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Abstract  

Background: Four fifths of the estimated 150 million children with disability in the world live 

in resource-poor settings where the role of the family is crucial in ensuring that these 

children survive and thrive. Despite their critical role, evidence is lacking on how to provide 

optimal support to these families.  

Study aims: This study explores the lives of caregivers of children with cerebral palsy in 

Ghana, and the impact and underlying processes of a participatory training support 

programme. 

Methods: A mixed methods study was conducted. This consisted of a pre-post survey 

conducted before (baseline) and after (endline) the training programme, with 75 caregivers 

enrolled from across eight districts in Ghana. A qualitative longitudinal study was conducted 

with 18 caregivers from four districts. 

Key findings: Low levels of caregiver knowledge, pervasive stigma, and physical and 

emotional exhaustion, were all common themes at the outset.  In terms of the programme 

impact, there were significant improvements in caregiver quality of life. Knowledge levels 

about their child’s condition increased, and confidence levels increased in how to care for 

their child, including some aspects of improved care practices. Child outcomes were mixed, 

with some improvements in the child’s health, but levels of malnutrition remained high. 

The support group mechanism appeared to foster improved caregiver wellbeing and 

elements of caregiver empowerment through the acquisition of new skills, feeling valued by 

the group membership, and having a social support from this network. The latter included a 

realisation by caregivers that they were not alone, with a reduction in self-stigma, as well as 

having a safe space for problem-solving. Importantly, through sharing the experience of 
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other caregivers, this engendered a sense of hope that their child’s life can improve. The 

complexity and non-linearity of the caregiver empowerment journey was illuminated. There 

were important gains in individual dimensions of power and the nascent emergence of 

collective power with other group members, but macro and structural issues limited 

possibilities for change.  

The study illustrated the pervasiveness of disability-related stigma in the Ghana context for 

caregivers with a child with cerebral palsy. Stigma is multi-layered, and a range of factors 

interact with disability-related stigma, including gender and poverty. The evidence indicates 

that the caregivers in this study in Ghana can experience a form of disablism, which both 

impacts upon themselves, but also has repercussions on caregiving. 

Conclusion: The findings illuminate the multi-faceted and interacting factors that directly 

and indirectly affect the lives of caregivers, and that a better understanding of the context 

of the caregiver-child dyad context is needed. A model of childhood disability requires that 

caregivers, and the gendered nature of caregiving, needs greater consideration, for a more 

transformative approach to childhood disability. 
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Structure of thesis  

The thesis for this PhD is presented in the ‘research paper style’ format, in accordance with 

the London School of Hygiene & Tropical Medicine research degree regulations. It includes 

several different but related journal articles that have been published in peer-reviewed 

journals.   

Details of the publications, as well as acknowledgement of other contributors, are included 

in the ‘Research Paper Cover Sheets’. This thesis also contains linking materials to provide 

information not covered in the research papers and to ensure this thesis reads as a coherent 

body of work.   

 Chapter one provides an overview of the context for children with disabilities in low- 

and middle-income settings (LMICs), it defines cerebral palsy, the underpinning 

frameworks, and the rationale for family-focused programmes of care and support. 

It details the overall aims and objectives of the study. 

 Chapter two details a scoping review of the literature on the impact of caregiving in 

LMICs.  

 Chapter three briefly summarises the development of the parent training 

programme on which this study is based.  

 Chapter four documents the methodology of the study in Ghana. 

 Chapter five (Published Paper 1) describes the impact of the intervention on both 

the child and caregiver, from an analysis of the quantitative data from the study. 

 Chapter six details the results from the testing of a quality of life (QoL) tool, the 

Ladder of Life–QoL (LoL-QoL). It explores what it adds to our understanding of 

caregiver reported QoL, as a result of their engagement in the programme.  
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 Chapter seven (Published Paper 2) explores the impact on the caregiver QoL, from 

an analysis of the qualitative longitudinal data.  

 Chapter eight (Published Paper 3) illuminates the role of caregiver empowerment 

and their engagement in the programme. 

 Chapter nine (Published paper 4) explores the role of stigma in the lives of 

caregivers and how this shaped their engagement with, and impact of, the 

programme. 

 Chapter ten summarises the findings, discusses a model of the caregiver 

environment, examines implications from the study findings, recommendations, and 

a conclusion.  

 Appendices Part 1 includes additional documents related to the literature search, 

ethics, study questionnaires and topic guides, and a copy of the Mapi report for 

cognitive testing of the PedsQL™tool. 

 Appendices Part 2 includes additional papers from Ghana, and from the 

development of the caregiver training programme (in Bangladesh) which were not 

submitted for this thesis but provide contextual information. 
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Chapter One Introduction  

Overview  

In this chapter I provide an overview of the context for children with disabilities in low- and 

middle-income settings (LMICs), the underpinning frameworks, and the rationale for family-

focused programmes of care and support. I introduce the overall aims and objectives of the 

study. 
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Disability concepts and models  

This thesis is about understanding the lives of caregivers who look after children with 

disabilities, in order to understand how to improve care and support mechanisms. Although 

the focus is largely on the lives of the caregivers, I will provide a brief overview of 

conceptual understandings and models of ‘disability’, and of the conceptual approach 

adopted within this thesis. This will help position the caregiver and family within a broader 

disability framing. 

 

The World Report on Disability captures the complexity of defining disability, stating that 

‘Disability is complex, dynamic, multidimensional, and contested.’ (World Health 

Organization and World Bank, 2011bp.3). Historically, within some religious traditions, 

disability might be seen as a punishment as a result of a sin committed, or alternatively a 

‘gift’ from God as a test of one’s faith (Retief and Letšosa, 2018). According to the charity 

model, pity is felt towards the person’s perceived tragedy, and support is provided in order 

to alleviate their suffering (Retief and Letšosa, 2018). With advances in medicine in the 

1800s, the ‘medical model’ emerged, whereby disability was described as failure in bodily 

functioning. The resultant focus was on deficiency, such as a ‘deformed’ limb, rather than 

seeing the person as a whole, or wider environmental factors. One  consequence of this 

model is treating people with disabilities as problems to be solved, so they can then fit into 

society (Retief and Letšosa, 2018, Haegele and Hodge, 2016).  

 

In the 1960s and 1970s, the social model of disability evolved, originally from the British 

disability movement (Barnes, 2012, Abberley, 1987). As a response to strong criticism of the 
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medical model, and in distinct contrast, the social model of disability shifted the focus from 

the individual, and any functional limitations, and instead argued that disability was a social 

construct, a consequence of oppression by society, which needs to be addressed through 

societal change, and political engagement to decrease environmental barriers, rather than 

individual rehabilitation.  A clear distinction was made between the ‘impairment’ and the 

‘disability’ which results from these societal barriers (Hughes and Paterson, 1997, 

Shakespeare and Watson, 2001).  

 

One of the criticisms of the social model (or family of social models that evolved) is that it 

ignores the individual’s experience of their bodily functions and individual needs, and 

overestimates what can be accomplished by changing the environment alone. Instead, 

arguably, the nature of the impairment also plays some role in contributing to disability, and 

thus there needs to be recognition of the value of mitigating, alleviating or curing an 

underlying medical condition (Shakespeare, 2013, Palmer and Harley, 2012, Shakespeare, 

2012).   

