underlying the health needs of the children and the 

experiences of their caregivers in accessing healthcare for them. Further, this dissertation 

explores the views of caregivers on how to improve healthcare for children with IDD. The aim is 

to provide policymakers and administrators with direction for critical decision-making and 

policy reforms to improve healthcare for children with IDD and their families in Ghana towards 

the “global health for all” agenda. The following research questions underpin this dissertation:   
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1 What are the health needs of children with IDD in Ghana and the experiences of their 

caregivers in accessing healthcare for them? 

2 How can access to healthcare for children with IDD in Ghana be improved?   
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Chapter 3 

Methods 

This chapter describes the methodological approach used for this study, including 

research design and paradigm, procedures of data collection and analysis, and steps taken to 

ensure rigor and methodological soundness. 

Research Design and Paradigm 

This study is grounded in interpretive description, a form of qualitative inquiry (Thorne, 

2016; Thorne, Kirkham & MacDonald-Emes, 1997). Interpretive description involves describing 

the phenomenon under consideration and critically looking below what has been described to 

discover patterned and thematic insights with the aim of applying the findings to enhancing 

people’s life situations and experiences rather than advancing or building theory (Thorne, 2016).  

Interpretative description offered a medium to best accomplish the objectives of this 

dissertation since the primary aim of the study is not to advance or build theory but to understand 

access to healthcare for children with IDD and to provide policymakers and administrators with 

direction for critical decision-making for improving healthcare for these children in Ghana. 

Specifically, it offered a platform to (a) describe the health needs of children with IDD and the 

experiences of their caregivers in accessing healthcare for them and (b) extrapolate implicit 

patterns and meanings embedded in those needs and experiences to provide an understanding of 

the context within which they occur to inform actions to enhance healthcare for the children.  

As noted by Thorne, Kirkham and O’Flynn-Magee (2004), interpretative description 

presumes that there will be some theoretical knowledge, clinical pattern observation and 
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scientific basis within which all studies of human health and illness phenomena are generated 

and this knowledge must guide the process of data collection, analysis and interpretation of 

findings. Consistent with this presumption, as has already been mentioned in Chapters 1 and 2, 

this dissertation is informed by the biopsychosocial model of health which explains that health is 

the outcome of the dynamic interplay between biological and psychosocial determinants of 

health (Engel, 1977; 1979; 1980; WHO, 2001b). Further, this dissertation uses the Andersen 

model, a framework that vividly delineates the concept of access to healthcare (Andersen, 1995), 

to guide the process of data collection and analysis in order to describe biological and 

psychosocial factors underlying access to healthcare for children with IDD in Accra, Ghana, and 

discover how these factors explicitly or implicitly interact with each other.  

Ethical Considerations 

This study was approved by the Queen’s General Research Ethics Board, Queen’s 

University, Kingston, Ontario, Canada, and the Institute of Statistical, Social and Economic 

Research Ethics Review Committee, University of Ghana, Legon, Accra, Ghana, before data 

collection began (see Appendix A). During data collection, the researcher explained to the 

participants that the purpose of this research was to investigate the health needs of children with 

IDD and the experiences of caregivers in accessing healthcare for the children. The participants 

were provided copies of consent forms printed in English (see Appendix B). The researcher 

explained the consent form to the participants in English (lingua franca of Ghana), Ga or Akan 

(Twi) languages (two languages spoken in Ghana). The researcher reminded the participants 

before interviews began that their participation was voluntary and that they were free to 
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withdraw their consent at any point during interview sessions. Further, the researcher reminded 

the participants that although it would be greatly appreciated that they responded to the interview 

questions as frankly as possible, they were not obliged to answer any question that they found 

objectionable or invoked feelings of discomfort in them.  

A frequent question that the participants asked concerned what the researcher was going 

to use their responses for. The researcher explained to them that their responses would be used in 

a dissertation the researcher is undertaking for his doctorate. Additionally, the researcher 

explained that their responses might be published in scientific journals or presented at scientific 

conferences. However, under no circumstances would individual confidentiality be breached. 

The researcher noted that any information that had the potential to identify any participant to any 

audience (e.g., names of participants/their children, names of the health facilities they accessed 

or the healthcare professionals who attended to their children) would be excluded from such 

presentations.  

To protect the confidentiality of participants, audio files and transcription were safely 

stored on an encrypted external hard drive. There were no hardcopies of individual transcripts.  

Other than transcribers who signed a confidentiality agreement (see Appendix C) and members 

of the researcher’s dissertation advisory committee, the research data were not made available to 

anyone else. The actual names of the participants were also replaced with pseudonyms during 

presentations of the research findings and any other information that had the potential to identify 

any of the participants to any audience was excluded from such presentations. 

All the participants voluntarily gave oral consent to participate in this research except for 

two participants who voluntarily opted to sign their consent forms. A post-interview interaction 
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ensued between the researcher and the participants at the end of interview sessions and the 

researcher used this as an opportunity to reaffirm the promises of confidentiality to the 

participants and reassure them that their responses were relevant to this study.    

Data Collection Site  

Accra was the site of data collection. As the capital city of Ghana, Accra is endowed with 

a substantial number of health facilities, including the most renowned ones in the country. Given 

that not much research exists in the literature on access to healthcare for children with IDD in 

Ghana, Accra offered a medium to understand how children with IDD are accessing healthcare 

in the context of the pinnacle of healthcare in the country. Further, as a multicultural city, Accra 

offered an ethnically and racially diverse pool from which to draw caregivers of children with 

IDD. It is estimated that Ghana’s population is 24,658,823, out of which 16% resides in Accra 

(Ghana Statistical Service, 2012).  

Sampling 

The purposeful sampling method was used in recruiting participants for this study. The 

purposeful sampling method allows researchers to strategically recruit participants with certain 

desirable characteristics of importance to the research enterprise (Creswell, 2014; Thorne, 2016). 

In alignment with the purpose of this dissertation, the sample comprised caregivers of children 

with IDD. To be included in the sample, a participant needed to meet the following criteria: (a) 

be willing and able to participate in data gathering interviews for this dissertation, (b) be a 

caregiver fully responsible for the daily needs and upkeep of a child with IDD, (c) be able to 

present proof that the child has been diagnosed with IDD (or at least global developmental delay) 
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by an appropriate healthcare professional (e.g., a physician, psychiatrist and clinical 

psychologist) and (d) the child of the participant must not be older than 18 years. Anyone who 

did not meet the inclusion criteria above was excluded from the sample.  

The researcher sampled as many eligible participants (n=25) as the time frame available 

for data collection (mid-June to end of August 2015) and the resources available for data 

collection allowed. Thorne (2016) indicates that since the primary focus of interpretative 

description is to provide a detailed and authentic articulation of what is learned through the 

research enterprise rather than to attain saturation, interpretative description can be conducted on 

samples of almost any size. Data saturation (i.e., information redundancy) may be reached during 

data analysis. However, Thorne (2016) argues that theoretical saturation (i.e., the point at which 

the phenomenon under investigation has come to a sufficient comprehensive end that fully 

captures its complexity and variations in all possible occurrences) is impossible to attain in 

applied health research. Since experiences of health phenomena are fluid, there is always a 

possibility that new variations can emerge outside the scope of the research enterprise (Thorne, 

2016).   

Participant Recruitment Strategy 

As a Ghanaian trained clinical psychologist with past experience working with children 

with IDD and their families in Ghana, the researcher used his existing contacts with colleagues 

and key organizations working with children with IDD and their families in Ghana to assist in 

participant recruitment. These key contacts voluntarily introduced the researcher to caregivers of 

children with IDD, assisted in disseminating letters of information about this study to caregivers 
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of children with IDD (see Appendix D) and provided the researcher the contact information of 

interested participants. Through these helpers, known as insiders by Thorne (2016), the 

researcher was able to gain access to and trust of caregivers of children with IDD more rapidly.  

Data Collection  

Semi-structured interviews were the primary means by which data were collected. As 

Thorne (2016) and Brinkmann and Kvale (2015) recommend, semi-structured interviews offered 

an avenue to tap the distant and recent past experiences of caregivers in accessing healthcare for 

their children with IDD, find out from them what the health needs of the children were and take 

their recommendations on improving healthcare for the children. These interviews allowed the 

researcher to delve deeply into the main issues of concern to this dissertation through interactive 

open-ended questioning interwoven with follow-up probes with the participants in a 

conversational fashion guided by an interview protocol. The researcher determined that it was 

not feasible to observe how children with IDD were accessing healthcare in health facilities 

because it was not guaranteed that the children would be in need of healthcare and for that matter 

be accessing healthcare in real time during data collection.   

Interview protocol. Similar to Thomas et al. (2007)  who used the Andersen model to 

develop semi-structured interviews in their study on family characteristics associated with use of 

health and developmental services for children with autism in the United States, this study used 

the Andersen model to develop the interview protocol used in data collection (see Appendix E). 

The protocol explored as many variables in the Andersen model as possible. Notably, the 

researcher determined that caregivers were not in a position to provide a holistic view of 
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healthcare systems (i.e., health policy, resources available to health facilities and health system 

organization) and external environment (e.g., how the government supports the health sector). 

Nonetheless, the experiences of caregivers explored under health behavior, particularly use of 

health services, captures how they gained entry into the system in the respective health facilities 

they accessed for their children (i.e., entry) and what happened to the children after entering the 

system (i.e., structure) to shed light on the health system organization component of the 

Andersen model. Further, although the caregivers may not readily have known of policy 

provisions, their experiences explored through various components of the Andersen model (e.g., 

enabling resources and use of health services) provide insight into the extent to which children 

with IDD are benefitting from Ghana’s policy commitment on the international front to provide 

healthcare for all.  

To strengthen the reliability and validity of the protocol, as Salkind (2017) recommends, 

the protocol passed through a series of stringent academic reviews performed by the dissertation 

advisory committee of the researcher before being used for data collection. Additionally, it was 

piloted on three Ghanaian graduate students in Canada before fieldwork and three special 

educators who worked closely with children with IDD and their families on arrival in Ghana. All 

the participants on which the protocol was piloted provided responses that addressed the intent of 

the questions on the protocol. These participants also provided useful feedback on how to 

rephrase some of the questions to enhance clarity within the Ghanaian context and their feedback 

was incorporated into the ultimate version of the protocol used in fieldwork. The researcher also 

adjusted the questions on the protocol during administration to facilitate better understanding for 
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participants any time he sensed the likelihood that the participants may not have understood the 

questions based on their responses during interview sessions. 

Procedure. The total number of interviews conducted was 24, out of which one involved 

both parents of the child. Apart from one participant who opted for a telephone interview, all the 

participants opted for face-to-face interviews. The date, time and location of the interviews were 

jointly set by the researcher and the participants. Sometimes, interviews took place in the homes 

of participants and other times, they took place in any safe public place of the participants’ 

choice.  

All the interviews were conducted by the researcher. The researcher engaged the 

participants in an informal pre-interview interaction to allow the participants to get to know more 

about this study and the researcher to build interviewee trust as Brinkmann and Kvale (2015) 

recommend. This pre-interview interaction offered participants an opportunity to seek 

clarification on any aspect of the research before interviews began. Additionally, it offered the 

participants an opportunity to provide proof (e.g., medical report of diagnosis and school 

placement assessment report) that their children have been diagnosed with IDD (or at least global 

developmental delay) by an appropriate healthcare professional (e.g., a physician, psychiatrist 

and clinical psychologist) to increase the confidence that the researcher was interviewing 

participants of relevance to this dissertation. The researcher used this pre-interview interaction as 

an opportunity to explain the consent form to the participants before interviews began and their 

consent to participate in this research was formally taken during this time. All the participants 

voluntarily consented to have their responses recorded in audio format and thus, all the 

interviews were audio recorded. 
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The main interviews followed the pre-interview interaction. This comprised a series of 

questions guided by the interview protocol to garner the experiences of caregivers in accessing 

healthcare for their children with IDD, find out what the health needs of the children were and 

take their recommendations on improving healthcare for the children. All the participants 

voluntarily opted for English as the language for conducting the interviews. However, it was 

common for them to interject their responses with one or two expressions from Ga or Akan 

(Twi) languages. Six interviews were between approximately 35 minutes and 53 minutes long 

and the remaining 18 were at least 1 hour long each, with the longest being approximately 1 hour 

30 minutes.  

As Brinkmann and Kvale (2015) recommend, the researcher engaged the participants in 

an informal post-interview interaction when the main interviews came to a close to debrief and 

thank the participants for their responses, time and to reassure them that their responses were 

relevant to this study. The researcher used this opportunity to reaffirm the promises of 

confidentiality to the participants. The post-interview interaction also offered the participants an 

opportunity to seek further clarifications about the research, give their general comments on the 

conduct of the interviews and share any advice they had for the researcher. Post-interview 

interaction generally happened off recording. However, in some cases, the participants provided 

additional information relevant to understanding access to healthcare for children with IDD in 

Ghana that the researcher asked the participants permission to record portions of the post-

interview interaction and they granted it.  



46 
 

 

 

Data Analysis  

Interpretive description borrows constant comparison from grounded theory to 

analytically uncover recurring ideas and thematic patterns within data to provide a thorough 

understanding of the phenomenon under investigation (Thorne, 2000; 2016; Thorne, Kirkham & 

O’Flynn-Magee, 2004). The researcher therefore used constant comparison to analyze the 

responses of caregivers on the various aspects of the Andersen model the interview protocol 

explored to understand (a) the health needs of children with IDD, (b) the experiences of 

caregivers in accessing healthcare for the children and (c) caregivers’ suggestions for improving 

healthcare for the children.  

Constant comparison involves taking one portion of data and examining it against another 

portion of data both within and across the whole data to determine conceptual differences and 

similarities within the data (Charmaz, 2014; Corbin & Strauss, 2014; Glaser & Strauss, 1967). In 

this analytical method, researchers engage with the data by describing the data and applying their 

analytical lenses to discern implicit meanings and patterns embedded in the data (Charmaz, 

2014; Thorne, 2016). Constant comparison comprises constant cycling between two major 

processes  initial coding and focused coding (Charmaz, 2014). Initial coding involves studying 

fragments of data closely for their analytic import and focused coding involves concentrating on 

what the researcher defines as the most useful initial codes and using them to synthesize and 

conceptualize large amounts of data (Charmaz, 2014).  

As is typical with interpretative description (Thorne, 2016; Thorne, Kirkham & O’Flynn-

Magee, 2004), data collection and data analysis happened simultaneously in this study. Interview 

transcription began during fieldwork and transcripts were uploaded into NVivo 10 – a qualitative 
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data management and analysis software. Following the recommendations of Charmaz (2014), 

initial coding was done through line-by-line coding of every unit of idea (both explicit and 

implicit) in the transcripts. This was followed by focused coding and it involved synthesizing 

initial codes to generate emerging themes from the data on the health needs of children with 

IDD, experiences of their caregivers in accessing healthcare for the children and 

recommendations from caregivers on improving healthcare for the children. As Charmaz (2014) 

recommends, the analysis involved several cycling between initial coding and focused coding 

during fieldwork and at the end of fieldwork. Further, the researcher tested emerging themes 

from older interviews in new interviews and fresh insight from new interviews added new 

perspectives to emerging themes.  

Rigor and Methodological Soundness  

To ensure rigor and methodological soundness, the researcher took steps throughout the 

process of data collection and analysis to enhance qualitative reliability and qualitative validity 

(Creswell, 2014; Gibbs, 2007). These steps are detailed below.  