 

A disability model which aims to synthesise elements of the medical and social model is the 

International Classification of Functioning, Disability and Health (ICF, Figure 1) (World Health 

Organisation, 2001). The ICF offers a bio-psycho-social model of disability, whereby 

disability is not an attribute of the person but the result of an ‘interaction’ of the health 

condition with environmental and personal factors. The model starts with the health 

condition (a disease or disorder) which then gives rise to impairments in bodily functions, 

activity limitations and participation restrictions, in interaction with contextual factors.  
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Activity is defined as ‘the execution of a task or action by an individual’ and ‘Participation’ is 

defined as ‘involvement in a life situation’ (World Health Organisation, 2001). Environmental 

factors include products and technology, the natural and built environment; support and 

relationships, attitudes, and services, systems, and policies. Personal factors can include 

self-esteem and motivation, which can influence how much a person participates in society. 

Notably, the ICF treats disability as a continuum,  rather than categorizing people with 

disabilities as a separate group (World Health Organization and World Bank, 2011b) (See 

Figure 1).   

 

Building on this model, there is an ICF-children and youth version (ICF-CY) (World Health 

Organisation, 2007a) which adopts the same bio-psycho-social model of disability, but the 

accompanying guidance is focused on infancy, childhood and adolescence. See Figure 1: ICF 

model of disability CYP version. The guidance for this version particularly emphasises that 

the role of the family is critical in influencing the functioning of the child: 

‘Development is a dynamic process by which the child moves progressively from 
dependency on others for all activities in infancy towards physical, social and 
psychological maturity and independence in adolescence. In this dynamic process, 
the child’s functioning is dependent on continuous interactions with the family or 
other caregivers in a close, social environment. Therefore, the functioning of the child 
cannot be seen in isolation but rather in terms of the child in the context of the family 
system. This is an important consideration in making judgements about the child’s 
functioning in life situations. The influence of family interactions on the child’s 
functioning is greater in this developmental phase than at any later point in an 
individual’s lifespan. Further, as these interactions frame the acquisition 
of various skills over the first two decades of life, the role of the physical and social 
environment is crucial.’[emphasis added] (World Health Organisation, 2007bp.xv) 
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Given the focus of this thesis, I will briefly illustrate this model for a child with cerebral 

palsy. Cerebral palsy can impact on different bodily functions and structures (e.g. affecting 

oro-motor skills. This influences, and is influenced by, the ability to perform activities such 

ability to eat and to communicate. A consequence of this is that the child may have different 

levels of activities participation, for example in accessing being able to education, or being 

included in family social events. Contextual factors, a combination of environmental and 

personal, will also interact to shape the child’s trajectory. Personal factors will include the 

particular background of an individual, such as gender, age, and levels of self-esteem. The 

environmental context covers factors such as the family environment, and broader factors 

such as inclusive policies and socio-cultural beliefs around disability. It would also include, 

amongst other factors, the availability, quality, and accessibility of services, such as health 

and rehabilitation services, and inclusive educational services. All these interactions are bi-

Figure 1: ICF model of disability CYP version 
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directional. Aligned with the ICF, in terms of the emphasis on the interaction between 

impairment and the environment, is the United Nations Convention on the Rights of Persons 

with Disabilities, which defines disability as a ‘long-term physical, mental, intellectual or 

sensory impairments which in interaction with various barriers, may hinder full and effective 

participation in society on an equal basis with others.’ (United Nations, 2006) 

 

This ICF model is also not without its criticisms, largely from the proponents of the social 

model of disability. This includes the argument that the ICF still overly medicalises disability,  

implies impairment causes disability, is too apolitical, and lacks engagement with the 

disability movement (Barnes, 2012, Pfeiffer, 2000). A consequence is that policy is still too 

focused on prevention and/or treatment rather than societal changes needed (Tøssebro, 

2004). Mitra and Shakespeare (2019) argue for the need for greater breadth and depth in 

the ICF model. Some of their criticisms include the need for the model to better reflect how 

health conditions can also directly influenced by contextual factors, that it is too narrow to 

assess life in terms of level of activity and participation, that there needs to be a place for 

individual agency, and to be able to account for how health conditions change over time. 

 

Another critique of the various disability concepts and models is that they have largely been 

developed in the Global North, and there is a need to look at indigenous knowledge in 

relation to interpretations of disability (Mbazzi et al., 2020). In the East and Southern Africa 

context, the concept of ‘Ubuntu’ (`I am because we are’) is found in several countries using 

slightly different terms, with implications for how social difference, including disability, is 

viewed (Mbazzi et al., 2020). Within this conceptualisation, disability is thus a social 
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construction which only happens when ‘otherness’ is seen as inhuman (Ngubane-Mokiwa, 

2018). Maria Berghs (2017), for example, reflects that in the South Africa context, the 

concept of Ubuntu would result in more emphasis on the importance of the 

interrelatedness of humanity, and about respecting the ‘diversity of humanness’. She 

illustrates this with an example of a child with a disability in Ghana. Instead of a socio-

cultural explanations for why the child or mother is to blame, the focus, using this Ubuntu 

framework, is to ask ‘Why a community or institution or state is failing in its compassionate 

responsibilities towards upholding respect for human diversity, who is filling the gap and 

why, and what can be done’ (Berghs, 2017p.6). 

 

Whilst acknowledging the strengths and weakness of the different disability models, for the 

purpose of this thesis, the ICF model of disability is adopted to frame the parenting 

programme. I detail how this conceptualisation of disability aligns with the Theory of 

Change and research design detailed in Chapter four. I then return to the ICF in the final 

chapter of this thesis, Chapter ten, and reflect on how this research can further enrich our 

understanding of the environment of the child, and in particular, the role of the caregiver.  

Whilst the African model of Ubuntu did not frame this research at the outset, I return to this 

model in my reflection on the research findings in the final chapter. 

 

Childhood disability and developmental disabilities 

Globally, one in 20 children aged less than 14 years is estimated to be living with a disability 

(UNICEF, 2013), and the vast majority (80%) of these children live in resource-poor settings 

(World Health Organization and World Bank, 2011b). It is also estimated that, globally, each 
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year an estimated 30 million neonates experience complications around the time of birth, 

which may have a life-long impact on health and development (Kohli-Lynch et al., 2019). 

Due to the complexities and inconsistencies in the assessment of childhood disability, global 

prevalence or incidence data for the range of childhood delays and disabilities is lacking 

(Collins et al., 2017). Challenges that contribute to both the lack of reliable data and 

difficulties in assessment include: the wide range of methodologies utilised; a lack of user-

friendly and culturally-sensitive screening tools; tools that can over- or under-identify 

certain conditions; the lack of screening in most low-income settings; lack of clarity of what 

is defined as ‘normal’ in terms of early childhood development; as well as the role stigma 

can play in under-reporting (Palmer and Harley, 2012, Yousafzai et al., 2014, Olusanya et al., 

2018, Collins et al., 2017). 

 

Developmental disability is the most common cause of childhood disability. Estimates from 

2016 suggested there were 52.9 million children under five with developmental disabilities, 

with an estimated 95% of whom live in LMICs (Olusanya et al., 2018). Data suggest 

increasing prevalence of children with developmental disabilities (between 1990-2016) in 

Sub-Saharan Africa (SSA). This may be due, in part,  to better neonatal survival rates, 

especially for those born prematurely, and may also reflect improvements in data collection 

over this time (Olusanya et al., 2018).  

 

Developmental disability is a very broad category that covers a heterogenous range of 

childhood conditions that can impact on a child’s functioning over a lifetime (Smythe et al., 



9 
 

2020b, Rosenbaum and Gorter, 2012). In this thesis, I adopt the definition of developmental 

disabilities from the Centers for Disease Control and Prevention (CDC):  

‘Developmental disabilities are a group of conditions due to an impairment in 

physical, learning, language, or behaviour areas. These conditions begin during the 

developmental period, may impact day-to-day functioning, and usually last 

throughout a person’s lifetime.’ (Centers for Disease Control and Prevention) 

 

Most commonly children with developmental disabilities have sensory impairments, 

cerebral palsy, epilepsy, attention deficit disorder, autism spectrum disorder, intellectual 

disability or developmental delays (Olusanya et al., 2018). Sometimes the term 

‘developmental disability’ is used interchangeably with the concept of developmental delay.  

Whilst it is generally agreed that they are different concepts, terminology is often 

understood and used differently across settings and cultures (Wong, 2011). In this thesis, I 

commonly use the phrase ‘children with disabilities’ interchangeably with ‘children with 

developmental disabilities’. This reflects the breadth of common conditions which fall under 

the category of ‘developmental disability’, and also takes into account the different way that 

terms are understood and used in different settings. 

 

Cerebral palsy is the most common developmental disability with an estimated 2-2.5/1000 

live births globally  (Donald et al., 2015). A survey of childhood disability in Bangladesh 

showed that children with cerebral palsy account for the largest group of children with a 

moderate or severe physical disability, with a prevalence of 3.7/1000 children in Bangladesh 

(Murthy et al., 2014). The global estimates, however, are also likely to be an 
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underestimation. Specifically, in relation to estimates of cerebral palsy, Gladstone (2010) 

describes the particular challenges in resource-poor settings, whichinclude the lack of clarity 

over the definition of cerebral palsy, the different assessment tools used, as well as the low 

priority given to screening.  

 

As well as having a motor disorder, children with cerebral palsy often have multiple co-

morbidities, including visual, hearing, intellectual impairment, and epilepsy. The implication 

of this is that they generally require a multi-disciplinary approach to care and support, 

required over their lifetime (Colver et al., 2013a).  This has repercussions for caregiving, as 

well as for any caregiving intervention. This will be explored further in this thesis in terms of 

the caregiver experience.  

 

Children with disabilities ‘left behind’  

The Sustainable Development Goals (SDGs) emphasise the importance of ‘leaving no one 

behind’ (United Nations, 2015) and persons with disabilities are identified as one of the 

vulnerable groups that are more likely to be ’left behind’. Children with disabilities are 

known to experience poorer health (Kuper et al., 2014, World Health Organization and 

World Bank, 2011b), as well as having diverse rehabilitation needs that are frequently not 

available in resource-poor settings (World Health Organization, 2013). These health and 

rehabilitation needs are often not met because there is a range of barriers in accessing 

services, or because these services simply do not exist (Bedford et al., 2013, Nesbitt et al., 

2012, Bright et al., 2017). Similarly, children with disabilities are significantly less likely to 

attend school compared to their peers without disabilities and, even if they do attend, they 
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have poorer educational outcomes (Zuurmond et al., 2019, Kuper et al., 2014, World Health 

Organization and World Bank, 2011b). Children with disabilities are also at greater risk of 

violence, from the community, at school, and within the family (Banks et al., 2017a, Jones et 

al., 2012).  

 

Caregivers of children with disabilities 

The focus of this thesis is on the lives of caregivers and the evaluation of a caregiving 

programme for children with cerebral palsy, so it is worth explaining different definitions of 

caregivers. There are a variety of interchangeably used terms and definitions for caregivers. 

The CDC defines caregivers as those who ‘provide care to people who need some degree of 

ongoing assistance with everyday tasks on a regular or daily basis. The recipients of care can 

live either in residential or institutional settings, range from children to older adults, and 

have chronic illnesses or disabling conditions. The term ‘informal or unpaid’ care is used to 

describe care provided by family or friends’. (Centers for Disease Control and Prevention). 

 

In some instances, the term ‘family caregiver’ is also used to describe family members who 

take on primary caregiving and who ‘without financial compensation, regularly assists a care 

recipient in carrying out one or more activities.’ These family caregivers ‘often assume 

responsibility for a variety of services, which might traditionally have been provided by 

health service professionals, at least in higher-income settings’ (Shewchuk and Elliott, 

2000p.555).   

 

In other contexts, the term ‘carer’ is used to describe an informal or family caregiver: 
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‘A carer is someone who provides unpaid care and support to a family member or friend 

who has a disability, illness, mental health condition or who needs extra help as they 

grow older. For some, taking on a caring role can be sudden: someone in your family has 

an accident or your child is born with a disability. For others, caring responsibilities can 

grow gradually over time. The amount and type of support that carers provide varies 

considerably. It can range from a few hours a week, to providing emotional support or 

personal care day and night.’ (CarersUK) 

 

A common, well-established theme across the literature is that family members are 

generally the primary source of support for people with disabilities over their life course, 

particularly in low-resource settings with very limited health and rehabilitation services. 

They will inevitably have to provide a broad range of assistance (World Health Organization 

and World Bank, 2011b). Evidence demonstrates that in LMICs primary caregivers of 

children with disabilities are predominantly female relatives, most often mothers and 

grandmothers (McKenzie and McConkey, 2016, World Health Organization and World Bank, 

2011b, Hartley et al., 2005). 

 

As the focus of this research is on children with disabilities, there is sometimes an overlap 

between what might be considered ‘parenting’ and ‘caregiving’. Some studies refer to the 

role of families, or parents, or mothers, or other family members, in the parenting and care 

and support of children with disabilities. Whilst arguably, everyone needs some form of care 

over their lifetime (Sevenhuijsen, 2003) and all young children need parenting, in this 
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literature we recognise that children with cerebral palsy and other children with 

developmental disabilities may have additional needs that can sometimes be multiple and 

complex.  

 

Within this thesis the term ‘caregiver’ is used throughout and refers to a family member or 

guardian who cares for a child with a disability, without any financial compensation. The 

term ‘primary caregiver’ is used to denote the person who has the main caregiving role. 

 

Guiding international frameworks for working with children with disabilities 
and their families  

Given the focus on caregivers in this thesis, it is worth reflecting on the key global 

frameworks and guidance available for shaping the work with children with disabilities and 

their families. The UN Convention on the Rights of the Child (UNCRC) (United Nations, 1989) 

and the UN Convention of the Rights of Persons with Disabilities (UNCRPD) (United Nations, 

2006) direct governments to be responsible for ensuring that all children enjoy their rights 

without discrimination, irrespective of any disability. Article 23 of the UNCRC specifically 

refers to children with a disability. It states that a child with a disability has a right to live a 

full and decent life and play an active part in the community. Importantly, governments 

should do all they can to support both the children and their families, and that families 

should be provided with ’early and comprehensive information, services and support’ 

(Article 23 UNCRC).  
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Another important framework is the WHO Community-Based Rehabilitation (CBR) 

guidelines, which inform the approach of community-based inclusive development (CBID). 

The CBR guidelines state the need to engage with families and the ‘importance of 

empowering people with disabilities, their family members and communities… to ensure that 

everybody is able to access their rights and entitlements’ (WHO and UNESCO, 2010p.1). 

However, there is little detail provided in these guidelines about what ‘empowerment’ 

means in practice for families. Similarly, the importance of agency is highlighted in the  

Global Strategy for Women's, Children's and Adolescents’ Health (World Health 

Organization, 2016). This strategy demands a more ‘transformative’ agenda for maternal 

child and adolescent health, and the agency of families is seen as core to that approach. 