Qualitative reliability. Two strategies recommended by Gibbs (2007) for enhancing 

qualitative reliability were implemented. First, the researcher cross checked all interview 

transcripts with their respective audio files for accuracy at least once. Second, a Ghanaian 

graduate student who doubled as a research assistant during data collection and analysis 

independently analyzed about 20% of the data for comparison with the emerging findings of the 

researcher. As Creswell (2014) recommends, the researcher and this research assistant held a 

conference to discuss, compare and contrast the emerging findings they derived from the data 
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and not much discrepancy existed between the two independent analyses. An example of the 

discrepancies that emerged was the interpretation of what the participants meant by “sick or 

sickness” as the literal translation in many Ghanaian languages can mean “illness” or 

“disability”. Both the researcher and his research assistant critically discussed the context within 

which the discrepancies occurred and the researcher tested the discrepancies on subsequent 

interviews to assess the extent to which the rest of the participants shared those views (i.e., 

member-checking).  

Qualitative validity. The means by which qualitative validity, also known as credibility 

or trustworthiness, was established in this dissertation are described below. 

Memo-writing. As recommended by Charmaz (2014), the researcher wrote field and 

analytical memos to keep a record of methodological dilemmas, directions and decisions 

throughout data collection and analysis. He documented events he perceived influenced the 

course of the interviews and responses of the participants during data collection (e.g., 

characteristics of interview venue, nonverbal communications, researcher or participants’ fatigue 

and sources of intimidation) and this information was taken into consideration during data 

analysis to minimize misinterpretations. The researcher also kept a record of key decisions made 

in the process of data collection and analysis (e.g., correction of grammar errors in participants’ 

responses and replacing one pronoun with a noun where necessary if two similar pronouns in a 

phrase represented two different people or contexts to improve readability and clarity). Further, 

he kept a record of his gut reactions during data analysis and what he perceived to be happening 

in the data (e.g., connections and gaps). An example of the researcher’s gut reaction was being 

furious about why some healthcare professionals could not work around the children’s 
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behavioral problems to adequately address the needs of the children but acted in ways that could 

compromise the children’s health (e.g., denying the children certain treatment). However, the 

researcher also acknowledged that the data did not provide adequate information about the 

resources available to healthcare professionals to better deal with the situation.  

Reflexivity. As recommended by Lincoln and Guba (1985), the researcher used 

introspection to identify and bracket three key potential sources of researcher’s bias to prevent 

them from distorting the integrity of this dissertation. First, as mentioned in Chapter 1, the 

researcher is Ghanaian and has past working experience with children with IDD and their 

families in Ghana. The researcher noted in a journal that this could be a source of bias during 

data collection and analysis, especially in the case where he expects the participants’ responses 

to confirm his presumptions based on his past experiences with the Ghanaian culture and 

children with IDD and their families in the country. At the other end of the spectrum, as 

highlighted by Thorne (2016) regarding the advantages of insider’s perspectives to the research 

enterprise, the researcher’s familiarity with the culture and children with IDD in Ghana (i.e., 

insider’s perspective) was helpful in providing a contextual understanding of data to enhance 

qualitative validity. As recommended by Lincoln and Guba (1985), the researcher constantly 

engaged in introspection during data collection and analysis to minimize the threats posed by this 

insider’s perspective to the integrity of this dissertation. Further, as recommended by Creswell 

and Miller (2000) and Charmaz (2014), he used journaling to help him bracket his biases to 

allow the participants to speak from their true experiences during data collection and to allow the 

research findings to emerge from the raw data during analysis.  
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Second, as a doctoral student in Canada who had not returned to Ghana until data 

collection (i.e., outsider’s perspective), the researcher kept in mind throughout data collection 

and analysis that the Ghanaian culture as he knew it before he left Ghana might have changed. 

Further, his acculturation into the Canadian culture could distort his perspectives about the 

Ghanaian culture and life for children with IDD to misguide the process of data collection and 

analysis. As noted by Thorne (2016) with respect to the benefits of outsider’s perspective to the 

research enterprise, this outsider’s perspective had the advantages of minimizing biases arising 

from the researcher’s familiarity with Ghanaian culture and children with IDD in Ghana to 

strengthen the process of data collection and analysis. As recommended by Creswell and Miller 

(2000) and Charmaz (2014), the researcher constantly engaged in introspection during data 

collection and analysis to minimize the threats posed by this outsider’s perspective to the 

integrity of this dissertation. For example, the researcher used journaling to help him bracket his 

knowledge about the services and resources available to children with IDD in Canada from 

clouding his judgments on services and resources for children with IDD in Ghana.    

Finally, the researcher has never been a parent or foster parent of a child with IDD 

(another outsider’s perspective). Thus, there is a looming possibility that he might not grasp the 

fullest depth of the experiences of the participants to accurately make sense of the data in spite of 

his past working experiences with children with IDD and their families in Ghana. As 

recommended by Patton (2015), the researcher used member-checking to minimize the potential 

threat of this bias to the credibility of this dissertation. 

Member-checking. As recommended by Patton (2015), the researcher intermittently 

paraphrased and summarized participants’ responses to them during interview sessions to verify 
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that the way he understood the participants’ responses was accurate and reflective of the true 

intent of the participants. Further, the researcher tested emerging themes from older interviews in 

subsequent interview sessions during data collection to verify the extent to which those themes 

resonated with the experiences of new participants. The researcher also presented the preliminary 

research findings to a cross section of the participants (14 out of 25) at the end of data collection 

to assess the extent to which the findings accurately represented their views. These participants 

unanimously agreed that the emerging findings reflected their views on the health needs of their 

children with IDD, their experiences in accessing healthcare for the children and their 

recommendations for improving healthcare for the children.  

Triangulation. As recommended by Patton (2015), the researcher gathered data from 

caregivers of children with IDD of diverse backgrounds. These caregivers lived in different 

suburbs of Accra and had experiences in accessing healthcare for their children in several health 

facilities across the city. Further, although they were residents of Accra, they were indigenes of 

nine out of the ten regions of Ghana. Despite the concerted efforts of the researcher to strike 

gender balance during participant recruitment, the sample was predominantly females due to 

their availability and willingness to participate in this research. While it is acknowledged that 

this gender disparity can be a source of bias (Salkind, 2017), globally, females are the 

predominant caregivers of children with IDD (UNICEF, 2013; WHO & World Bank, 2011). The 

gender of the caregivers’ children was evenly distributed between males and females and the 

ages of the children were almost fairly distributed between 3 and 18 years.   

Peer-debriefing. Given that this dissertation was an academic exercise, the process of 

data collection and analysis as well as the written report was overseen by the researcher’s 
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academic committee members and passed through several stringent academic reviews to ensure 

that the final product was of high scientific quality as recommended by Patton (2015) and 

Creswell and Miller (2000).   
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Chapter 4 

Findings 

The findings of this study have been organized in five main sections. First, the socio-

demographic characteristics of the participants are presented. Second, the health conditions and 

needs of children with IDD are presented. Third, experiences of caregivers in accessing 

healthcare for children with IDD are presented. Next, resources at the disposal of caregivers 

which facilitated or impeded actual use of health services are presented. Finally, perspectives of 

caregivers on how to improve healthcare for children with IDD are presented.  

Socio-demographic Characteristics of Participants 

Tables 1 and 2 outline the socio-demographic characteristics of the caregivers who 

participated in this study and their children. 

Table 1: Socio-demographic characteristics of caregivers 

Demographic and social characteristics Number of 

participants (n=25) 

   Gender Male 4 

Female
a
 21 

   
Marital status Never married 1 

Married 21 

Divorced/separated 1 

Widowed 2 
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Highest Education Primary 2 

Secondary 5 

Post-secondary 14 

Unknown  4 

   
Employment status Employed 19 

Unemployed
b
 5 

Retirement 1 

   
Number of people in household 2-4 7 

 5-9 12 

 10 1 

 17 1 

 > 60
c
 3 

 Unknown   1 

Relationship with the children Biological parent 22 

Foster parent
c
  3

 

Note. 
a 
One female caregiver was co-interviewed with her husband. 

b 
Two caregivers who were 

unemployed reported that their spouses were employed and two others mentioned that they 

occasionally run their own business or do short-term contract jobs. 
c 
These were caregivers 

recruited from a residential facility for children with IDD.  
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Table 2: Demographic characteristics of caregivers’ children
a
 

Demographic Characteristics Gender distribution Total number of 

children (n=22) 

Male 

(n=11) 

Female 

(n=11) 

     Type of IDD Intellectual disability (not comorbid 

with other specified disabilities or 

genetic syndromes) 

1 1 2 

 Down syndrome 1 2 3 

 Autism 4 5 9 

 Cerebral palsy (with cognitive 

impairment) 

2 1 3 

 Seizure disorders 2 3 5
b
 

 Global developmental delay 1 - 1 

     Age range 

(years) 

3-6 4 2 6 

7-10 4 1 5 

 11-14 2 6 8 

 15-18 1 2 3 

Note. 
a 
This summary excludes children in the care of three caregivers that were recruited from a 

residential facility for children with IDD. One of the caregivers from this facility reported that 

she had 33 females between ages 7 and 42 years in her care and another revealed that she had 30 

males between ages 9 and 25 years in her care. The third caregiver was an administrator of the 

facility. 
b
 One child with seizure disorders also has cerebral palsy.  
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Health Conditions and Needs of Children with IDD  

Caregivers reported several health conditions and needs of their children with IDD. These 

included: dental care (e.g., tooth extraction), gastrointestinal problems (e.g., constipation, celiac, 

cholera, persistent vomiting and appendicitis), cardiovascular problems (e.g., hole in heart), 

vision problems, hearing problems (e.g., otitis media and hearing loss), respiratory problems 

(e.g., tuberculosis and unknown breathing problems), orthopedic problems (e.g., arthritis), 

neurological problems (e.g., seizures), poisoning, injuries, typhoid, itchy buttocks, fever, 

headache, malaria, suspected urinary tract infection, yeast infection and disability management 

(including medical reviews and therapeutic services like physiotherapy and speech therapy).  

Symptoms that alerted caregivers that their children might be sick included identifying 

high temperature, loss of appetite, excessive sleep, unusual calmness and quietness (especially in 

the case of hyperactive children), vomiting and diarrhea. Caregivers also explained that children 

who were verbal sometimes verbalized feelings of discomfort and children who were nonverbal 

used nonverbal communication to express feelings of discomfort. For example, one of the 

caregivers whose children were verbal reported:   

 [Name of child] will shout “eti, eti, eti, [head, head, head]” and then you will 

know he is having headache or he’s not well (Pt K). 

One of the caregivers whose children were nonverbal explained: 

If he has headache, he will take your hand and put it on his head and maybe keep 

pressing  it’s just to let you know that he has headache (Pt E). 

Immediate actions taken by caregivers to address the health needs. Most caregivers 

reported that they self-prescribed medications for their children at the initial stages when they 
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noticed that the children were not feeling well and went to the hospital if the children did not get 

better after two or three days of taking the medications. Based on their interpretations of what the 

symptoms might mean, the medications caregivers prescribed for their children included: 

antibiotics, pain killers, antacids, deworming drugs, malaria drugs and cough mixtures. Several 

caregivers revealed that they followed their instinct or consulted a pharmacist to interpret what 

the symptoms their children were having might represent before they prescribed for the children. 

One of them recalled: 

If we treat him for 2-3 days and we see improvement then we leave him . . . we 

were treating malaria but it wasn’t going anywhere so we took him to the hospital, 

they did lab tests and realized that his white blood cells were a bit high so that one 

they realized there was an infection somewhere (Pt E). 

A few caregivers resorted to the internet to interpret the symptoms before prescribing for the 

children. One of them reported: 

I just go on the internet put in the symptoms and then do my own diagnosis most 

of the time. If I find out it’s something serious I will go to the hospital. But if it is 

just malaria and I have to get her a tablet, I just check the tablet online and then 

give it to her (Pt L). 

Several caregivers explained that they prescribed for the children because of difficulties 

they experienced in managing the behavior problems of the children at the hospital. One of them 

revealed: 

I will be frank; it’s not always the case that I take him to the hospital. At times, I 

buy medicine from the pharmacist for him. [This is because] he won’t sit at one 
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place at all when we go to the hospital; he doesn’t want to sit [still]. So we will be 

roaming about in the hospital for a very long time and if I am lucky and he sleeps 

then I have to carry this heavy boy on my back, I can’t stand up if I want to get up 

[from my seat]. It’s not easy. By the time we get back home, I will be sick (Pt B). 

A few caregivers reported that they desisted from self-prescribing medication for their 

children but took the children to the hospital when they observed that the children might be sick. 

While some of these caregivers reported taking the children to the hospital as soon as possible, 

others revealed that they waited for the symptoms to persist for a while before going to the 

hospital. One of the caregivers who went to the hospital as soon as possible explained:  

Any time I see that they don’t feel like eating in the morning and in the evening 

too, they don’t feel like eating, I rush them to the hospital the following day 

because I get afraid that if they don’t eat their sickness [convulsion] can come (Pt 

S). 

One of those who waited for the symptoms to persist for a while stated: 

I wait for like one week before I take her to the clinic. I don’t do anything to her, I 

just monitor her. If after one week her head is still hot and her nose is running 

then I have to take her to the hospital. At times, if she is sick she will be playing 

so maybe I will think it is normal [not anything serious], she will be okay. Then at 

night her body will be hot but in the morning she starts playing again. So I don’t 

take her [to the hospital] unless I see that her body temperature is very high . . . if 

I sit in public transport, the way the girl will behave, people will start looking at 

you and if you go to the hospital too, the way she will behave, people will start 
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looking at you there. So if I think of all these things, then I say to myself “oh the 

sickness will go, let her sit in the house” (Pt J).  

Experiences of Caregivers in the Actual Use of Health Services to Address the Needs of 

their Children  

All but two of the 25 caregivers interviewed in this study revealed that they had accessed 

healthcare for their children at least once within 6 months prior to participating in this study. 

Most of the experiences caregivers described on actual use of health services involved primary 

healthcare (including vision, auditory and dental care) and the rest of the experiences involved 

accessing developmental services like physiotherapy and speech therapy. Almost all the 

caregivers had accessed public health facilities in Ghana (e.g., district hospitals, sub-district 

health facilities and teaching hospitals) for their children. Several of them had also accessed 

private, mission or quasi-health facilities for the children.  

Choice of health facility. Caregivers indicated that they normally did not patronize 

health facilities closest to their residence. One reason they gave for this was a long-term 

established relationship with the health facilities they preferred to access. One of them stated:  

[Hospital A] is where she normally goes; unless it is an emergency then I will 

look for a private clinic around before I finally take her to [Hospital A]. I have a 

letter on my folder at [Hospital A] that shows that this patient is long term and she 

will be coming on checkups for a very long time, anytime I go there I will be 

attended to (Pt R). 
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Another reason had to do with perceived severity of the symptoms of illness the children were 

having and confidence in the quality of services provided at the health facilities nearest to their 

residence versus the facilities they preferred to access. One of them explained: 

Normally, before you notice something wrong with the child, maybe the thing 

[illness] would have gone far, so I have to take her to a very big hospital, not the 

one in my neighborhood (Pt D).  

Some caregivers also explained that they had private health insurance coverage for their children 

which could only be used in designated health facilities.  