Women and children are considered the most ‘powerful agents for improving their own 

health’ through developing their own individual potential to make informed decisions, 

combined with an active partnership with other stakeholders. This agency of the caregiver, 

in the context of the family and community, is explored in Chapter eight of this thesis. In the 

next section, I examine some of the reasons which point to the importance of developing 

family-focused programmes for LMIC settings. 

 

Home and community-based care and support 

The long-term impact of developmental disability on children’s lives means that there is a 

need for a care and support model that starts early and can be sustainable over a lifetime. 

This supports the logic of engaging with families, especially when they are at the forefront 

of caregiving (Rosenbaum, 2011). In his substantial body of work in the field of children with 

cerebral palsy, Rosenbaum argues that there is a need to take a fresh approach to studies 

on childhood disability (Rosenbaum and Stewart, 2004, 2012, 2011). He emphasises the ‘sea 
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change’ in our thinking and understanding about disability in recent years, and the need for 

programmes to move away from the medical model, and better reflect the factors within 

the ICF framework. This includes an emphasis on better understanding the role of family 

factors in the child’s development.  

 

The recent WHO Nurturing Care Framework (World Health Organization et al., 2018) also 

emphasises that strengthening families’ and caregivers’ capacity to support all young 

children’s development is  crucial to an enabling environment, alongside public policies and 

programmes. Whilst it is not a disability-specific framework, it recognises that factors such 

as disability, maternal depression, discrimination and living in extreme poverty can 

compound the challenges experienced. If these families are not supported, this will 

negatively affect young children’s psychological and neurological development. Specifically, 

for early intervention programmes for children with disabilities, evidence highlights that 

working with families at an earlier stage can help them to adapt and improve responsive 

caregiving (Kohli-Lynch et al., 2019). 

 

The critical need for family care and support also needs to be understood in the context of 

limited, or absence of, rehabilitative services in LMICs  (World Health Organization and 

World Bank, 2011a). A Lancet commentary (Colver et al., 2013b) highlights the restricted 

access to health and rehabilitation services for the majority of children with cerebral palsy. 

An expert meeting on cerebral palsy in Africa similarly highlighted substantial gaps in 

rehabilitative services across 22 African countries (Donald et al., 2015). This frequently 

results in families providing the bulk of care for their child. Realistically, many families are 
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also unlikely to make the frequent visits required to such services, which is another strong 

argument that has been made for more home- and community-based intervention. Given 

the substantial global burden of developmental disabilities as detailed earlier, combined 

with the scarcity of services, families are likely to have to take on an even more significant 

role in many resource-poor settings.  Specifically, in the Ghana context, the country in which 

the data collection for this thesis is based, medical rehabilitation services have been 

described as being minimal (Tinney et al., 2007, Donald et al., 2015), with only an estimated 

150 registered physiotherapists for a population of 28.2 million, and the first cohort of 

nationally trained occupational therapists graduating only in 2017 (World Confederation of 

Physical Therapy). 

 

Despite the agreed central importance of family, there is commonly little or no access to 

training and support for family members of children with disabilities (McConkey et al., 

2000). Another criticism is that the research agenda has predominantly focused on 

prevalence studies, with little progress on evidence-based service development (Yousafzai 

et al., 2014). In the following chapter (Chapter two), I will review the evidence for parenting 

programmes, with a focus on SSA. 

 

It is, therefore, not surprising that there have been calls for more research into community- 

and home-based programmes to improve care and support for children with disabilities in 

LMICs. These services should not only focus on the individual child but also need to meet 

the wider needs of the family, grounded on a good understanding of the family experience 

(Rosenbaum, 2011, Yousafzai et al., 2014, Beresford, 1994, Balasundaram, 1995, Hartley et 
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al., 2005, Raina et al., 2005, Olusanya et al., 2018). It is this gap in the literature that I aim to 

address in this thesis.  

 

 

Given the need for family-focused programmes as outlined above, I was asked to lead on 

the development of a training programme for families of children with cerebral palsy in 

2013, prior to this PhD. This training material was developed initially in Bangladesh, prior to 

this PhD, and a brief summary of the programme is detailed in Chapter three.  

 

This PhD thesis aims to evaluate the impact of the programme in a different setting, and 

Ghana was selected as the site for this research. The choice of site was made in 

collaboration with the funding partner for the programme, CBM International.  

 

Thesis aims and objectives 

The overall aims of this thesis were twofold: to evaluate the impact of a caregiver training 

programme, and at the same time, to illuminate the lives of caregivers and their process of 

engagement in the programme. The rationale was to inform and strengthen approaches to a 

training programme for families of children with developmental disability.  

 

Whilst the primary concern of the programme is the development and wellbeing of the 

children, it is clear from the ICF framework that the role of families is pivotal within the 
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child’s life.  This thesis is mainly focused on understanding the lives of the primary 

caregivers.  

Study Objectives 

• To assess the impact of a caregiver training programme upon the lives of children 

with cerebral palsy and their caregivers in Ghana (Chapters five, six) 

• To explore the pathways of change for caregivers participating in the programme, 

with a focus on understanding the impact on caregiver wellbeing (Chapter seven) 

• To illuminate the role of caregiver empowerment as the caregiver engaged with the 

programme (Chapter eight) 

• To explore the role of stigma in the lives of caregivers, and how it shapes 

engagement in the programme (Chapter nine) 

With these aims and objectives in mind, in the next chapter I review the literature on the 

impact of caregiving for children with disabilities in LMIC settings, with a focus on the SSA 

context. I also review the literature on the impact of  parenting programmes, again with a 

focus on the SSA setting.  
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Chapter Two A literature review: caregiver experiences and the 

impact of parenting programmes 

 

Overview  

In this chapter, I review literature on the lives of caregivers of children with disabilities. The 

two main review objectives of the literature review are to explore: (1) the experiences of 

caregiving for a child with a disability, to better contextualise the parenting programme 

evaluated in this thesis, and (2) the evidence in relation to the impact of parenting 

programmes for children with a developmental disability. It is primarily focused on 

reviewing the evidence on caregiving experiences in SSA, whilst also reflecting upon a wider 

evidence base, largely drawn from other LMIC settings. It highlights the particular dearth of 

evidence on the effectiveness of parenting interventions, and gaps in the literature on the 

caregiver experience which this thesis aims to address.  
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Introduction  

In this chapter, I review the literature on the lives of caregivers of children with disabilities, 

with a focus on the experience in SSA. The two main objectives of the literature review are 

to explore: (1) the experiences of caregiving for a child with a developmental disability, and 

(2) the evidence in relation to the impact of parenting programmes for children with a 

developmental disability.  

 

Methods 

The literature review is made up of two distinct components, conducted at different stages 

of the PhD study:  

(1) In 2015, at the start of the Ghana project, I conducted an initial broad and light review of 

the caregiving literature, for children with disabilities in LMICs. Four databases were 

searched for studies that described the caregiving experience: PubMed, Embase, 

PsycINFO and Web of Science. Additional literature was also collated over the course of 

the study, through key informants and conducting additional strategic searches on 

specific topics of interest. Whilst the main focus was on understanding experiences in 

LMICs, I also drew on the literature from high-income settings for some topics, to better 

understand differences and/or gaps in the data.  

(2) A more comprehensive updated literature review was conducted in May 2021, with a 

specific focus on caregivers of children with developmental disabilities in SSA. A 

comprehensive approach to identifying the relevant literature was undertaken in line 

with guidance for conducting scoping literature reviews (Peters et al., 2015, Grant and 
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Booth, 2009). The detailed methodology for this literature review component is further 

detailed below. 

 

Search strategy for the review  

Five databases were searched in May 2021 for the literature review on caregivers of 

children with developmental disabilities in SSA: CINAHL, Embase, Medline, PsycINFO, and 

Scopus. The choice of databases and the options for the different search terms were 

discussed with two LSHTM librarians (RB, JF). A broad search strategy was designed, and 

pilot tested, in order to identify studies relevant to both of the review objectives: exploring 

the caregiver experiences and caregiver/parent programmes.  

 

The definitions of ‘children with developmental disability’ and of ‘caregivers’, used in this 

thesis, are detailed in Chapter one and they were adopted for the search strategy. I used a 

wide range of generic terms to capture ‘developmental disability’ to reflect how 

terminology is differently understood and utilised in relation to childhood developmental 

disability (see section on  Childhood disability and developmental disabilities in Chapter 1). 

The key words used included a combination of umbrella terms for developmental disability: 

‘developmental disability, neurodevelopmental disability, intellectual disability/disorder, 

impairment, disorder, handicap, mental retardation, learning disorder’. Given the particular 

focus of this PhD, ‘cerebral palsy’ was also included as a search term, but other specific 

conditions, such as ‘autism’, were not included.  

 

Child terms included ‘child’ or ‘infant’ as key words and MeSH (Medical subject headings) 

terms. ‘Adolescent’ was not used as a search term, as they are not the target age group of 
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the caregiver intervention explored in this thesis. Caregiver terms included the MeSH term 

for caregiver, and key words included a combination of ‘carer, caring, caregiver, caretaker, 

expert parent, maternal/paternal, mother, father, family, families, parent(s)’. The final 

search strings and combinations varied depending on the database utilised, and an 

example is provided in Appendix 1: Search terms. 

 

Screening for the literature review on SSA 

Screening of papers involved several stages, drawing upon guidance for conducting scoping 

literature reviews as this was considered most relevant to the purpose of this literature 

review (Peters et al., 2015). A flow chart of the review process is provided in Appendix 2: 

Flow chart detailing the review of papers from SSA. In the first instance, the title and 

abstract were screened against the inclusion/exclusion criteria for each of the review 

objectives. Where several papers related to one study, they were included if they explored 

different aspects of the caregiver experience, or of the intervention. In the second phase of 

screening, full text papers were assessed for eligibility against the inclusion/exclusion 

criteria. Papers that I considered ‘possible for inclusion’ were reviewed by a second 

researcher (SP) and consensus was reached through discussion.  

 

Inclusion/exclusion criteria 

The full inclusion/exclusion criteria are detailed in Table 2. There is often tension between 

depth and breadth of literature reviews and decisions were taken for this review to enable 

meaningful engagement with, and synthesis of, literature in the context of this PhD thesis. 
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For the purpose of Objective 1, only qualitative and mixed methods studies were included. 

Pragmatically, considering the large number of studies, this was warranted to enable 

meaningful engagement with the literature identified. Further, this was considered 

appropriate given the context of this PhD, as the priority was to gain an in-depth 

understanding of caregiver lives which is afforded by qualitative data, to inform the 

caregiver training programme. The breadth of the term ‘developmental disabilities’ is broad, 

as already defined in Chapter one and I purposely wanted to include studies with children 

with wide-ranging conditions which fall into this category. However, to also make the review 

manageable, I elected to exclude studies that focused exclusively on children with autism, 

attention deficit hyperactivity disorder (ADHD), and epilepsy. Studies related to physical 

disability were only included where it was explicit that the sample included children with 

cerebral palsy. Studies that focused on HIV-related disability or childhood chronic conditions 

were excluded.  

 

For Objective 2, where literature is more limited, all study designs and methods of data 

collection (quantitative, qualitative, and mixed methods) were included. However, papers 

which only described the process of development of the intervention, without any pilot 

testing with caregivers, were excluded.  
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Table 2 Inclusion and Exclusion criteria 

 

Inclusion Criteria Exclusion Criteria 

Objective 1: Caregiver experience 

Caregivers of a child with developmental disability. This 

included children with intellectual disability, cerebral 

palsy, with sensory impairments. 

Child has a chronic sickness/illness and children with an 

HIV-related disability. Studies exclusively focused on 

children with epilepsy & children on the autism spectrum. 

The primary focus must be on the caregiver experience 

and/or their needs in relation to caregiving. Data related 

to this must be included in results. 

If the study’s primary focus was on parental experience 

with school and education services, and/or narrowly 

focused on their engagement with health services only. 

Publications can be qualitative or mixed methods. The focus of the paper is only on assessment of the child 

outcomes and not exploring aspects of the caregiver 

experience. 

Focus on SSA.  Dissertations, posters. 

Empirical data and literature reviews. My own studies from this thesis were excluded. 

Peer-reviewed publications from 2000 to May 2021.  

English only.  

Objective 2: Impact of parenting programmes 

The primary focus is caregivers of children with 

developmental disabilities.  

Programmes targeted at only groups of children with 

epilepsy or autism excluded. 

Where main target of the programme is not caregivers i.e. 

health professional or directly to child only. 

Programmes can be run as groups and/or individually 

focused. 

Peer reviewed journal articles.  

All types of methodology & including both process and 

outcome papers. 

Protocols. 

CBR-type interventions, but only where there is an explicit 

parent component which is separately described. 

Where the intervention is only focused on parental 

engagement with schools. 

The ‘programme’ should provide some formal input, 

which needs to be described by the paper. 

Not a paper describing ‘self-help groups’ only, with no 

formal input. 

At a minimum the programme needed to have been 

piloted. 

The paper describes the development process of the 

intervention only, and there is no piloting. 

Empirical studies or literature reviews.  

From 2000 to May 2021.  

English only.  
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Data extraction and review 

Data from the papers from SSA were extracted into a table that is provided in Appendix 3: 

Papers included in the review of caregiver experience. Data extracted included study aims, 

sample size, brief summary of study design, and methods. A simple thematic analysis of the 

qualitative data was conducted to identify key main themes described. For the review of 

parenting programmes, data extracted also included details of sample size, study design, 

methods, and summary of results. This is detailed in Table 3 Summary of parenting 

intervention studies. Formal quality assessment of the studies was not conducted; however, 

I do reflect on some of the strengths and limitations of the literature in the results section. 

 

It is beyond the scope of this review to provide a detailed exploration of every thematic 

issue, given the range of experiences relevant to caregivers. The structured search enabled 

key relevant literature relating to caregiver experience to be identified from SSA and this 

was supplemented by other literature identified throughout the PhD. Some of these 

themes, notably stigma and empowerment, are then explored in greater depth in Chapters 

eight and nine.  

 

Results: understanding the caregiver experience 

In presenting the results of this literature review, I firstly provide an overview of the key 

thematic issues in the identified studies from SSA and illustrate these with specific details 

from one or two studies. These latter studies are selected because they illustrate an 

experience particularly well, or to draw out contrasting results and/or to illustrate 
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similarities across countries or contexts. Finally, I draw on evidence from a wider body of 

literature, mainly from LMICs. 

 

Overview 

In total, 35 papers were included in the literature review on the caregiver experience in SSA. 

This included one literature review, and 34 primary studies. Of the 34 studies, nine studies 

focused specifically on caregivers of children with cerebral palsy, whilst the other studies 

examined more broadly children with developmental disabilities, often with mixed groups of 

children with different types of conditions. The studies were conducted in 11 countries: 

Botswana (1), Democratic Republic of the Congo [DRC] (1) Ethiopia (2), Ghana (6), Kenya (5), 

Malawi (3), South Africa (8), Tanzania (2), Uganda (3), Zambia (1), Zimbabwe (2).  