All the caregivers indicated that the health facilities they accessed provided adequate 

services to respond to the health needs of the children on many occasions. Most caregivers 

revealed that they moved from one department to another within the same health facilities for 

services without much support from the health system and sometimes, they went outside the 

health facility (including renowned ones) on their own to get services requested by the healthcare 

professionals caring for the children. One caregiver described her experience on laboratory 

testing for her child in the following excerpt: 

You go to the lab to take the containers for the samples, you come back to the 

ward then the doctors do the sample taking. Afterward, the doctors give the 

samples to you to send back to the lab. The lab folks take the samples and give 

you a receipt so that you have something to collect your labs with when the 

results are ready. Then you pick up the results when they are ready and send them 

to the doctor . . . [name of hospital’s] lab is not doing certain labs so you have to 
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go look for a private lab outside [name of hospital] to get those labs done for you 

(Pt G). 

Another caregiver recalled: 

The doctor said I should go and buy bandage or something [they needed for 

treatment]. I didn’t get some at [name of hospital accessed]. So I went to town to 

get it but many pharmacies did not have it. I eventually found one to buy and it 

was very expensive (Pt X). 

Further, several caregivers highlighted that sometimes they had to move across health facilities 

(including renowned ones) before they found solutions to meet their children’s needs. One of 

them whose child had a condition in the ear recounted: 

I took him to one hospital. They looked into his ear and then they kept telling me 

that he has an infection in the ear. We were put on antibiotics for almost 6 months 

but I wasn’t seeing any improvement. So I took him to a different hospital and 

they were able to tell me that he has suppurative otitis media. And that place too, 

over 6 months they were giving us medications but I realized I wasn’t getting any 

results. I read a lot from the internet and I knew that for such a diagnosis 

[suppurative otitis media], you need to do surgery but I kept on going to this 

different hospital and they were still giving us antibiotics although they were able 

to diagnose [accurately] which the first hospital wasn’t able to do. So I went back 

to the first hospital and I told them that this is the diagnosis I have gotten 

[elsewhere], they can look and check. So they looked into it, checked and booked 

the surgery (Pt A). 
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The following excerpt suggests that some of the infrastructure at some of the health facilities 

caregivers accessed was in poor conditions: 

After the surgery, [name of child] was on the stretcher and we brought him with 

the ambulance [from the theater to the recovery ward]. We had about 4 or 5 kids 

in a small ambulance with no AC and everything [paramedic equipment]. My 

child couldn’t sit so he had to be on the stretcher. The other kids were with their 

parents in the ambulance too. My child and I sat in the ambulance for a while 

before they brought in the other children and their parents. We brought him with 

the ambulance [from the theater] and they had to carry him on the stairs like that 

[on a stretcher to the recovery ward], the elevator wasn’t working (Pt E). 

A few caregivers reported that the services they got for their children at the health facility 

they accessed were delivered in a seamless fashion. One of them recalled:  

His blood was taken [for laboratory testing] before we went to see the doctor. 

When the lab result arrived, the medicine they had to administer also came with it 

(Pt T). 

Entering the health system. Caregivers reported that they went through the formalities 

of preparing a hospital entry card and folder when they accessed a health facility for the first 

time. If they had been to the facility in the past, they submitted their copy of the hospital card to 

the front desk for the records of their children to be retrieved after which they were processed to 

see a physician. A few caregivers reported that although they gained entry into the system in 

some health facilities, their children were not attended to due to unavailability of a physician or 

because their children were noncompliant at the time they were being processed to see a 
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physician. One of those who indicated that their children were not attended to because of 

unavailability of a physician recounted:   

The doctor we met told us that he came for night shift so we have to wait for the 

one coming for morning shift to report . . . for about two hours, we were still 

waiting and nobody did anything for us. They only took his temperature and we 

just kept waiting. So we took his folder out and we went to a different hospital (Pt 

A).  

One of the caregivers whose children were not attended to on the basis of the children’s 

noncompliance with entry processing formalities stated: 

They needed to take her temperature and she wouldn’t allow them to touch her. 

And so the woman [nurse] said that she will not allow us to see the doctor without 

having her temperature taken. So we just left, we had to leave there without being 

attended to (Pt M). 

At the facilities where their children were seen by a physician, caregivers reported that 

the waiting time to see the physician was normally between 30 minutes and 2 hours for 

nonemergency cases. Some caregivers revealed that they got faster services sometimes because 

they depended on their social connections to make that arrangement or some hospital staff gave 

the children priority for rapid care when the caregivers informed those staff about the disabilities 

of the children. One of those who got assistance from their social connections explained: 

We have some friends at the hospital; they are people who know that she has been 

coming there often. So when they see her, they will call her and attend [to her 
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quickly]. [However], when we are not lucky to meet those that know her then it 

means that we have to be in a queue till it gets to our turn (Pt V). 

One of those who reported that some hospital staff gave the children priority for rapid care upon 

learning about the children’s disabilities recalled: 

I told the nurses that my daughter has autism so they didn’t let me join the queue. 

They just did everything fast for me to see the doctor. [On the contrary,] if you go 

to some hospitals and if the nurses see the way the child is behaving [behavior 

problems] and you talk to them, they will tell you that they can’t help you, you 

need to join the queue (Pt D). 

In contrast to getting faster services sometimes, caregivers mentioned that they have had to wait 

several hours for services on many occasions. One of them recounted: 

I went there in the morning, around 7-7:30am and I was there until maybe 4:30pm 

before the doctor came to see us  from morning until 4:30 in the afternoon (Pt 

B). 

Caregivers provided a number of rationales to account for why they waited so long for services. 

First, they suspected that other healthcare seekers with stronger social connections were unfairly 

given priority to the disadvantage of caregivers and their children. One of them noted: 

I was there around 3pm. When I got there, they told me I have about two people in 

front of me and the two people became like ten by the time the doctor came at 

7pm. That’s Ghana [for you]! Because you will be the first to be at the hospital; 

they will tell you you are the first on the list when you get there but by the time the 
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doctor starts consulting, 20 people are already in front of you, people who came to 

the hospital after you (Pt H). 

Caregivers also reported that some healthcare professionals allowed other healthcare seekers to 

bypass caregivers and their children in accessing services because those healthcare professionals 

claimed that it takes a lot more time to attend to children with IDD. One caregiver revealed:  

The nurses started calling some people who came after me to see the doctor first 

before calling me. So I ask the nurses why and they told me “you have to wait, 

your children are like this [have IDD], the doctor has to have time for your 

children and that’s why we are calling other people first before calling you”. But I 

went there early because I wanted to be the first to be seen (Pt S). 

Further, caregivers revealed that the number of healthcare professionals at the facilities they 

accessed was inadequate to meet the number of patients demanding services. One of them 

explained: 

At times, you will have only one doctor attending to patients for a very long time 

before others joined. And the patients are plenty so by the time they see you, you 

[would have waited for a long time] (Pt B). 

Another stated: 

We have few neuro-pediatricians serving a huge population of children with 

special needs in the country. They won’t be able to see everyone who needs their 

services; it’s just not possible (Pt M).  
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Caregivers revealed that they experienced challenges managing the behavioral problems 

of their children while they waited for services. The challenges included dealing with 

hyperactivity, screaming and excessive crying. One of them explained: 

When you are waiting the children would be worrying you. They don’t sit down 

[at one place], some of them will be shouting, some of them will be crying. You 

will not be happy (Pt S). 

Caregivers noted that they normally received no assistance from the hospital to manage the 

behavioral problems of the children but acknowledged that sometimes, the hospital staff attended 

to the children as quickly as possible when the staff noticed that the behavioral problems of the 

children were likely to escalate. One of them stated: 

You don’t get any support [from the hospital]. If you are not able to handle the 

child’s behavior, then it is your own problem   nobody is going to support you. 

It’s up to you to know how to handle the child. At times, I will even leave before 

the doctor called us (Pt B). 

Another caregiver recalled: 

We had been in the hospital for more than two hours. We had walked around 

because my daughter gets worked up  you can’t just sit down doing nothing. 

When we came back [to the waiting room], it was obvious she was getting 

agitated but when the nurse realized that it’s likely she was going to have a 

meltdown the nurse quickly let us see the doctor (Pt O). 

Caregivers indicated that the behavior problems of the children made other healthcare seekers 

stare at them out of curiosity. One caregiver explained: 
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When you see my daughter you wouldn’t know she has autism. She looks okay; 

there is nothing to tell she has autism. So when she is acting up [behavioral 

problems], people look at her and say that she is too old to be behaving like that  

to be screaming and doing all that. So they will just be looking at you, staring (Pt 

L). 

Another pointed out: 

A lot of people just look at you and wonder why this girl’s condition should be 

like that. They don’t have any idea about what is happening. I am sure if they are 

given the chance they will even come to you and find out what is actually 

happening to the child (Pt R). 

Caregivers also perceived that other healthcare seekers thought that the children were harmful 

when the children were hyperactive. One caregiver recounted: 

He was gidigidi [hyperactive], and so those around, you know, thought that if he 

came near he was coming to hit them or something (Pt B). 

Caregivers revealed that they ignored attitudes they considered problematic from people toward 

them and the children (e.g., staring) as they considered the children’s health to be more important 

if there was a need to urgently access healthcare. One of them stated: 

As far as the child is sick, I need to get treatment for him. I don’t care about 

whatever is going on [people’s attitudes] (Pt T). 

Another reported: 
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I have grown a tough skin so I don’t care what people do or say. I’m just there for 

my child so I don’t even pay attention to what people do or say. I just pay 

attention to my child (Pt L). 

Caregivers indicated that sometimes, other healthcare seekers were friendly with the children and 

sympathized with caregivers. One caregiver recalled: 

I took my boy to the hospital, he was sick. As soon as he heard azonto music 

playing on the TV at the hospital, he got up and started dancing azonto. I was very 

surprised. He made everybody happy with his azonto moves and so a certain 

woman dashed him money (Pt P). 

Consultation with healthcare professionals. Healthcare professionals who caregivers 

reported attended to the needs of the children included: phlebotomists, dentists, speech 

therapists, physiotherapists, psychologists, radiologists, ophthalmologists, audiologists, 

pediatricians (including pediatric neurologists), general medical practitioners and surgeons. 

Caregivers mentioned that there was usually a nurse to take the vitals of the children (e.g., 

weight and temperature) before they saw a physician. Further, physicians followed the normal 

routine of medical examination during consultation (e.g., asking about the chief complaint, 

history taking, physical examination and laboratory testing or imaging request if applicable). 

Some caregivers, particularly those with teenage girls, explained that physicians asked them 

permission to physically examine the girls if necessary and the physicians examined the girls in 

the presence of caregivers. One of them stated: 
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If there’s a need to examine her, they have a bed [in the room]; they put her down 

and examine her in your presence. I mean, they ask permission if they can do that 

(Pt R). 

Caregivers reported that healthcare professionals attempted speaking to the children directly 

regarding the purpose of the visit during consultation but caregivers indicated that they spoke on 

behalf of the children due to the communication deficits of the children. One of them explained: 

The doctor receives her well and asks her “give me five; what’s your name; how 

old are you; what’s the name of your school?” and she will be answering them all. 

Then the doctor will ask her what brings us here: “[name of child] what is wrong 

with you?” so here, I will have to come in because [name of child] will not be 

able to say it (Pt V). 

Another caregiver revealed: 

My daughter says “yes” to everything once she realizes it’s a question, especially 

a question she has no idea. If you were to ask her “where is daddy?” she will be 

able to tell you where daddy is. But if you were to ask something like “where did 

you go yesterday or something?” she cannot understand and she can’t give you an 

appropriate answer but she will just say “yes” (Pt O). 

Challenges in care administration. Caregivers revealed that healthcare professionals 

experienced challenges in gaining the cooperation of the children during care administration. 

Caregivers attributed these challenges to a number of factors. One of the factors related to the 

functional and behavioral deficits of the children. One caregiver recounted:  
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He did not understand what was happening. I think he saw it as a threat. If you are 

trying to restrain him, he will fight back. And you can’t talk him to agree (Pt Q). 

Another factor related to the sensory issues of the children. One caregiver reported: 

They needed to take her temperature and she wouldn’t allow you to touch her 

because of her sensory issues . . . she’s also sensitive to light, when lights are very 

bright she can’t [stand it] (Pt M). 

Additionally, caregivers believed that the children’s association of past unpleasant hospital 

experiences to future visits was responsible for some of the challenges healthcare professionals 

faced. One caregiver recalled: 

They brought him to the recovery room and when he was coming out [of 

sedation] that’s when he realized that “I don’t want to be here, get me out of 

here”. When he came out he realized “oh, some years ago when I was in this room 

it wasn’t that pleasant. Get me out of here” (Pt E). 

Caregivers revealed that physical restraints were used sometimes to prevent the children 

from disrupting care administration. They reported that sometimes, they got assistance from 

family or healthcare professionals to restrain the children and other times, caregivers had to do 

the restraint alone while healthcare professionals worked on the children. One of them stated: 

She’s so strong. It took about, three or four men to actually hold her very steady 

before they were able to take her blood sample (Pt O). 

Another recalled: 

I went there alone, I didn’t go with anybody and so I wasn’t able to handle 

[restrain] him the way I ought to. The boy was gidigidi [hyperactive] and I 
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thought the doctor could have at least helped me hold his head as I clamped down 

the lower parts of his body but she didn’t. At the end of the day, what did the 

doctor see? She didn’t see anything in his ear examination (Pt B). 

Caregivers also reported that sometimes, healthcare professionals were able to use a playful thing 

to distract the children’s attention from the procedure being performed. One caregiver explained: 

For my child, he wouldn’t want to sit and he wouldn’t want to be touched. The 

doctor brought her phone out and started playing with him. That one, he was able 

to sit quietly and then she looked into his ear (Pt A). 

Caregivers explained that when the children’s cooperation could not be gained through physical 

restraints or distraction, the procedure to be performed for the children was normally forgone 

entirely or truncated but substituted with medication. One of them recounted: 

The doctor checked him and the doctor said his breathing was not good. So she 

asked us to go to the emergency so that they will nebulize him. About three to 

four male nurses [tried to physically restrain him but] this guy was too strong for 

them so they couldn’t nebulize him. So we went back to the doctor without doing 

what we were supposed to do. Because of that she wrote medication for us to go 

and buy (Pt B). 

Attitudes of healthcare professionals. Another issue caregivers highlighted in their 

consultation with healthcare professionals was the attitudes of the professionals toward the 

children. Caregivers indicated that some healthcare professionals were just about their normal 

duties in their interactions. One of them stated:   
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They were just doing their job but we were concerned that our boy was sleeping 

too much [after sedating him to treat him]. But the doctor wasn’t that concerned 

(Pt E). 

Some attitudes of healthcare professionals were more positive. For example, one caregiver 

recalled: 

The doctor asked me why I was carrying my child the way I did when we got to 

the consulting room and I explained that my child is a special needs child. Then 

he apologized for asking me that question and he came over to where we were 

sitting to examine the boy. He wrote medication for us and instructed a nurse to 

get the medication for us so we didn’t have to join the queue at the pharmacy (Pt 

Y).  