 

A large proportion (25/35) of studies were published from 2016 onwards. Most commonly, 

the study design was cross-sectional, with semi-structured interviews (SSIs), in-depth 

interviews (IDISs), and/or focus group discussions (FGDs). Three studies used a case study 

and/or ethnographic design following a smaller number of families over a period of time. Six 

studies employed more participatory approaches, such as photo-elicitation/PhotoVoice, or 

participatory workshops. The review publication is a narrative synthesis of caregiver 

experiences of raising a child with intellectual disabilities in Africa (Mkabile et al., 2021). Six 

of the nine publications included in this review by Mkabile were also captured in the current 

literature review. Whilst I separate out the findings from the review, there remains some 

duplication of data. 
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Twice the number of primary studies were conducted in urban settings (n=21), in 

comparison to rural settings (n=9), with a smaller number looking at both settings (n=3). In 

one study the setting was unclear. Most commonly the empirical studies recruited 

participants through inpatient/outpatient clinics, and /or families who used a specific 

educational or NGO service (n=25).  

 

In 22 studies, the study participants were mainly female caregivers, predominantly mothers, 

typically with only two or three fathers represented in each study. Of these, eight studies 

included only women. A further seven studies did not provide data on the gender of the 

caregiver, although notably they did provide details on the gender of the child. 

 

Knowledge, understanding and beliefs about the child’s condition 

The majority of studies that reported on caregiver beliefs and understanding and 

consistently illustrated low levels of knowledge or confusion, amongst caregivers and family 

members, about their child’s condition (Den Besten et al., 2016, Tigere and Makhubele, 

2019, Sandy et al., 2013b, Patel et al., 2017), including limited understanding about what 

their child may be capable of, combined with a lack of understanding about how to care for 

their child (Gladstone et al., 2017). Most commonly caregivers hold pluralistic and 

concurrent views on the causes of the disability, which include both a combination of bio-

medical and traditional beliefs. Whilst there is variation in the detail of the traditional 

beliefs, there is also considerable similarity across countries and contexts, with disability 

often considered as a misfortune as a result of previous actions of an individual or the 

family, the result of witchcraft, ‘God’s will’, and/or the intervention of ancestors (Hartley et 
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al., 2005, Namazzi et al., 2020, Tilahun et al., 2016, Muderedzi et al., 2017). Previous actions 

which were commonly assigned to the cause of the disability included marital infidelity, or 

the consequence of rituals undertaken for the family to become rich. For example, this was 

illustrated in a study with 62 caregivers of children with cerebral palsy in Botswana, where 

one mother reflected, 'Because it's like in our tradition there is this myth that if a child is 

doing like this it means one of the parents has went outside of marriage and had sex with 

somebody else to make the child like that.'(Patel et al., 2017p.864)  

 

The studies identified by the formal search process, described above, focused on 

caregiver/parent studies. However, these beliefs are obviously shaped by broader 

contextual and cultural narratives about disability. In terms of the wider evidence based on 

beliefs and understanding related to disability, holding pluralistic views on the causes of 

disability is commonplace in many LMIC contexts (World Health Organization and World 

Bank, 2011b). A recent study in rural Kenya explored community perceptions of disability 

(Bunning et al., 2017) and how cultural beliefs shaped understanding and acceptance of 

disability. The narratives illustrated the sometimes overlapping categories of ‘Oneself’, 

‘Otherness’, and ‘Fate, nature, or the will of God’, using the framework proposed by Ingstad 

(1990). ‘Oneself’ indicates a responsibility for a wrong-doing which results in a disability; 

‘Otherness’ attributes the disability to an external cause, such as evil spirits; and ‘Fate, 

nature, or the will of God’ as a third category. In the mix of the plurality of beliefs, the 

findings also illustrated understanding of biological causes. The authors reflect on the 

fluidity of the explanations, especially in the context of limited information and resources, 
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and that families are, understandably, likely to shift beliefs as they seek to make sense of, 

and improve, their child’s situation.  

 

As well as community beliefs, the review illustrates the common lack of access to, and 

information from, health professionals, often with little or no available care and support 

options from health services. For example, in a study conducted in Malawi, caregivers of 

children with visual impairment reported difficulties obtaining any advice from health 

professionals, with most caregivers reportedly not understanding that their child could be 

helped to develop (Gladstone et al., 2017). Even where diagnoses were provided, parents 

can still struggle to understand what that means in practice for how they care for and 

support their child (Pretorius and Steadman, 2018, Tigere and Makhubele, 2019). These 

issues are further discussed in the section below on access to health services.  

 

This lack of information and low level of caregiver understanding can contribute to feelings 

of frustration, as well as concerns about the future (Hartley et al., 2005, Tigere and 

Makhubele, 2019, Patel et al., 2017). It can also be one of several contributing factors 

towards why caregivers continue searching for a cure for their child, from biomedical 

services and/or traditional healers. Other factors highlighted which can contribute to this 

constant search for a cure include the lack of, or limited, available biomedical treatment 

options. This is illustrated by a study in rural Ghana in which caregivers sought treatment 

from various traditional healers (Nyante and Carpenter, 2019). One caregiver explained “I 

figured it could not be treated at the hospital and must be spiritual’(Nyante and Carpenter, 

2019p.818). A study by Gona et al (2011p.180) in Kenya described an ‘obsession’ to find a 
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cure which can drive caregivers to move from healer to healer. They argue that this may 

also be understandable as a caregiver coping mechanism, providing a valuable second 

opinion, and offering hope for some kind of treatment. The review of caregiver experience 

for children with intellectual disability (Mkabile et al., 2021) similarly highlights the recurring 

theme of the search for a cure, and use of traditional healers. They also reflect that this is 

perhaps understandable, given the often very limited biomedical services available, and that 

different belief systems may be driven by poor access to health services and a lack of 

available treatment. This cure-searching inevitably comes with associated time and cost 

implications, further discussed below.  

 

It is important to note that in many of the studies, participants were recruited at hospital 

settings, in-patient or out-patient clinics, or were attending a service such as a special school 

or one provided by an NGO project. This is likely to result in a selection bias, and one might 

expect that parents who attend such clinics may be more likely to have a better 

understanding of their child’s condition and/or endorse biomedical causes. In practice, it 

seemed that despite attendance at a clinic, sometimes even for a long period of time, there 

was still limited caregiver knowledge. For example, in a study in Kenya, (Sandy et al., 2013b) 

all three case study families of children with intellectual disability had attended a clinic for 

more than 10 years, and a limited knowledge and understanding of learning disabilities 

remained as a theme. 

 

It is also notable that in the majority of studies most participants were women, and mainly 

mothers, and these findings do not necessarily reflect understanding and beliefs of other 



31 
 

family members. Further research exploring these other perspectives would be valuable to 

enrich our understanding of the micro-system in which beliefs are shaped and decision-

making is embedded, for example in relation to decisions to access health care.  

 

Caregiver health 

The negative impact of caregiving on both the physical and psychosocial health of the 

caregiver were two major themes, explored in approximately two-thirds of the studies.  

Evidence across most studies which explore this aspect of the caregiver experience 

demonstrates high levels of caregiver stress and anxiety, and poor mental health. The 

literature indicates how a number of interwoven factors commonly negatively contribute to 

the psychological impact on the caregiver, which I further detail.  

 

Stress can arise from caregiver’s concerns about their child’s development, and not knowing 

how best to care for the child, as illustrated in a study in Uganda which explored maternal 

experiences of caring for a young child with a neurological impairment (Nakamanya et al., 

2015). Studies in Kenya and Tanzania found that it can also include concern about the child’s 

future, including who will look after them following the death of a caregiver (Aldersey, 2012, 

Gona et al., 2011). High levels of stress and depression were also linked to the physical 

demands of caregiving, with exhaustion, lack of sleep, and lack of time for other household 

duties. These are further detailed in the section below on the Physical impact of caregiving. 

 

Studies commonly detailed that the stress and worry can also be exacerbated by the 

shortage or absence of available services, and limited knowledge and understanding of the 
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condition, as already discussed. The often-substantial financial strain on families can be 

another key factor which contributes to poor mental health, as can levels of stigma, 

exclusion, lack of support and isolation, all of which will be further explored in subsequent 

sections of this review.  

 

These findings, from countries in SSA, of poor caregiver mental health including high levels 

of stress and anxiety, aligned with other evidence globally on the health of caregivers of 

children (and adults) with a disability. A systematic review of literature on caring for a child 

with cerebral palsy in LMICs identified 46 articles, both qualitative and quantitative, and also 

found evidence of high levels of stress and depression (Pousada et al., 2013). Where studies 

included a comparison group, caregivers of children with a disability were consistently 

found to have higher levels of stress and depression and poorer QoL compared to caregivers 

who did not have a child with a disability. The review also highlighted the complex inter-

related factors that contribute to poor mental health among caregivers, and this included 

the child’s behaviour and cognitive problems, low carer self-efficacy, and low social support 

(Pousada et al., 2013). This complexity of factors was also illustrated in a study conducted in 

Bangladesh which found that higher levels of caregiver stress were associated with poorer 

families, living in a rural area, and with a relatively older child (Mobarak et al., 2000).  

 

Physical impact of caregiving 

Another commonly described impact of caregiving is the physical impact, arising from a 

number of reasons. The physicality of caring can be quite substantial, with a child needing 

support throughout the day with all daily activities, such as bathing, walking or feeding. For 

example, in a study in Ghana, the considerable time invested in caregiving was illustrated by 
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a mother who took up to three hours to feed a child, which contributed to poorer levels of 

wellbeing (Den Besten et al., 2016). Carrying their child most of the time whilst often 

conducting other household tasks was another theme described in several studies. For 

example, an ethnographic study with two families in Malawi illustrated how one 

grandmother cared for her granddaughter with severe cerebral palsy, whilst also doing the 

household chores, often carrying her throughout the day (Barlindhaug et al., 2016). In a 

mixed methods study in Kenya (Geere et al., 2013) with 20 caregivers of children with 

moderate-severe motor impairments, many caregivers described overall feelings of poor 

health and extreme tiredness, combined with clinically-assessed chronic back pain.  

 

The studies show that in these low-resource settings, a variety of issues exacerbate the 

physicality of caregiving in SSA. These issues include: the scarcity of assistive devices, the 

lack of access to child-care, lack of access to respite care whether from family members or 

more formal service provision, poor access to, and/or weakness of, public services available 

including health, education, housing, as well as other environmental barriers.  

 

The scarcity of assistive devices is a common recurring theme across all countries which 

means that caregivers often have to carry a child, and/or taking a child to any service is 

more challenging (Geere et al., 2013, Singogo et al., 2015, Tigere and Makhubele, 2019). A 

study by Van der Mark illustrates how this can becomes increasingly challenging as the child 

becomes older and heavier (2019a). 
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The lack of access to child-care or respite, from family members or more formal childcare 

services, also exacerbates the challenges (Geere et al., 2013, Chiluba and Moyo, 2017). One 

study in South Africa illustrates the layering of issues which interact, with three in-depth 

case studies of children with learning disabilities. It describes the ‘double trouble caring 

niche’, that is, needing to combine full time care with household tasks and working, and a 

lack of available respite or support from other family members (Sandy et al., 2013ap.347). 

Whilst this study and others most commonly describe little or no provision of respite or 

childcare, another study in South Africa with 30 carers (Van der Mark et al., 2019a) 

described how such services were available, but some mothers chose not to use them 

because of mistrust in the service, with concerns about the poor quality of the service, 

neglect of the child, and possible abuse. This illustrates the complexity of both contextually-

influenced supply and demand side issues around access to childcare and respite.  

 

The physical environment can also further magnify the strain of caregiving. A study in 

Northern Kenya (Zuurmond et al., 2016) described a harsh and remote physical 

environment characterised by conflict, drought, and historical marginalisation. Caregivers 

had to travel long distances for very limited services, with few transport options. They might 

have to carry their child for more than an hour, to collect firewood and water. Toileting and 

the personal care of children, particularly when they were incontinent and/or unable to 

toilet themselves, was another strain of caregiving, exacerbated by the absence of latrines 

and limited access to water (Zuurmond et al., 2016).  
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The issue of incontinence and toileting and associated impact on dignity of the child, as well 

as the physical health of the carer, is touched upon only very briefly in couple of the studies. 

It is vividly illustrated by a photo-elicitation study conducted in Zambia (Hepperlen et al., 

2021), which included a case study image of an older child sitting outside an inaccessible 

toilet, in extremely poor housing conditions. The child is unable to access the toilet 

themselves and is totally dependent on his mother to carry him onto a pot. Whilst this 

causes him embarrassment, particularly as he gets older, it also places an additional strain 

on the caregiver. The topic of incontinence is only recently gaining more attention and 

evidence in other studies in LMICs. Research and guidance for humanitarian settings 

(Rosato-Scott et al., 2019) highlights the negative emotional, social, practical, and monetary 

impact, on both the person with the disability but also on their caregiver. Managing 

incontinence requires significant extra water, soap, and time to bathe and wash clothes, 

pads, and bedding, which can be costly. Limited access to water, and stigma associated with 

incontinence, can further exacerbate these challenges.  

 

Whilst the physical and emotional stress of caregiving has been evidenced globally, 

including in high-income settings (Brehaut et al., 2004), these publications from SSA clearly 

demonstrate how the wider socio-political and environmental context further accentuates 

the physicality and psychological strain of caregiving. 

 

A critique of the studies in SSA, with a few exceptions, is in relation to exploring the 

gendered dimension of caregiving. Whilst it is common in the publications to state that most 

of the day-to-day caregiving of the child’s needs falls upon a female member of the family, 
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normally the mother, the implications of this are often minimal or absent from the 

discussions. Yet gender norms are a key component of the macrosystem, and thus require 

greater attention in both understanding the caregiver experience as well as how caregivers 

engage with a parenting programme. This is a gap which will be explored in this thesis.  

 

Access to services, with a focus on health services 

Poor access to biomedical health services, and particularly rehabilitation services, is another 

common theme explored in a majority of the caregiver studies, alongside poor access to 

other specialist social and education services. I focus here particularly on issues related to 

accessing health and rehabilitation services. What is meant by ‘access’ to health care is a 

complex issue, with various conceptualisations of what this actually means (Levesque et al., 

2013, Peters et al., 2008, Gulliford et al., 2002). For example, Peters et al (2008), describe 

four main dimensions which are key to access: geographic accessibility, availability, financial 

accessibility, and acceptability of the services, whilst Levesque uses the framework of a 

health care seeking ‘journey’ from need identification through to actually being offered 

services, and explicitly takes into account the person’s capacity to access. It is generally 

agreed, whichever framework is used, that it involves a complex interaction of both supply-

side and demand-side factors.  