Another caregiver reported: 

The dentist was patient with him and coaxed him. The dentist carried my boy 

from the car when we arrived; he was talking to the boy and reassured the boy 

that he would be fine. Even though the dentist probably knew that the boy 

wouldn’t understand what he was saying to him, he still talked to the boy, put him 

in the chair and sat with him for a bit. After that, he and his assistant managed to 

get some kind of a clasp thing into the boy’s mouth which kept it open for them to 

deal with the tooth. The next day the dentist called us to find out if the boy was 

fine (Pt N). 
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On the other hand, caregivers found some of the attitudes of healthcare professionals to be 

challenging. They reported that some healthcare professionals, especially nurses, stared at the 

children. One of them explained: 

Sometimes, the nurses begin to stare at you in between their duties immediately 

you enter the hospital. They will be staring at you at the least opportunity they get 

while they are performing their duties. As nurse, when you see a Down syndrome 

child you will be staring at her for a very long time and you call yourself a nurse? 

(Pt V). 

Caregivers also revealed that some healthcare professionals spoke to them impolitely. One 

caregiver recounted how a nurse and a speech therapist spoke to her impolitely in the following 

excerpt: 

I’m a nurse myself and most of the nurses [at the facilities I access] know that. So 

sometimes, they’re quite okay. But there are other nurses who just wouldn’t mind 

at all that I’m also a nurse and then they will be shouting at me, “why are you not 

restraining the child? “Maame, shwee wu ba nu”; I mean, “woman, control your 

child” that kind of thing . . . I took him for speech therapy and before the therapist 

gathered her data, I told her that my boy is hyperactive and all that. And then 

during the session, the therapist was like “you are a very stubborn boy, sit down” 

and then she took a cane and said “if you do not sit down, I will cane you”. [She 

said to me], “make sure you control the child”, and she was just shouting at me. 

Since then I decided that I am not going for that anymore (Pt A). 

Another caregiver recalled how a physician spoke to her impolitely in the following excerpt: 
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One doctor told me at [name of hospital]  my child was sick and I took him there 

 the doctor said “once a Down syndrome, always a Down syndrome”. And the 

way he put the thing, you know, it’s like he was insulting me (Pt B). 

Examples of other attitudes of healthcare professionals caregivers found challenging are 

presented below:  

My girl vomited on herself, on me and on the floor at the hospital. Because of her 

disability she couldn’t say “mama I will vomit”. And how the nurse behaved was 

not good. The nurse said I shouldn’t make the girl vomit on the floor again; 

otherwise, the next time it happens I will clean the floor myself. They didn’t even 

say that because she had vomited her sickness was serious so we have to be seen 

quickly (Pt J).  

*** 

The doctor who’s supposed to put whatever in his ear to see what’s inside didn’t 

want this boy to touch her. She didn’t want to come close to the boy so she was 

pulling her body away from the boy while she stretched her hands from a distance 

to work on him. The boy was gidigidi paaa [extremely hyperactive]. The doctor 

said “eeei so ni mu yieee ooo, na wen pra mi [make sure you hold him firmly 

before he harms me]” (Pt B). 

In dealing with the challenging attitudes of healthcare professionals, most caregivers felt 

that healthcare professionals had more power than them and this made it difficult to take action 

against healthcare professionals. One of caregiver explained: 
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Because we are in their hands if we say anything back [in response to their 

impoliteness] maybe they will not take it lightly. Maybe they will say something 

that will embarrass you in the presence of everyone, so what would you do? They 

will put your folder aside and take care of other patients because you made them 

know that this is not the way they should be talking to you [yelling]. They would 

not attend to your child; they will do what they feel like doing before they will 

attend to the child (Pt J).  

A few caregivers were confrontational. One of them recounted: 

As a doctor, you could ask questions . . . [but I felt] she was trying to put words in 

my mouth and trying to portray that I wasn’t speaking good English  that was 

what the problem, it wasn’t a matter of asking questions. So I told her “I’m here 

for professional help. If you are not ready to offer the service professionally, I 

don’t need to be here”. So I just got up and I said “[name of child] get up and let’s 

go, I don’t need this kind of [attitude from a professional]”. I just left and I went 

and found somebody [elsewhere] who was ready to help me (Pt O). 

Caregivers generally perceived healthcare professionals who had positive attitudes 

toward the children as having adequate knowledge of IDD and healthcare professionals whose 

attitudes were challenging as having poor knowledge of IDD. Caregivers also acknowledged that 

healthcare professionals who worked in pediatric-neuro departments and some general 

practitioners had adequate knowledge about IDD independent from attitudes. One caregiver 

stated: 
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I wasn’t aware my boy had put something in his nose but a few days later his nose 

begun to smell really bad and I thought he had a boil in there. So I took him to the 

hospital and immediately the doctor saw him he said “special child, he has put 

something in his nose”. I was very surprised (Pt P). 

Another caregiver recounted: 

I had not taken my child there [a particular hospital] before. But as soon as we got 

there and they saw him and tried asking him questions and he wasn’t answering, 

they knew the kind of disability he had. So I didn’t have to explain a lot [about his 

disability]. You know, sometimes when you take your child to some of the 

hospitals you’ll have to begin from scratch: “my child is this, my child is that”. 

But in this particular instance, just by looking at him, straight away they were able 

to tell me that “okay, he doesn’t talk so he has this and that”. So it made it easy 

for me go to straight to what brought us there (Pt A). 

Similarly, without taking attitudes into consideration, caregivers perceived that some healthcare 

professionals they came across had inadequate knowledge of IDD. One of them explained: 

As far as some healthcare professionals know, the child has a challenge but really 

knowing what autism is; they don’t. You say, she has autism [and when you ask 

them] “do you know what autism is?” [their response is] no, then you have to 

explain autism to them and it’s stressful going everywhere and explaining . . . [As 

a healthcare professional] why should I come and explain autism to you? You 

should know it and then give me some ideas [to help me care for my child] so that 

I will have confidence in the system (Pt L). 
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Resources at the Disposal of Caregivers which Facilitated or Impeded Actual Use of Health 

Services 

These resources included finance, social connections and transportation. These are 

outlined below. 

Finance. Insurance coverage and out-of-pocket payment were the means by which 

caregivers financed healthcare for their children. Almost all the caregivers revealed that they had 

either national health insurance or private insurance coverage for their children. Those with 

national health insurance coverage reported that this insurance did not cover some services their 

children required (e.g., some medication). One of them explained:  

Consultation is free once you are having the health insurance card and taking 

[processing] the [hospital entry] card is free . . . [but] the health insurance does 

not cover all the drugs. So when I am going to the hospital I go well prepared 

[carry some cash along] knowing very well that there could be some payments to 

be made (Pt V).  

They also explained that some health facilities did not accept the national health insurance, such 

that full out-of-pocket payment was required to secure services.  

Aside from national health insurance, a few caregivers revealed that they had private 

health insurance coverage from their workplaces or the workplaces of their spouses for their 

children. While some indicated that they could access any health facility with their private 

insurance, others reported that they could only access health facilities designated by their 

respective insurance companies. Some caregivers also reported that the terms of the private 

insurance they had from their employment or the employment of their spouses demanded that 
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they pre-financed services out-of-pocket before they could make claims. They pointed out that 

raising the capital needed for pre-financing could sometimes be a challenge for them. For 

example: 

If I’m going to do something [for my child], I have to go and do it out-of-pocket 

first. The insurance company wants the receipts  you pay for the services out-of-

pocket before you file for claims with the receipts  . . . [when] the doctor 

explained to me the full cost of the surgery to seal the hole in her heart I didn’t 

know how I was going to come by that amount for the surgery (Pt W). 

Caregivers highlighted that the financial pressure of providing for the needs of children 

with IDD is huge on the family as in addition to healthcare, they pay substantial amounts for 

equally important services (e.g., education) to support the children. One of them explained: 

We pay for his schools  his main school [regular school] and his [name of 

special education center]. And we pay the facilitator [support worker] as well. So 

catering for him is like taking care of about 3 different kids at a time. So you have 

to work extra hard because you need the money to support the child (Pt T). 

Social connections. Some caregivers reported receiving financial support from friends 

and family to cover the cost of services. One of them stated: 

Clonazepam is expensive; the insurance doesn’t cover it so I will have to buy it 

out-of-pocket. I cannot buy it in bulk so I buy it in bits. If I don’t give it to her she 

will have seizures and it will affect me and affect her. Some friends support me, 

yes, they give me money. I talk to some [friends to help me] (Pt R). 
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Others also explained that they received assistance from friends or family members who 

doubled as healthcare professionals to access faster services. One of them recalled: 

My husband called a friend, surgeon, and told him that his son is sick and that this 

is what is worrying the boy. And the surgeon said “if you can bring the boy before 

11 this morning, I have a pediatric surgeon with me” . . . he was the first guy to go 

through surgery that day even though they had people on the list; they put him 

there first (Pt E). 

On the other hand, some caregivers perceived their spouses as not being supportive of the 

children’s welfare, including the health needs of the children. One of them stated: 

Whether my child is fine or not, my spouse doesn’t care. My spouse will not even 

find out about how the girl is doing. All the burden of care is on me, I have to 

suffer [to meet the needs of the girl] (Pt J). 

Transportation. Several caregivers revealed that they had their own vehicles or their 

spouses owned vehicles. Those with their own vehicles reported that they had no difficulties 

sending the children to the hospital. Those with a family vehicle belonging to their spouses 

revealed that they sent the children to the hospital by taxis if their spouses were not available.  

Taxis were the common means of transport for caregivers who did not have a family vehicle. 

These caregivers indicated that they preferred taxis because it was challenging to manage the 

behavior problems of their children in public buses and also because the buses were inaccessible. 

One of them reported: 

It’s not easy sitting in the bus taking your child to the hospital because people 

have been staring at us. Your daughter is shouting inside the bus, crying, 
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screaming. She wants to stand inside the bus. Sometimes, she can hold 

somebody’s hair and drag it in the bus. Sometimes, you sit down and say “ah, let 

me dey [stay home] because if I’m going to even sit in a public transport people 

are going to insult me”. You will discourage yourself then you will sit at home 

and the thing will get worse (Pt D). 

Another revealed: 

I always take a taxi, a charted taxi, anywhere I go with her to make her feel 

comfortable because I tried taking the public bus, what we call trotro in Ghana, 

and she was so uncomfortable. There was an instance the passengers were so 

angry with me because [they thought] I was wasting time; my child was finding it 

difficult to go on the bus and it was so embarrassing. The passengers didn’t know 

my child had a problem with her legs and they wouldn’t even understand me even 

though I was telling them. Even the mate [bus conductor] in the bus said to me 

“madam you are wasting time we have to go, please hurry up”, you know, the 

mates and the drivers are always in a hurry [to their destinations] (Pt R). 

Some caregivers explained that it was easy for them to get a taxi and some taxi drivers did their 

best to get caregivers and the children to the hospital as fast as possible. One of them recounted: 

I got a taxi [to the house] and when the taxi man came he helped me to pick him 

up and put him in the car. The taxis have their own way of running themselves 

like an ambulance so we got to the hospital quickly that day. The driver used his 

horn [as siren] to alert other road users that he was coming through (Pt G). 
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Others caregivers reported that they faced challenges coming by a taxi because they did not live 

close to a busy road where they could easily access a taxi. One of them explained: 

At my previous place of residence, the main street was right in front of our house 

[so it was easy to get a taxi]. But here [current place of residence], it’s difficult; it 

takes some time to get a taxi  somebody has to go to where the taxi rank is, 

maybe ten minutes’ walk. Because the drivers know that taxis are not a lot here, 

they will offer to take you to your destination at a high fare, so you have to stay at 

the taxi rank for a long time [until you can find a taxi to take you to your 

destination at a good fare] (Pt H). 

Others also revealed that some taxi drivers were not willing to transport them because of the IDD 

of the children. One of them stated: 

Sometimes, I sent someone to the roadside or I went there myself to bring the taxi 

to the house. When the drivers see the children then they’ll say they’ll not go to 

our destination again  that is what they do sometimes. Other times, they can 

charge a fare which they know I cannot afford and then they’ll go without picking 

us . . . one day, we took a taxi to the hospital and just a few minutes into the 

journey, my child was jumping, standing on the car seat and doing all kinds of 

things. The driver just told me that he cannot continue the journey. He said his 

brake was not working so we should get down (Pt S). 
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Perspectives of Caregivers on Improving Healthcare for Children with IDD in Ghana 

Caregivers provided a number of suggestions for improving access to healthcare for 

children with IDD in Ghana. These are outlined below. 

Finance. One suggestion provided by caregivers was for the government to implement a 

free healthcare policy for children with IDD to eliminate financial barriers to healthcare. One 

caregiver explained: 

There are people who cannot afford healthcare. I think that the system should be 

able to take care of such people without them having to ask for financial 

assistance from anybody. If it’s compulsory for every child to have healthcare 

then irrespective of their background, they will be accessing it anyway  whether 

they have money or not (Pt G). 

Public awareness campaign. Another suggestion was intensive public awareness 

campaigns to promote positive public attitudes toward children with IDD and their families. 

Caregivers suggested that this could be achieved through community outreach. One of them 

explained: 

Awareness must be created for the public to understand and know how to relate 

with people with disabilities. You know how people go on board public buses and 

try to sell product or talk to people about something [here in Ghana]? That’s how 

the public has to be educated: you use pictures of children with disabilities, show 

the pictures to people and speak to them in different local languages. Go to the 

bus station where a lot of people are, go to the marketplace, go on buses and talk 

to people about children with disabilities. Let people know that they should not be 
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afraid of children with disabilities, they should not avoid them and they should be 

friends with them (Pt R). 

Additionally, caregivers discussed public health education for families of children with 

IDD. One of them stated: 

Publicize on radio and television “madam if your child with autism is behaving 

this way or that way bring your child to the hospital, she’s having malaria”. If you 

don’t educate the person how do you expect the person to know that my child has 

malaria so I have to go to the hospital or my child has high fever so I need to go to 

the hospital? (Pt D). 

Healthcare professional education. Caregivers also recommended extensive healthcare 

professional education targeted at enhancing the abilities of healthcare professionals to meet the 

needs of children with IDD and their families. One of them highlighted: 

Doctors must be trained to understand the communication of children with 

intellectual disabilities. For instance, when a child is touching his or her stomach, 

they should understand that the issue has got to do with the stomach, same goes 

for the head (Pt K). 

Another caregiver stated: 

They should educate doctors and nurses and let them know that if children with 

autism come to the hospital the children will do some things that maybe they will 

not like but they should have patience in dealing with the children (Pt J). 
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To achieve this extensive healthcare professional education, caregivers highlighted that 

healthcare education programs could give students and practitioners extensive practical exposure 

to children with IDD beyond textbook knowledge. One of them explained: 

If you have never stayed with an autistic child or come across one, I’m telling 

you, anything you see on paper won’t mean much to you. They should take the 

doctors and nurses to a special center, let them spend time with autistic children 

and learn about how the children behave and how the children feel so that they 

would understand [the children better]. But if you tell them or maybe you write on 

the board “autistic child is aggressive, autistic child is that”, they will not get 

much (Pt D).  

Priority for rapid care. Caregivers suggested that children with IDD and their families 

could be given priority for rapid care to enhance access, especially minimizing the challenges 

families face in dealing with the behavioral problems of the children at the hospital. To achieve 

this, caregivers noted that there could be designated priority areas for children with IDD at health 

facilities. They explained that these designated priority areas must be boldly signed and in 

addition, healthcare professionals could explain why children with IDD will be given priority for 

care to other healthcare seekers to avoid confusion. This suggestion is demonstrated by the 

following excerpt: 

If the nurses know what the child’s condition is, maybe they can explain [to the 

other patients waiting in queue] that this child has bla bla bla so because of that 

the child must be allowed to see the doctor early . . . have a sign there saying that 

children with these needs have priority to see the doctor early. I don’t think the 
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other patients will be complaining if there is a big sign there. Without a sign if a 

nurse comes and says that this child has this condition so the child has priority to 

go and see the doctor I think some of the patients sitting down [waiting in queue] 

will be upset (Pt L). 

Another way caregivers proposed priority for rapid care might be achieved was that the 

health system might issue children with IDD and their families a card that provides a brief 

explanation of the disabilities of the children and also authorizes healthcare providers to attend to 

the children as quickly as possible. This suggestion is demonstrated by the following excerpt: 

They can give us a card we can present to the front desk at the hospital to let them 

know about the child’s condition and why the child must not be allowed to wait in 

the queue. So once they see the card, they have to allow us to see the doctor as 

soon as possible (Pt Y). 

Health infrastructure and equipment. Caregivers recommended that health 

infrastructure and equipment might be modified to accommodate the needs of children with IDD. 

Below are examples of specific areas caregivers discussed in this regard: 

He wouldn’t want you to insert a thermometer under his armpit and if all the 

thermometers are like that, it’s going to be very difficult getting his temperature. 

So I think some of the equipment has to be modified to suit every child (Pt A). 

*** 

A sensory friendly consulting room could also help. But again, you cannot do one 

thing for all the children. You may have bright light in there for one child but it 

may trigger a meltdown in another child (Pt M). 
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*** 

If hospitals have nurseries furnished with toys and trained people where when you 

go to the hospital you can play with the children maybe it will calm the children 

down a little bit (Pt B). 

Segregated/designated health facilities. Some caregivers proposed that segregated 

specialized health facilities for children with IDD might be a solution to the challenges they 

experience in accessing healthcare from mainstream facilities. One of them explained:  

If you have a special hospital with trained doctors any parent who sees you there 

knows that we all have the same challenge, so nobody will be staring at you. And 

also, the doctors wouldn’t have much difficulty diagnosing the child. From the 

word go, you know that when you go to this hospital you are going to a specialist 

who understands the behavior of these children and so the kind of result you 

expect to get there will be higher than going to a general hospital (Pt T). 

Others also discussed designated mainstream health facilities within districts well stocked with 

facilities and specialists to adequately address the needs of children. One of them stated: 

Each district should make at least one of their hospitals a disability friendly 

hospital where parents can be assured that the doctors there have been trained in 

disability issues and understand autism or whatever [the disability is] and 

therefore, they will be able to support us when we go there (Pt M). 

Policy and practice. Caregivers suggested policymaking and implementation as a 

driving force to realizing all their recommendations. However, they highlighted that existing 

policies on disability rights in Ghana lack enforcement. One of them pointed out: 
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I know that there is Disability Act in Ghana but I just haven’t read it. The reason I 

haven’t bothered to go on the internet to read it to know what’s in there is because 

I know it’s not been implemented (Pt N). 

Another stated: 

The Disability Act says persons with disabilities should have full access to 

hospital services. The law looks good on paper but not in reality; it doesn’t exist. 

I’m sure that some of these laws are even written without checking what is 

available to implement them. So whoever is writing the laws is not doing their 

homework well (Pt M).  

To mitigate the gap between policy and practice, caregivers proposed formation of 

pressure groups to advocate for the rights of children with IDD and pressure the government to 

implement policies that promote healthcare for the children. One of them explained: 

There could be an expansion of the national health insurance scheme policy to 

cover specialist healthcare needs for children with autism. I suppose it will 

happen as and when people bring it to the attention of policymakers through 

pressure groups. I will be available if you [researcher] organize one (Pt Q). 

Another pointed out: 

For disability laws to really work well in this country, parents must really hold 

opinion leaders and people in high position to it  you write the policy but you 

cannot just write it and leave it like a blank paper, you can’t! As politicians go 

about making promises during election year we have to hold them to task because 

every vote counts in elections and so they equally need our votes to win. So 
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maybe we could have a strong parent support group who will fight for the rights 

of the children (Pt M). 

Summary of Findings 

The findings of this study revealed several health conditions and needs of children with 

IDD in Accra, Ghana (e.g., sensory disorders, respiratory disorders, cardiovascular disorders and 

gastrointestinal disorders). Ways by which caregivers of children with IDD detected ill-health in 

the children included identifying high temperature, loss of appetite, excessive sleep, and unusual 

calmness and quietness. Most caregivers reported that they self-prescribed medications for their 

children at the initial stages when they observed that the children were not feeling well before 

going to the hospital if the children did not get better after two or three days. Caregivers 

indicated that they normally did not patronize health facilities closest to their residence because 

of a long-term established relationship with the health facilities to which they preferred to send 

their children, perceived severity of the symptoms the children had, confidence in the quality of 

services being offered and private health insurance requirements for accessing care at designated 

facilities. Most of the experiences caregivers described on actual use of health services to address 

the health needs of the children concerned primary healthcare. They indicated that physicians 

followed the normal routine of medical examination during consultation. Caregivers revealed 

that healthcare professionals often experienced challenges getting the cooperation of the children 

during care administration and the caregivers attributed the challenges to the functional and 

behavioral deficits of the children, sensory issues of the children and the children’s association of 

past unpleasant hospital experiences to future encounters. Caregivers reported that some of the 
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attitudes they experienced from healthcare professionals were positive and others were not. 

Caregivers generally perceived healthcare professionals who had positive attitudes toward the 

children as having adequate knowledge of IDD and healthcare professionals whose attitudes 

were challenging as having poor knowledge of IDD. Resources at the disposal of caregivers that 

facilitated or impeded actual use of health services for the children included finance, social 

connections and transportation. Finally, caregivers suggested a number of ways to improve 

access to healthcare for children with IDD including removal of financial barriers, public 

awareness campaigns on IDD, extensive healthcare professional education on IDD, priority for 

rapid care, improving the infrastructure and equipment in existing health facilities, providing 

segregated/designated health facilities, and policymaking and implementation.   
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Chapter 5 

Discussion 

This study is the first to investigate the health needs of children with IDD in Ghana and 

the experiences of their caregivers in accessing healthcare for them. As noted by the WHO and 

World Bank (2011), good health is a prerequisite for participation in a wide range of activities, 

including education and employment. Thus, to achieve the targets of the Sustainable 

Development Goals set by the international community to eradicate extreme poverty and 

improve the living standards of all people worldwide (United Nations, 2015), it is necessary that 

countries implement policy frameworks that provide equitable healthcare for all. This chapter 

discusses the findings presented in Chapter 4 and their implications. This chapter also discusses 

the limitations of this study and future research directions. 

Health Needs and Conditions of Children with IDD in Ghana 

The study findings reveal that children with IDD in Accra, the pinnacle of healthcare in 

Ghana, are affected by several health conditions. This means that children with IDD in other 

parts of the country might have similar or even greater conditions. The health conditions 

revealed in this study are similar to those known in the literature to affect children with IDD in 

various regions of the world. The literature provides evidence that children with IDD in countries 

around the world (e.g., the United States, the United Kingdom, Netherlands, Australia, Turkey, 

Hong Kong and Israel) can be significantly affected by health conditions such as cardiovascular 

disorders, gastrointestinal disorders, sensory disorders (vision, hearing and dental), respiratory 

disorders, orthopedic disorders and neurological disorders (Heslop et al., 2014; Karam, 2010; 
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Schieve et al., 2012; Wexler et al., 2009; Williams et al., 2005; Yam et al., 2008; van 

Schrojenstein Lantman-De Valk, Metsemakers, Haveman & Crebolder, 2000). While many of 

the evidence of health needs and conditions of children with IDD presented in the literature is 

based on medical reports, the evidence presented in this study is based on the subjective accounts 

of caregivers of children with IDD. According to the Andersen model (Andersen, 1995), health 

needs and conditions of an individual can either be explored by objective means through clinical 

examinations or subjective means through the subjective judgment of the individual about his or 

her health status. Both objective and subjective evaluations of the individual’s health status 

significantly influence the decisions of the individual to utilize healthcare (Barton, 2010; 

Levesque, Harris & Russell, 2013; Sandstrom, Lohman & Bramble, 2003). Notably, although 

assessments of medical records/examinations might have provided stronger evidence of the 

health needs and conditions of children with IDD in Ghana especially because most of the 

conditions the caregivers in this study reported required clinical assessments to determine, this 

was beyond the scope of this study. Nonetheless, at the very least, the subjective reports of the 

caregivers elucidated the types of health needs and conditions for which families are likely to 

access healthcare for children with IDD in Ghana.  

Health Beliefs and Behaviors of Families toward the Health Needs of Children with IDD 

Consistent with the Andersen model (Andersen, 1995) and other scholars who indicate 

that an individual’s health beliefs and behaviors significantly shape his or her decision to utilize 

healthcare (Green & Murphy, 2014; Senior & Chenhall, 2013), the study findings reveal that 

families’ health beliefs and behaviors influence healthcare utilization for children with IDD in 
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Accra, Ghana. The study findings show that it is common for families in Accra, Ghana, to self-

prescribe medication for children with IDD, at least for the first few days the children are 

indisposed before utilizing healthcare if symptoms persist. Apparently, self-medication of illness 

is a common practice in Ghana (Adiku et al., 2015; Danso-Appiah et al., 2010; Donkor, Tetteh-

Quarcoo, Nartey & Agyeman, 2012; Dzator & Asafu-Adjaye, 2004; Nonvignon et al., 2010). 

The factors propelling this practice in the country include long travelling time to the hospital, 

long waiting time at the hospital and cheaper cost of self-medication compared to hospital 

services (Donkor, Tetteh-Quarcoo, Nartey & Agyeman, 2012; Nonvignon et al., 2010). The 

study findings also reveal that families prescribe medication for children with IDD because of 

challenges they experience in dealing with the behavioral problems of the children and 

attitudinal barriers they face in accessing healthcare. Further, since the study findings show that 

families do not normally patronize health facilities closest to their residence, it is likely that 

transportation challenges can contribute to the practice of self-prescription among families. As 

can be observed from the study findings, families of children with IDD can experience 

challenges accessing public transport (e.g., inaccessible buses and difficulties reaching a taxi). 

Self-prescribed medication can endanger the health of children with IDD, especially if it is not 

based on recommended first aid treatments. This is because a single health symptom can be a 

manifestation of numerous conditions (Goldman & Schafer, 2016). Hence, although families can 

have a wealth of information about their children for making intelligent hunches about what 

might possibly be wrong with the children (Heslop et al., 2014; Mencap, 2007; 2012; Solodiuk, 

2013), they still have a fair chance of misinterpreting the symptoms the children have and 

wrongly prescribing medication without proper medical consultation. Even with proper medical 
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consultation, diagnostic overshadowing and lack of education on IDD among healthcare 

professionals may lead to misinterpretation of symptoms and inappropriate treatment (Mason & 

Scior, 2004; Michael & Richardson, 2008; O’Hara, McCarthy & Bouras, 2010; Thompson, 

Linehan, Glynn & Kerr, 2013). It is a common phenomenon in medicine for medications and 

other treatments to suppress symptoms but overshadow underlying illnesses without thorough 

medical examination (Goldman & Schafer, 2016). Thus, the fact that the medications families 

prescribe for their children may succeed in suppressing symptoms in the children does not 

necessarily mean that the roots of the symptoms have been dealt with. Self-prescribed 

medications can also be in chemical conflict with medications that the children might be on for 

managing behavioral problems to aggravate medication side effects and cause other health 

problems (Aronson, 2015; Gardner & Teehan, 2010; Taylor, Paton & Kapur, 2015). In spite of 

the dangers of self-prescription to the health of children with IDD, families are likely to continue 

to engage in this practice until the underlying psychosocial factors motivating this practice are 

resolved.  

Although the literature indicates that self-medication is a common practice in Ghana 

(Adiku et al., 2015; Danso-Appiah et al., 2010; Donkor, Tetteh-Quarcoo, Nartey & Agyeman, 

2012; Dzator & Asafu-Adjaye, 2004; Nonvignon et al., 2010), the factors promoting this practice 

in the country might be more severe for families of children with IDD than families of typically 

developing children. For instance, children with IDD are biologically predisposed to more health 

needs, particularly due to the etiology of IDD and side effects of medication used in managing 

behavioral problems associated with IDD, than typically developing children (APA, 2013; 

Aronson, 2015; De Hert et al., 2011; Gardner & Teehan, 2010; McDermott, Durkin, Schupf & 
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Stein, 2007; Nanau & Neuman, 2013). Families of typically developing children are also not 

likely to encounter the challenges associated with the behavioral problems of children with IDD 

in accessing healthcare that the findings of this study reveal. Additionally, although the literature 

reports transportation challenges as one of the factors for which people practice self-medication 

in Ghana, these challenges might be greater for children with IDD and their families. For 

example, although anyone who does not live close to a busy road will generally experience 

challenges accessing public transport, families of children with IDD are more likely to encounter 

additional problems due to inaccessible buses, attitudinal barriers from drivers, bus conductors 

and other passengers, and managing the behavioral problems of the children in the vehicles as 

noted in the study findings. Further, patronizing taxis because of inaccessible buses and the 

behavioral problems of the children with IDD as revealed by the study findings also means 

additional financial cost to families. As pointed out by the caregivers in this study, the financial 

pressure of providing for the needs of children with IDD is huge on the family as in addition to 

healthcare, they pay substantial amounts for equally important services (e.g., education) to 

support the children. 

Notably, the study findings show that not all families self-prescribe medication for 

children with IDD in Accra, Ghana. However, the challenges they encounter in accessing 

healthcare (e.g., transportation challenges and attitudinal barriers) can discourage them from 

sending the children to the hospital. As such, the underlying factors for which families might 

delay in accessing healthcare are also psychosocially motivated even if they refrain from 

prescribing medication for the children.  
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As proposed by the caregivers in this study, according children with IDD priority for 

rapid care and providing a playground or nursery fitted with appropriate toys and equipment for 

the children at health facilities can reduce the burden of managing the behavioral problems of the 

children on families and encourage families to access healthcare as soon as possible when the 

children become ill. Strikingly, the study findings show that families can have poor confidence in 

their neighborhood health facilities. This means that families will have to travel longer distances 

to access their health facilities of preference which can lead to increased transportation 

challenges, especially for those without their own means of transport. The lack of confidence in 

neighborhood health facilities can also increase the pressure on the facilities that families access 

elsewhere which can result in prolonged waiting time for services and consequently, lead to 

more frustrations for families in dealing with the behavioral problems of the children during 

waiting periods. Thus, having poor confidence in neighborhood health facilities predisposes 

families to the factors that foster self-prescribing medication for children with IDD or delay in 

accessing healthcare. Increasing the confidence of families in their neighborhood health facilities 

can, therefore, encourage them to access healthcare as soon as possible when the children fall 

sick. As proposed by the caregivers in this study, providing health facilities in their 

neighborhood with adequate human and material resources to address the needs of children with 

IDD can boost the confidence of families in such facilities. Again, people can have poor 

confidence in health facilities in their localities based on the preconception that healthcare 

facilities elsewhere offer better services (Chuma, Gilson & Molyneux, 2007; Okeke & 

Okeibunor, 2010; van der Hoeven, Kruger & Greeff, 2012). Thus, in addition to furnishing 

neighborhood health facilities with adequate human and material resources for children with 
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IDD, families need to be sensitized to the competence of such facilities to adequately meet the 

health needs of the children.  

Experiences of Caregivers in Accessing Healthcare to Address the Needs of Children with 

IDD  

The study findings reveal that families can find several health facilities in Accra, Ghana’s 

capital, to address the health needs of children with IDD (at least the health needs reported in this 

study). However, the study findings show that children with IDD can be refused care in these 

facilities if the children are noncompliant with entry processing formalities. This suggests that 

such entry processing formalities have not been adapted to the needs of children with IDD and 

this violates international conventions on the rights of children with IDD to healthcare (WHO & 

World Bank, 2011; United Nations, 1989; 2006). The Convention on the Rights of the Child and 

the Convention on the Rights of Persons with Disabilities, both of which Ghana has ratified, 

stipulate that healthcare formalities and procedures should be adjusted to the needs of children 

with disabilities, including those with IDD, to enable such children to optimally benefit from 

their rights to healthcare (United Nations, 1989; 2006). The study findings further show that even 

when children with IDD are able to gain entry into the health system, they can be denied certain 

recommended treatment procedures if they are noncompliant. While the risk associated with 

forgoing some recommended procedures can be low in some cases (e.g., not checking body 

vitals before seeing a physician), the risk can be critical in other cases (e.g., not nebulizing a 

child who shows signs of breathing problems). As noted by the WHO (2010a) and the WHO and 

World Bank (2011), without adapting health procedures and infrastructure to accommodate their 
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disability needs, children with IDD are likely to have more troubles with noncompliance than 

their typically developing peers. 

Based on the study findings, it appears that unavailability of adequate resources at health 

facilities to prevent the children from disrupting treatment procedures is the primary reason for 

forgoing some recommended procedures. The Ministry of Health (2014) indicates that the 

government of Ghana only funds 12% of the Ministry’s budget and 96% of the expenditure for 

health infrastructure is dependent on loans and credits. Financial challenges are a major 

hindrance to health service delivery in the country (Ghana Health Services, 2015c). Interestingly, 

although 2% of the District Assembly Common Fund (a fund allocated to district authorities by 

the government to carry out development activities and programs within the districts) is 

supposed to be used to address disability issues (Republic of Ghana, 2010), this fund is fraught 

with challenges such as poor management and diversion of funds to non-disability related issues 

(Republic of Ghana, 2014). Families cannot, therefore, count on the District Assembly Common 

Fund to provide health facilities with the resources necessary to accommodate the needs of 

children with IDD.  

According to medical professional ethics, healthcare professionals can forgo treatment 

procedures even in critical cases if they do not have resources to adequately guarantee the safety 

of everyone involved in the process (British Medical Association, 2012; Mason, Laurie & Smith, 

2013). Hence, unless adequate funding is invested by the government into health infrastructure 

and resources to accommodate the needs of children with IDD, the practice of healthcare 

professionals forgoing treatment that the children might be noncompliant with is likely to 

continue. Additionally, it will be difficult for health facilities to provide resources to assist 
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families in managing the behavior problems of their children while waiting for services, 

especially when there is inadequate funding to support the general operations of the health 

system. The financial challenges of the health system might also account for why the caregivers 

in this study revealed that they were responsible for getting services not available at the health 

facility caring for their children but essential to treat the children. This practice can put the health 

of children with IDD at risk, especially if families are not able to provide those essential services 

needed to treat the children in a timely manner. This practice might also be an underlying reason 

for which families prefer to access health facilities they perceive are better than the ones in their 

neighborhoods.  

The financial challenges of Ghana’s health system are exacerbated by continued delay of 

the national health insurance scheme directorate to reimburse health facilities of the cost of 

services rendered to people under the scheme (Ghana Health Service, 2015c). The Ministry of 

Health (2014) indicates that the sustainability of the national health insurance scheme is in a state 

of emergency and struggles to raise resources to support its operations. It is therefore not 

surprising that the study findings reveal that the national health insurance scheme cannot cover 

all the essential services that children with IDD receive at health facilities and also, some 

facilities do not accept national health insurance. Since reimbursement of the national health 

insurance is not forthcoming and government funding for health is inadequate (Agyepong & 

Nagai, 2011; Ghana Health Services, 2015c; Ministry of Health, 2014; Nguyen, Rajkotia & 

Wang, 2010), health facilities are at risk of not being able to sustain their operations if they 

continue to fully accept national health insurance. This means that health facilities must 

necessarily make families on national health insurance pay out-of-pocket for all or part of 



99 
 

 

 

services to sustain operations and to provide additional services to adequately support children 

with IDD. Consequently, families who cannot afford out-of-pocket payment will face challenges 

accessing services for their children.  

Shortage of health manpower. The study findings reveal that unavailability of 

healthcare professionals can be a hindrance to adequate healthcare for children with IDD in 

Accra, Ghana. Based on the latest publicly available data from the Ministry of Health (2011) 

found by the researcher, Ghana had 1,945 general practitioners as of 2010 and according to the 

Ghana Statistical Service (2012), the population of Ghana stood at 24, 223,431 as of 2010. 

Although the number of general practitioners and the country’s population might have changed 

since 2010, the aforementioned data presented by the Ministry of Health (2011) and the Ghana 

Statistical Service (2012) suggest that the number of physicians Ghana has is woefully 

inadequate to serve the country’s population. The implications are that families of children with 

IDD might have to wait long periods for services and physicians will have limited consulting 

time per client which could compromise the quality of healthcare. As noted by the WHO (2000; 

2006), healthcare professionals in developing countries are overworked and often have poor 

working conditions due to a shortage of human resources, inadequate resources and poor hospital 

administration. They might, therefore, be unwilling to take on extra duties (e.g., cleaning vomit 

from the floor, seeing an additional client when their shifts are over or supporting families in 

managing children with IDD during care administration) and children with IDD and their 

families will have to bear the impact.  

Although typically developing children can also experience the impact of the shortage of 

healthcare professionals in the country, the impact is likely to be greater on children with IDD 
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since they are biologically more vulnerable to health conditions and hence, more likely to need 

healthcare. Additionally, although the shortage might result in long waiting periods for services 

for both groups, families of children with IDD are more likely to have a hard time waiting 

because of the behavioral issues associated with IDD, especially when the health system fails to 

provide assistance to families for managing the behavioral problems of the children.  

Social connections. The study findings show that social connections play a key role in 

access to healthcare for children with IDD in Accra, Ghana  they can facilitate or impede 

access. Social connections can enhance one’s ability to access healthcare if an individual is well 

connected to high-placed others who are able to facilitate easy access or on the other hand, create 

inequalities if the individual is not well connected or if other healthcare seekers have stronger 

connections (Ahnquist, Wamala & Lindstrom, 2012; Chen & Miller, 2013; Uphoff et al., 2013). 

The nature of social connections is determined by several complex and political factors (e.g., 

education level, type of employment and group membership) such that differences in the amount 

and strength of social connections everyone has is inevitable (Kreuter & Lezin, 2002; Lin, 2000; 

2002; Woolcock & Narayan, 2000). The inequalities in accessing health services created by 

social connections are grounded in inadequate availability of services to meet demand, lapses in 

health administration and weak social welfare systems to support vulnerable populations to have 

equitable access to healthcare (Marmot et al., 2012; Rubin, 2016; WHO, 2000; 2006). Hence, 

without the provision of adequate resources and services to meet demand, and strengthening 

health administration as well as the social welfare system to support equitable access for all, 

people with stronger social connections will have undue advantage over others. This also means 

that there is a tendency for families who do not have strong social connections to wait longer for 
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services; and as the study findings reveal, long waiting periods can be associated with more 

frustrations for families in managing the behavior problems of children with IDD.   

Attitudes of healthcare professionals and the general public. The study findings 

reveal that attitudes of healthcare professionals and the general public toward children with IDD 

and their families also play a key role in access to healthcare for children with IDD in Accra, 

Ghana. These attitudes are mixed.  

Positive attitudes. The caregivers in this study reported that some healthcare seekers at 

the hospital premises were friendly toward the children. Additionally, some healthcare 

professionals and taxi drivers facilitated faster access to services for the children. These findings 

are inconsistent with the literature which indicates that people with disabilities in Ghana are 

marginalized on the basis of cultural beliefs which associate disability with evil actions of 

supernatural entities (e.g., demon possession, punishment meted out by deities, witchcraft and 

sorcery ) (Avoke, 2002; Botts & Evans, 2010; Human Rights Watch, 2012; Mensah, Williams, 

Atta-Ankomah & Mjomba, 2008; Slikker, 2009). While it is not explicit from the study findings 

why some members of the general public have friendly attitudes toward children with IDD and 

their families, the caregivers in this study speculated that healthcare professionals who have 

welcoming attitudes are more likely to have adequate knowledge about IDD. Although 

knowledge about disability may not necessarily translate into positive attitudes toward people 

with disabilities as a person’s attitude is shaped by other complex factors (e.g., cultural/personal 

beliefs, life experiences and law enforcement) (Myers, Spencer & Jordan, 2015; Shaver, 2015), 

education programs on disability matters can be helpful in developing positive attitudes among 

healthcare professionals (Miller, 2013; Morgan & Lo, 2013; Oermann & Lindgren, 1995; 
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Symons, Morley, McGuigan & Akl, 2014; Tracy & Iacono, 2008) and the general public 

(Seewooruttun & Scior, 2014; WHO & World Bank, 2011). The caregivers in this study also 

highlighted that alerting healthcare providers about the children’s disabilities can be helpful in 

gaining faster services for the children but the caregivers acknowledged that it is not always the 

case that this leads to priority care. Although the study findings do not explicitly explore on what 

basis healthcare providers might consider children with IDD for priority care upon learning that 

the children have IDD, scholars suggest that this might be influenced by several factors, 

including hospital regulations, pressing needs of other healthcare seekers and views providers 

hold about IDD (WHO, 2000; 2006; WHO & World Bank, 2011).  

Additionally, the caregivers in this study indicated that healthcare providers can allow 

other healthcare seekers to access services before children with IDD on the basis that it takes a 

lot of time to adequately respond to the needs of the children. While attending to other healthcare 

seekers before attending to children with IDD on the premise that it can take a lot of time to 

address the needs of such children may amount to discrimination against the children, it can also 

be that this is a strategy employed by healthcare providers to create enough time to address the 

needs of such children without feeling pressured to rush through consultation because of high 

service demand. Thus, aside from discriminating against children with IDD, healthcare 

providers’ decisions on whether or not to provide faster services for the children might be 

influenced by a tension between providing faster services and asking families to wait longer for 

services to enable providers to make adequate time for the children. One dimension of the 

tension is that providing faster services might not necessarily lead to efficient service provision, 

especially if healthcare providers do not have ample time on their hands because of high service 
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demand. The other dimension of the tension is that asking families to wait longer to enable 

healthcare providers to make ample time for the children might lead to delayed care and more 

frustrations for families in managing the behavioral problems of the children while waiting to be 

attended to.  

Negative attitudes. The findings show that not all the attitudes of healthcare professionals 

and the general public toward children with IDD and their families in Ghana are positive as the 

children and their families can experience negative attitudes from healthcare professionals and 

the general public. Interestingly, the caregivers in this study did not attribute these attitudinal 

barriers entirely to the superstitious culture beliefs the literature reports underpin such attitudes. 

For instance, the caregivers revealed that some taxi drivers can refuse to pick up children with 

IDD and their families on the basis of the disabilities of the children. While the study findings do 

not explicitly reveal the underlying reason for this attitude of the drivers, it can be argued based 

on the literature that the superstitious cultural beliefs upon which people with disabilities in 

Ghana are marginalized might be a reason. In another sense, the caregivers in this study reported 

that the behavioral problems of children with IDD can be discomforting for other people on 

board public transport. Hence, it might be possible that challenging experiences some taxi 

drivers had in the past with the behavioral problems of children with IDD on board taxis might 

be the basis of the drivers’ unwillingness to transport the children and their families, and thus, 

this might have little to do with cultural beliefs.  

Likewise, the caregivers in this study believed that curiosity about the disabilities of the 

children and inability of people to grasp why the children’s behavior falls short of expected age 

appropriate behavior, especially during episodes of behavioral problems, were what made the 
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general public stare at children with IDD and their families. Again, although the caregivers noted 

that some healthcare seekers avoided the children, the caregivers added that it was because the 

children were being hyperactive. The findings of this study, therefore, suggest that the attribution 

of attitudinal barriers facing children with IDD and their families in Ghana to cultural beliefs 

about disability is overemphasized in the literature, at least from the perspective of people 

affected by those barriers.  

Although the study findings also reveal that children with IDD and their families can 

experience attitudinal barriers from healthcare professionals (e.g., healthcare professionals 

staring or screaming at the children and their families), the caregivers in this study attributed 

such barriers to a lack of knowledge about IDD among healthcare professionals. Other studies on 

the attitudinal barriers people with disabilities experience from healthcare professionals in Ghana 

also attribute such barriers to a lack of knowledge about disability issues and needs of people 

with disabilities among healthcare professionals (Badu, Opoku & Appiah, 2016; Ganle et al., 

2016). Again, healthcare professionals in Ghana are notorious for losing their temper with clients 

regardless of disability status (Andersen, 2004; Darlinjong & Laar, 2012; Mannava et al., 2015; 

Moyer et al., 2013; Yakong et al., 2010). Andersen (2004) indicates that bad attitudes of 

healthcare professionals in Ghana toward clients are induced by stress from poor working 

conditions. Aberese-Ako, Agyepong, Gerritis and Van Dijk (2015) also reveal that healthcare 

professionals in Ghana can have heated disputes among themselves over who is expected to 

perform certain clinical duties (e.g., anesthesia) and this can translate into bad attitudes toward 

clients. Bad attitudes of healthcare professionals in Ghana discourage people, including those 
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with disabilities, from accessing healthcare (Badu, Opoku & Appiah, 2016; Ganle et al., 2016; 

Mannava et al., 2015; Moyer et al., 2013; Yakong et al., 2010).  

As can be observed from the study findings, the double attitudinal barriers confronting 

children with IDD and their families in accessing healthcare, one from healthcare professionals 

and the other from the general public, can demoralize families and reduce the likelihood that they 

will access timely healthcare for the children. The study findings show that these barriers 

contribute to risky health beliefs and behaviors (e.g., self-prescription of medication and delay in 

accessing healthcare) among families. These barriers can be a source of humiliation to families 

and consequently, make families avoid the source of humiliation as much as possible (i.e., 

accessing healthcare for their children) (Corrigan, 2004; Corrigan, Druss & Perlick, 2014). 

Further, these barriers can negatively impact on the mental health of families and lead to 

psychological problems (e.g., depression) in families, which can compromise the families’ 

abilities to meet the health needs of the children (APA, 2013; Gallagher & Hannigan, 2014; 

Rogers & Follingstad, 2014; WHO, 1992).   

As a solution to these attitudinal barriers, some caregivers in this study suggested the 

establishment of segregated healthcare facilities well stocked with both human and material 

resources for children with IDD and others proposed providing designated health facilities in 

each district with adequate resources for the children. From the perspective of the minority rights 

approach to social equity and inclusion, providing separate services to adequately meet the needs 

of children with IDD and their families may be ideal. The minority rights approach views people 

with disabilities as people who experience disadvantages in society on the basis of deviation 

from the norm and for that matter they require special attention, services and treatment (e.g., 
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anti-discrimination legislation and affirmative rights) to level the playing field for all and sundry 

(Bickenbach, Chatterji, Bradley & Ustun, 1999; Joiner, 2006; Schur, Kruse & Blanck, 2013). At 

the other end of the spectrum, establishing segregated health services for persons with disabilities 

can reinforce marginalization against people with disabilities in society (Hammell, 2006; WHO 

& World Bank, 2011). Nevertheless, the suggestion for segregated services by the caregivers in 

this study highlights their frustrations with mainstream health facilities. Regardless of where care 

is provided, the WHO (2010a) recommends the availability of key health workers who will serve 

as a point of contact between families and the health system, and coordinate services to address 

the health needs of children with IDD and their families.   

Another solution to the attitudinal barriers proposed by the caregivers in this study is for 

health education programs to provide healthcare professionals opportunities to interact with 

children with IDD beyond textbook knowledge. The caregivers believed that this can increase 

the knowledge of healthcare professionals on IDD and promote positive attitudes among them. 

Education programs that provide healthcare professionals with opportunities to interact with 

people with disabilities (including children with IDD) can be helpful in developing positive 

attitudes toward such clients among healthcare professionals (Morgan & Lo, 2013, Tracy & 

Iacono, 2008). The caregivers in this study also suggested massive public awareness campaigns 

on IDD via multiple means (e.g., media, pictures, different local languages and community 

outreach) to improve the attitudes of the general public. This suggestion is in alignment with 

Article 8 of the Convention on the Rights of Persons with Disabilities (United Nations, 2006) 

which obligates State parties of the United Nations to create public awareness on disability issues 

to promote social inclusion for persons with disabilities. As noted by Seewooruttun and Scior 
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(2014) and the WHO and World Bank (2011), public awareness campaigns using multiple 

platforms can lead to better understanding of disability issues in the general public to promote 

social inclusion.     

In summary, the factors shaping the experiences of families in accessing healthcare for 

children with IDD in Accra, Ghana, are complex. These factors include inadequate material and 

human resources at health facilities, financial challenges facing the health sector of the country, 

social connections, and attitudes of healthcare professionals and the general public toward 

children with IDD and their families.  

Mapping the Factors Shaping the Experiences of Families onto the Andersen Model 

The components of the Andersen model (Andersen, 1995) that were more conspicuous in 

understanding the dynamic factors shaping the experiences of families in accessing healthcare 

for children with IDD in Accra, Ghana, included enabling resources, healthcare systems and use 

of health services. According to the Andersen model, enabling resources are resources available 

to an individual to make healthcare service utilization possible for the individual when needed 

and consist of personal/family resources (e.g., income and insurance status) and community 

resources (e.g., proximity of health facilities, physician-population ratio and cost of healthcare). 

Thus, social connections and the financial means of the caregivers in this study could be 

considered personal/family resources while proximity of health facilities in relation to the 

caregivers’ residences and the number of healthcare professionals available in the country could 

be considered community resources. 
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 Healthcare systems, as defined by the Andersen model comprise health policy, resources 

and health system organization. Although the appraisal of Ghana’s health policies was beyond 

the scope of this study, it can be observed from the study findings and discussion thus far that 

there are challenges with the implementation of the national health insurance policy in removing 

financial barriers to healthcare. Further, the caregivers in this study pointed out that there is a gap 

between disability policy and practice in the country. The study findings and the discussion thus 

far suggest that inadequate resources might be one of the factors responsible for poor 

implementation of policies promoting access to healthcare for children with IDD in the country. 

Another factor that might account for poor policy implementation in Ghana is that although 

Ghana has signed and ratified several international conventions, treaties and declarations to 

provide equitable healthcare for all, Anthony (2011) indicates that domestic policies do not 

always reflect international principles to adequately provide for people with disabilities. 

Policymakers and administrators’ lack of commitment or political will for policy implementation 

can also be a reason for the gap between health policy and practice (Erasmus, Orgill, Schneider 

& Gilson, 2014; Oliver et al., 2014). The caregivers in this study recommended that it is 

important for people with disabilities and their families to hold politicians accountable during 

elections and through pressure groups to breach the gap between policy and practice. Democratic 

elections put absolute power in the hands of the electorates to elect political leaders who 

demonstrate the capacity to advance the interest of the electorate and general populace (Bratton 

& Logan, 2014). Pressure groups are also effective means by which people can exert political 

pressure on politicians to serve the interest of the people (Berry & Wilcox, 2015). Worldwide, 

pressure groups have been instrumental in promoting disability rights (Campbell & Oliver, 2013; 
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Charlton, 1998; Oliver & Barnes, 2012; WHO & World Bank, 2011). With respect to the 

remaining components of health systems, i.e., resources and health system organization, 

according to the Andersen model, resources include labor, capital and assets devoted to 

healthcare while health system organization refers to how human resources and facilities are 

coordinated and controlled in health services provision. Thus, inadequate material and human 

resources at health facilities in Ghana and the financial challenges facing the health sector of the 

country could be mapped onto the resources and health system organization components of the 

Andersen model.  

Inadequate material and human resources at health facilities also overlap with the 

continuity of care component (i.e., the level of coordination of services associated with a 

particular illness) of use of health services in the Andersen model. As can be observed from the 

study findings, while a few caregivers in this study reported that the services their children 

received at the health facility they accessed were delivered in a seamless fashion, most 

caregivers indicated that they moved across departments within the same health facilities or went 

outside the health facilities administering the care for services. 

Finally, although the study findings reveal that attitudes of healthcare professionals and 

the general public play a key role in access to healthcare for children with IDD and their families 

in Accra, Ghana, these findings cannot be directly explained by the Andersen model. For 

example, it can be difficult to map attitudinal barriers from the general public directly onto the 

external environment component of the Andersen model since the caregivers in this study 

attributed such attitudes to the curiosity of the general public about the disabilities of the children 

or the behavioral problems of the children. Perhaps it would have been easier to map such 
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attitudes onto the external environment component had the caregivers attributed those attitudes to 

cultural factors like the literature highlights. Further, the caregivers attributed attitudinal barriers 

from healthcare professionals to inadequate knowledge about IDD among healthcare 

professionals. If this is indeed the case, it implies that such attitudes have their roots in healthcare 

education programs and thus, they could be mapped onto the external environment component of 

the Andersen model. In this case, the issue is that either healthcare education programs do not 

sufficiently address disability issues or much attention has not been paid to disability issues 

included in such programs. However, since the examination of the knowledge or training of 

healthcare professionals about IDD was beyond the scope of this study, it is difficult to 

substantiate the caregivers’ assertion that inadequate knowledge of IDD is the basis of attitudinal 

barriers from healthcare professionals. It is worth pointing out that although other studies from 

Ghana also attribute these barriers to a lack of knowledge about disability issues and needs of 

people with disabilities among healthcare professionals (Badu, Opoku & Appiah, 2016; Ganle et 

al., 2016); these studies were from the perspectives of people with disabilities. Another aspect of 

the Andersen model that the attitudes of healthcare professionals can be related to is who 

provided the services received component which is a part of use of health services in the model.  

 Comparing and Contrasting the Study Findings and the Global Literature on Access to 

Healthcare for Children with IDD  

Consistent with the study findings, the global literature demonstrates that children with 

IDD and their families in countries like the Unites States, Turkey, India, Pakistan and the West 

Bank are confronted with financial barriers (Dababnah & Bulson, 2015; Juneja, Jain Singhal & 
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Mishra, 2012; Mirza, Tareen, Davidson & Rahman, 2009; Saunders et al., 2015; Schieve et al., 

2012; Sen & Yurtsever, 2007; Zablotsky et al., 2014; Varghese, Grills & Mathias, 2015). While 

these financial barriers are largely due to noninsurance or underinsurance in these countries, in 

Accra, Ghana, they are grounded in a national health insurance scheme that does not work 

adequately.  

Another observation from the global literature is that children with IDD and their families 

in rural communities in Canada, Australia, India, Pakistan and the West Bank are confronted 

with geographic disparity of health services (Dababnah & Bulson, 2015; Hussain & Tait, 2015; 

Kreitzer, McLaughlin, Elliott & Nicholas, 2016; Mirza,Tareen, Davidson & Rahman, 2009; 

Varghese, Grills & Mathias, 2015). Whereas in Canada, geographic disparity meant that children 

with IDD in rural communities got sporadic services (Kreitzer, McLaughlin, Elliott & Nicholas, 

2016), in Australia, India, Pakistan and the West Bank it meant that families travelled long 

distances to access services in bigger cities (Dababnah & Bulson, 2015; Hussain & Tait, 2015; 

Mirza,Tareen, Davidson & Rahman, 2009; Varghese, Grills & Mathias, 2015). Although 

geographic disparity of health facilities was not a major finding of this study, possibly because 

the study took place in Accra, the capital city of Ghana, the findings reveal that children with 

IDD and their families in Accra, Ghana, can travel out of their neighborhoods to access 

healthcare in other locations based on personal preferences or private insurance designated 

facilities. Consistent with the study findings, even when geographic disparity is not a problem, 

studies from the United Kingdom, the United States, Australia and China have found that 

children with IDD can experience delay in care within the health system due to shortage of 
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healthcare professionals in China (Lim et al., 2012) or marginalization in the United Kingdom, 

Australia and the United States (Heslop et al., 2014; Hussain & Tait, 2015; Schieve et al., 2012).  

Families in Canada, Australia and India also indicate that they can experience 

discrimination and attitudinal barriers from healthcare professionals in accessing healthcare for 

children with IDD (Hussain & Tait, 2015; Kreitzer, McLaughlin, Elliott & Nicholas, 2016; 

Varghese, Grills & Mathias, 2015). Likewise, the study findings reveal that children with IDD 

and their families in Accra, Ghana, can face attitudinal barriers from healthcare professionals. 

However, the dynamics of attitudinal barriers facing people with disabilities differ from context 

to context and might be culture specific (WHO & World Bank, 2011). For example, some 

healthcare professionals in Canada allege that some of their colleagues discriminate against 

patients with IDD by avoiding handling such cases (Kreitzer, McLaughlin, Elliott & Nicholas, 

2016). Some caregivers in India indicate that some healthcare professionals are impatient with 

children with IDD and deny the children treatment if the children are noncompliant (Varghese, 

Grills & Mathias, 2015). In the case of Accra, Ghana, attitudinal barriers from healthcare 

professionals include staring at children with IDD and losing their temper with clients.  

Consistent with the study findings, the global literature reveals that families of children 

with IDD perceive that some healthcare professionals in Canada, China and Australia lack 

adequate knowledge in addressing the needs of children with IDD (Hussain & Tait, 2015; Lim et 

al., 2012; Minnes & Steiner, 2009). In summary, the study findings indicate that there are both 

similarities and differences in the challenges confronting children with IDD and their families in 

Accra, Ghana, and the challenges confronting children with IDD and their families on the global 

front. 
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Study Limitations 

The purpose of this study was to explore the health needs of children with IDD in Accra, 

Ghana, experiences of caregivers in accessing healthcare for the children and views of caregivers 

on how to improve healthcare for the children. Hence, the study findings are only limited to the 

perspectives of caregivers of children with IDD. The study findings do not capture the 

perspectives of service providers (i.e., healthcare professionals and health administrators), and 

assessment of health system organizations and administration, all of which are critical in 

understanding access to healthcare for children with IDD. For example, regarding the 

challenging attitudes of healthcare professionals reported in the study findings, a limitation is 

that this study did not explore the organizational structure and procedures existing in the specific 

health facilities those experiences occurred to better put those attitudes into perspective. For 

instance, as can be observed from the study findings, one of the caregivers interviewed reported 

an incident in which doctors refused to treat her child on the basis that their work shift was over. 

In this incident, there could be a latent rationale best known to the doctors for their refusal to 

attend to the child (e.g., terms of employment, and overtime duties and compensation issues) 

beyond the reason they provided to the caregiver that their shifts had ended. Further, information 

on the measures in place at the health facility this incident occurred to ensure that doctors take 

over their shifts swiftly or otherwise remained at post until they have officially handed over to 

their colleagues are unknown.  

 Another limitation of this study is connected to the sample characteristics. Aside from 

the exclusion/inclusion criteria, in spite of concerted efforts made by the researcher to recruit 

participants of diverse demographic backgrounds, most of the participants obtained for this study 
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were married and had post-secondary education and employment. Demographic backgrounds of 

people are important determinants of access to healthcare (Andersen, 1995; Barton, 2010; 

Levesque, Harris & Russell, 2013). For example, as noted by Sandstrom, Lohman and Bramble 

(2003), employment provides financial access to healthcare through employee wages and in 

many cases, through voluntary employment health insurance. It is therefore not surprising that 

several caregivers in this study reported having health insurance coverage from their 

employment or the employment of their spouse for their children and could also, to an extent, 

afford out-of-pocket payment where necessary. In contrast, one of the few caregivers without 

employment involved in this study stated that she faced financial challenges in purchasing 

essential medication that the national health insurance scheme does not fully cover. Although the 

study findings provide some relevant insight and implications on the health needs of and access 

to healthcare for children with IDD whose caregivers are single parents, unemployed or do not 

have post-secondary education, since this sample was small in the study, it is acknowledged that 

the findings may not comprehensively explain the circumstances of this population.  

This study is also limited to the experiences of children with IDD and their families in 

Accra, the capital of Ghana. As the first known study to have investigated access to healthcare 

for children with IDD in Ghana, this study provides some preliminary understanding of access to 

healthcare for children with IDD in the context of the pinnacle of healthcare in the country. 

Although it can be reasonably inferred from the study findings that since there are challenges 

confronting children with IDD and their families in accessing healthcare in the nation’s capital, 

children with IDD and their families in other parts of the country might also have challenges, the 
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study findings do not capture and fully explain the experiences of children with IDD and their 

families in those places.  

Finally, as a self-report measure, interviews are susceptible to social desirability bias 

(Creswell, 2014; Salkind, 2017). Thus, despite the fact that the caregivers in this study were 

encouraged by the researcher to respond to the interview questions as frankly as possible, there is 

also a likelihood that they may underreport experiences they found discomforting to share (e.g., 

information that might make them appear as irresponsible caregivers of their children and painful 

events associated with their experiences).  

Future Research Directions  

Future research is necessary to examine the perspectives of service providers on 

improving healthcare for children with IDD in Ghana, including understanding the challenges 

they face in meeting the needs of such children and how they can be assisted to better address 

those needs. Research is also needed to examine the extent to which health education programs 

adequately equip healthcare professionals to meet the needs of children with IDD in the country. 

Further, research is necessary to identify gaps in health system organizations and administration 

that undermine access to healthcare for children with IDD and their families in practice and find 

solutions to bridge those gaps. Also, more research is needed to better understand the 

experiences of children with IDD from backgrounds such as single parent homes, having 

unemployed caregivers, having caregivers who do not have post-secondary education and those 

living in other parts of the country. Additionally, more research is necessary to explore the 

rationales behind both positive and negative attitudes of healthcare professionals and the general 
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public towards children with IDD and their families to provide directions for positive change. 

Interventions studies are also needed to examine the extent to which the strategies for 

improvements discussed in this study can enhance access to healthcare for children with IDD in 

practice and/or find more suitable approaches. 

Summary and Conclusions 

Consist with the biopsychosocial model of health (Engel, 1977; 1979; 1980; WHO, 

2001b), access to healthcare for children with IDD in Accra, Ghana, is shaped by a complex 

interaction between biological and psychosocial determinants of health. The study findings 

revealed that children with IDD in Accra, Ghana, were affected by several health conditions 

(e.g., sensory disorders, respiratory disorders, cardiovascular disorders and gastrointestinal 

disorders). Further, the children and their families encountered both facilitators and complex 

psychosocial barriers in accessing healthcare. The facilitators and barriers included financial 

means, social connections, access to transportation, and attitudes of healthcare providers and the 

general public toward children with IDD. The complex structural and psychosocial barriers 

confronting children with IDD and their families in accessing healthcare undermine Ghana’s 

commitment on the international front to provide equitable access to healthcare for all.  

To enhance Ghana’s ability to advance the “global healthcare for all” agenda, it is crucial 

for the capacity of local community health facilities to be strengthened to adequately respond to 

the needs of children with IDD and their families. This can be done by improving the 

infrastructure of local community health facilities and increasing the knowledge and skills of 

healthcare professionals in meeting the needs of the children and their families. After building 
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the capacity of local community health facilities, there need to be public health education to 

boost the confidence of families in such facilities and also to improve the health beliefs and 

behaviors of families toward the needs of their children. Additionally, there need to be intensive 

public awareness campaigns to improve the attitudes of the general public towards children with 

IDD.  These changes, especially building the capacity of local community health facilities and 

boosting the confidence of people in such facilities, will not only enhance healthcare access for 

children with IDD and their families but also enhance access for all children and their families as 

well as other vulnerable groups (e.g., seniors and expectant mothers) in the country.  
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Appendix B 

Consent Form 

Access to healthcare for children with intellectual and developmental disabilities (IDD) in 

Accra, Ghana: Challenges and strategies for improvement  

1. I have read the Letter of Information and have had any questions/concerns I have addressed to 

my satisfaction.  

2. I understand that I will be participating in the study called “Access to healthcare for children 

with intellectual and developmental disabilities (IDD) in Accra, Ghana: Challenges and 

strategies for improvement”. I understand that this means that I will be asked to participate in an 

interview which will be recorded in audio format for about one (1) hour.  

3. I understand that my participation in this study is voluntary and I may withdraw at any time. I 

understand that every effort will be made to maintain the confidentiality of the data now and in 

the future. Research assistants, assistant interviewer and transcribers will be made to sign an 

agreement to the effect that they shall not reveal any data gathered for the study by means of 

their services to any person in any way other than the researcher. The information I give in my 

interview will be used in a dissertation and may be published in professional journals or 

presented at scientific conferences. However, under no circumstances will my confidentiality be 

breached during such presentations of the information I provide. My actual name and any other 

information that have the potential to make me visible to any audience will be excluded from 

such presentations. Should I be interested, I am entitled to a copy of the research findings.  
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4. I am aware that if I have any questions or concerns about the study, I may contact Grad 

Student; De-Lawrence Lamptey, School of Rehabilitation Therapy, Louise D. Acton Building, 

31 George Street, Queen’s University, Kingston Ontario, Canada, or 11dlnl@queensu.ca, and 

Dr. Heather Aldersey, School of Rehabilitation Therapy, Louise D. Acton Building, 31 George 

Street, Queen’s University, Kingston Ontario, Canada, or hma@queensu.ca. Any concerns about 

the rights I have during my participation in the study may be directed to the Chair of the General 

Research Ethics Board, Queen’s University at chair.GREB@queensu.ca or 001-613-533-6081 or 

to the Administrator of the Ethics Committee for Humanities, ISSER, University of Ghana at 

ech@isser.edu.gh / dopai-tetteh@ug.edu.gh  or 00233- 303-933-866. Any psychological 

concerns about my participation in the study may be directed to the Chief Executive, equiLinks 

Psychological Counseling and Support at may@equilinks.org or 00233- 244-444-594/00233-

273-297-405. 

5. I give permission to this research interviewer to record my interview and my consent to 

participate in the study in audio in the following words: “I have read the above statements and as 

a result freely consent to participate in this study and also agree to have my interview recorded in 

audio format”. 

  



149 
 

 

 

Appendix C 

Research Assistant and Transcriber Confidentiality Agreement 

Access to healthcare for children with intellectual and developmental disabilities (IDD) in 

Accra, Ghana: Challenges and strategies for improvement 

I have read and retained the Letter of Information concerning the above named research. I 

understand the nature of the study and requirements for confidentiality in my role as (a) research 

assistant, (b) assistant interviewer or (c) transcriber for the researcher. I have had all of my 

questions concerning the nature of the study and my role answered to my satisfaction. 

1. I agree not to reveal in any way to any person other than the researcher any data gathered for 

the study by means of my services as (a) research assistant, (b) assistant interviewer or (c) 

transcriber. 

2. I understand that the researcher may acknowledge the use of my services in any report on the 

research.  I have indicated below whether I wish that acknowledgment to be anonymous or 

whether it may recognize me by name. 

___ I do not wish my name to be associated with the acknowledgement. 

OR 

___ I agree that the researcher may associate my name with the acknowledgement. 
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3. I am aware that if I have any questions or concerns about the study, I may contact Grad 

Student; De-Lawrence Lamptey, School of Rehabilitation Therapy, Louise D. Acton Building, 

31 George Street, Queen’s University, Kingston Ontario, Canada, or 11dlnl@queensu.ca, and 

Dr. Heather Aldersey, School of Rehabilitation Therapy, Louise D. Acton Building, 31 George 

Street, Queen’s University, Kingston Ontario, Canada, or hma@queensu.ca. Any concerns about 

the rights I have during my involvement in the study may be directed to the Chair of the General 

Research Ethics Board, Queen’s University at chair.GREB@queensu.ca or 001-613-533-6081 or 

to the Administrator of the Ethics Committee for Humanities, ISSER, University of Ghana at 

ech@isser.edu.gh / dopai-tetteh@ug.edu.gh  or 00233- 303-933-866. Any psychological 

concerns about my involvement in this study may be directed to the Chief Executive, equiLinks 

Psychological Counseling and Support at may@equilinks.org or 00233- 244-444-594/00233-

273-297-405. 

Please sign one copy of this Form and return to De-Lawrence Lamptey. Retain the second 

copy for your records. 

I have read the above information and I agree to the terms of confidentiality in this research.  

Name and Signature:  _______________________________________________ 

Date: ___________________________________________ 

Contact information: ______________________________________________ 

Witness:  _____________________________________________________ 

Signature of witness:  ______________________________________ 

  

mailto:11dlnl@queensu.ca
mailto:hma@queensu.ca
mailto:chair.GREB@queensu.ca
mailto:ech@isser.edu.gh
mailto:dopai-tetteh@ug.edu.gh
mailto:may@equilinks.org
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Appendix D 

Letter of Information 

STUDY TITLE: Access to healthcare for children with intellectual and developmental 

disabilities (IDD) in Accra, Ghana: Challenges and strategies for improvement 

RESEARCHER: De-Lawrence Lamptey, School of Rehabilitation Therapy, Queen’s 

University, Kingston, Ontario, Canada. 

What is this research about? The purpose of this research is to investigate (a) the health needs 

of children with intellectual and developmental disabilities (IDD) (special needs children), (b) 

the experiences of their families/caregivers in accessing healthcare to address the needs of the 

children and (c) to take the recommendations of families/caregivers on improve healthcare  for 

these children. The participants for the study are caregivers (e.g., parents, foster parents and 

relatives who play caregiving roles) of children with intellectual and developmental disabilities 

(special needs children). The study will require about one (1) hour of the participants’ time to 

participate in an interview which will be recorded in audio format. Although there are no 

physical, social and economic risks associated with the interview, some of the questions may 

evoke feelings of frustration, dissatisfaction and rage from the participants with the Ghanaian 

healthcare system regarding the challenges children with intellectual and developmental 

disabilities (special needs children) face in accessing healthcare. Should this happen, the 

interview would be stopped immediately and the participants will be assisted to talk to a 

psychologist or counselor through equiLinks Psychological Counseling and Support, a local 

institution the researcher is affiliated to. 
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Is participation in this research voluntary? Yes, participation in this study is voluntary. 

Although it would be greatly appreciated if the participants would answer all questions as frankly 

as possible during interviews, they are not obliged to answer any question that they find 

objectionable or that makes them feel uncomfortable. They may also withdraw from the study at 

any time during their respective interviews with no effect on their benefits for participating in 

this study. In addition, they may withdraw from the study within three (3) weeks after their 

respective interviews and request that their recorded interviews be permanently destroyed. 

However, after three (3) weeks, the request to have their respective data permanently destroyed 

may not be honored as it is anticipated that analysis of their interview data would have begun by 

that time and all information linking the interview data to the identities of participants would 

have been removed. Further, it may be that the results of this study may have been submitted as 

part of a dissertation or published in professional journals. Should any participant wish to 

withdraw from the study, he/she can request that during interview sessions or contact the 

researcher via 11dlnl@queensu.ca or through the Chief Executive, equiLinks Psychological 

Counseling and Support at may@equilinks.org or 00233- 244-444-594/00233-273-297-405 if the 

interviews have already been conducted.  

What will happen to the responses of the participants? Interviews will be used in a 

dissertation and may be published in professional journals or presented at scientific conferences. 

However, under no circumstances will individual confidentiality be breached during such 

presentations of interviews. The actual name of participants and any other information that have 

the potential to make any participant visible to any audience will be excluded from such 

mailto:11dlnl@queensu.ca
mailto:may@equilinks.org
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presentations. However, actual names may be recorded in the interviews strictly for the purposes 

of identifying the source of data/information received but they will subsequently be destroyed 

and replaced by codes/pseudonyms during transcription to protect the true identity of 

participants. Research assistants, assistant interviewer and transcribers will be made to sign an 

agreement to the effect that they shall not reveal any data gathered for the study by means of 

their services to any person in any way other than the researcher. The interviews will be kept 

confidential. They will be recorded in audio format and audio files and transcription will be 

safely stored on an encrypted external hard drive. Hardcopies of transcription will be safely kept 

in a locked cabinet in the researcher’s apartment during his stay in Ghana and in his office at 

Queen’s University when he returns to Canada after fieldwork.  

Will the participants be compensated for their participation? Guaranteed benefits of 

participating in this research include the right to request a copy of the final results of the study. 

Refreshments (soda/fruit drinks and pastries) will also be provided to thank participants for their 

time after interviews. This is regardless of whether they complete the interview or not. 

What if I have concerns? Any questions about study participation may be directed to Grad 

Student; De-Lawrence Lamptey, School of Rehabilitation Therapy, Louise D. Acton Building, 

31 George Street, Queen’s University, Kingston Ontario, Canada, or 11dlnl@queensu.ca, and 

Dr. Heather Aldersey, School of Rehabilitation Therapy, Louise D. Acton Building, 31 George 

Street, Queen’s University, Kingston Ontario, Canada, or hma@queensu.ca. Any concerns about 

the rights of the research participants may be directed to the Chair of the General Research 

Ethics Board, Queen’s University at chair.GREB@queensu.ca or 001-613-533-6081 or to the 

mailto:11dlnl@queensu.ca
mailto:hma@queensu.ca
mailto:chair.GREB@queensu.ca
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Administrator of the Ethics Committee for Humanities, ISSER, University of Ghana at 

ech@isser.edu.gh / dopai-tetteh@ug.edu.gh or 00233- 303-933-866. Any psychological concerns 

about study participation/involvement may be directed to the Chief Executive, equiLinks 

Psychological Counseling and Support at may@equilinks.org or 00233- 244-444-594/00233-

273-297-405.   

mailto:ech@isser.edu.gh
mailto:dopai-tetteh@ug.edu.gh
mailto:may@equilinks.org
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Appendix E 

Interview Protocol 

Date ……………………………….. 

PRE-INTERVIEW QUESTIONNAIRE  

Biographical Data of Caregivers  

- Gender; Marital Status; Relationship to the Child; Education Level; Occupation; 

Ethnic/Tribe; Family Size/Number of People in Household. 

Biographical Data of Child(ren) 

- Gender; Age; Type of IDD. 

MAIN INTERVIEW QUESTIONNAIRE 

- What are some of the common things that cause your child to fall sick (example, malaria, 

fever, diarrhea)? Probes: when was the last time your child fell sick? How do you 

normally know when your child is not feeling fine (i.e., feeling sick)?   

- What do you normally do when you notice that your child is not feeling fine? Probes: 

where do you take your child to get cured/get treatment when he or she falls sick? Why 

do you take your child to that place? At what point do you decide that you will have to 

take your child to the hospital or clinic or anywhere else when you notice that your child 

is sick or getting sick?  
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- Which hospital or clinic do you normally take your child to when he/she falls sick? 

Probes: by what means do you transport yourself and your child to that hospital or clinic? 

How long does it take you to arrive there? What are the things that make it easy for you 

to take your child to that hospital or clinic? What are the challenges you face? What do 

you think can be done about these challenges? How can you contribute to making your 

suggestion a reality to make things a bit easier for you and other families?  

- Share with me an instance when your child was sick and you took him/her to the hospital 

or clinic. Probes: what sickness did you think he/she had at the time? What did the 

medical staff say was your child’s sickness? Which department at the clinic or hospital 

was your child treated or seen? What type of services/treatment did he/she receive there? 

Who provided it? How did the hospital staff support you in accessing services? What did 

they do to help? Share with me some of the things you liked about the way they went 

about attending to the health needs of your child? What did you not like about the way 

they went about things and why? 

- How do people normally react when they see you taking your child to the hospital or 

clinic? Probes: how does the hospital staff (nurses, medical doctors etc.) react when they 

see your child at the hospital? How about other patients? How do their reactions affect 

your motivation or willingness to take your child to the hospital or clinic (positive 

experiences? negative experiences?)? What do you think will be the best way to improve 

the attitudes of people toward you and your child? In what way do you think that can be 
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effective? What can be done about this to make things a bit easier for you? How do you 

think you can contribute to making the solutions that you propose a reality? 

- What services are available for your child at the hospital or clinic close to where you 

live? Probes: what services are not available at the nearest clinic or hospital where you 

live that you think your child may need? How do you access those services that are not 

available at that hospital or clinic for your child? What do you suggest can be done to 

provide those services at the hospital or clinic nearest to where you live? How can you 

contribute to making your suggestions come true so that your child can have access to 

good healthcare at the hospital or clinic nearest to where you live?  

- How do you pay for the health service (e.g., medication, surgery, hospital visits) your 

child receives? Probes: which services are you able to afford and which ones are you not 

able to? In what way does your child benefit from the national health insurance scheme? 

What types of services are not covered under the scheme? How do you think those 

services are important to the health/recovery of your child? What challenges do you face 

financing healthcare services for your child? What do you think can be done about this to 

make things a bit easier for you?  How do you think you can contribute to making the 

solutions that you propose a reality? 

- What other medications do you give to your child when he/she falls sick (e.g., herbal 

bitters) other than the one prescribed by a doctor? Probes: why do you give your child 

that medication/ bitters? Who recommended that to you? 
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- What policies exist in this country to support your child to have access to good quality 

healthcare (example, national health insurance scheme)? Probes: what does the policy say 

should be done for children, including your child? What do you think are some of the 

challenges with the policy? If the policy was to be amended, how would you recommend 

that it addresses the challenges that you mention (or if a new policy is to be written, what 

do you think should go into it)? How do you think you can contribute to making the 

solutions that you propose a reality (e.g., advocacy)?  

CLOSING REMARKS 

These are all the questions I have for you.  

Are there any other comments you would like to add? 

What questions do you have for me? 

Thank you again for your time. 