 

In terms of supply-side issues identified within this review, scarcity in human and physical 

resources was a very common issue in the caregiver literature. Whilst there is some 

evidence that it is more accentuated in the studies in rural contexts, it is also evident in 

urban settings (Geere et al., 2013, Zuurmond et al., 2016, Tigere and Makhubele, 2019, 

Namazzi et al., 2020, Patel et al., 2017, Dogbe et al., 2019, Kyeremateng et al., 2019, Gona 
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et al., 2011). This is summed up in a recent study in Uganda on caring for children with 

neurodevelopmental disability, where even in the capital city at one of the main hospitals 

the health system was described as ‘incapable of adequately addressing the needs of such 

children due to lack of commodities, and human resource limitations’. The study found a lack 

of equipment and understaffing in the physiotherapy department, and very limited outreach 

for caregivers that, even when available, was reportedly not found to be helpful by 

caregivers (Namazzi et al., 2020p.2). 

 

This poverty of health service provision is also mirrored in other public services, and it is the 

combination of poor services that magnifies the burden of caregiving for children with 

disabilities. For example, a study in Zimbabwe details the historical socio-political context of 

service provision for persons with disabilities and with deteriorating services, combined with 

stigma, argues that this poses ‘a significant burden on the female caregivers’ (Van der Mark 

and Verrest, 2014p.1420).  

 

In addition, studies evidence poor health care workers’ knowledge, attitudes, and skills in 

relation to working with children with developmental disabilities. Negative attitudes of staff, 

feeling mistreated, and a lack of any grasp of the emotional needs of carers, are highlighted 

in several studies in (Masulani-Mwale et al., 2016, Muthukrishna and Ebrahim, 2014, 

Singogo et al., 2015). Gona et al (2011) argue that these negative attitudes may be another 

contributing factor as to why carers then seek out traditional treatments, where they may 

feel treated with greater respect.  
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Little or no access to specialist rehabilitation services, and specifically to assistive devices, is 

a common theme. Where these are available, the equipment may be poor quality and/or 

the wrong size, which can further exacerbate the physicality of caring. The cost of the 

equipment, time to travel for equipment, and travel expenses, all further add to the 

challenges (Patel et al., 2017, Dogbe et al., 2019, Kyeremateng et al., 2019, Paget et al., 

2015, Nakamanya et al., 2015, Van der Mark et al., 2019a). These findings align with studies 

which have specifically focused on the challenges of provision, more broadly, of 

rehabilitation and specialist services (Hashemi et al., 2020, Bright et al., 2017). For example, 

a survey of rehabilitation support for children in rural Kenya highlighted a range of 

weaknesses in the system, including inadequate resources, limited staffing, poor transport 

options to the urban location of many services, and care driven by professional training 

rather than child needs (Bunning et al., 2014b).  

 

 

In terms of demand-side issues affecting access to health services, there were several 

complex and interconnected issues. Whilst some caregivers stated that they saw some 

benefits to the rehabilitation process, even when it was expensive (Barlindhaug et al., 2016), 

it was more common for a range of barriers to be emphasised. These included direct cost of 

medications, and/or not having access to a health insurance to cover costs (Dogbe et al., 

2019, Lamptey, 2019). More commonly, indirect costs such as transport costs were noted 

(Hartley et al., 2005, Pretorius and Steadman, 2018). These are likely to be more of a 

challenge where families have to travel longer distances, especially from rural areas, for any 

specialist services, which are often located in urban settings (Gladstone et al., 2017, Patel et 

al., 2017, Kyeremateng et al., 2019). This latter issue of poor transport systems, combined 
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with long distances to services, also mirrors one of several findings of a survey into 

rehabilitation support available for children with disabilities in rural Kenya (Bunning et al., 

2014b). 

 

The fear of stigma has also been shown in this review to be yet another factor influencing 

decisions to avoid public transport, which can add another layer of difficulty in accessing 

services (Patel et al., 2017). The lack of specialised services (health, education and social) for 

children with intellectual disability, and challenges in accessing what services do exist, was 

similarly highlighted in the review by Mkabile (2021). 

 

These experiences around substantial interacting, demand- and supply-side barriers to 

health services for children with disabilities, and the strain this puts on caregivers, resonate 

with similar experiences in several other studies from other LMIC settings (Yousafzai et al., 

2011, Alaee et al., 2015, Huang et al., 2012, Matt, 2014, Paget et al., 2015, George et al., 

2014).  

 

As already detailed, the majority of participants in studies identified in the review were 

recruited from those already attending tertiary hospitals, both inpatient services and clinics. 

There were also twice as many studies conducted in urban settings. This may have 

introduced a bias to the findings, and not adequately captured the particular experiences of 

families in the rural settings, with typically even fewer available services. The implications 

for the gendered nature of caregiving, and the complexity of decision-making around access 

to services made at a household level, is worth greater attention. This would also tie in with 

the recommendations of a recent review by Hashemi et al (2020),  that examined barriers to 
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health care issues for persons with disabilities. It described the complex, dynamic, and 

cumulative nature of cultural beliefs, attitudes, informational and practical barriers on both 

the demand and supply side. The paper argues that these dynamics need to be better 

understood, including how decisions are made at a household level, in order for a more 

nuanced approach to improving access to services.  

 

Social support networks and isolation 

The issues of isolation and lack of social support are two other major intertwined threads 

running through research on caregiving and is woven into narratives across all countries and 

in both urban and rural settings. This combines with the lack of professional support already 

explored in the previous section. 

 

Caregivers can feel like they are the ‘only one’ with a child with this condition (Machuki et 

al., 2016). They can feel isolated within their families and in the community when they are 

not invited to events, no longer engage in the workplace, and/or choose to stay at home. 

The reasons for this isolation and narrowing of support networks were various and often 

mutually reinforcing. Common themes were family systems breaking down and stigma, 

experienced or perceived. The issue of family breakdown is illustrated in two papers from 

the same study in Ghana (Kyeremateng et al., 2019, Dogbe et al., 2019) that examined 

different facets of the caregiver experience. Thirty of 40 caregivers interviewed described 

conflict in the marriage after their child’s diagnosis, not only from spouses but also from the 

in-laws. The women also reported that they normally bore the brunt of the blame for having 

a child with a disability and felt neglected.  



41 
 

Some caregivers ‘elect’ to self-exclude themselves and their child, for a layering of reasons. 

For example, in one study in South Africa (Pretorius and Steadman, 2018), the caregivers 

described not having the energy to socialise, even if they wanted to, and this was 

compounded by the mother feeling that it was their responsibility to look after the child. 

Other factors for isolating at home included having concerns about the safety of their child, 

particularly within a violent environment, such as in the context of a South African Township 

(Van der Mark et al., 2019a), and concerns about the child’s behaviour in public that might 

then be stigmatised (Mofokeng and van der Wath, 2017, Muthukrishna and Ebrahim, 2014, 

Singogo et al., 2015). The consequence of this isolation, as described in one study in Ghana 

which used participatory tools to explore factors which contributed to caregiver wellbeing, 

were that mothers were sometimes made to feel like a ‘prisoner in their own house’ (Den 

Besten et al., 2016p.98). Lack of support from the family may also contribute to worrying 

about who would look after their child in the future (Mkabile and Swartz, 2020, Nakamanya 

et al., 2015).  

 

The complexity, interlinks, and reinforcing nature of different factors, was clearly illustrated 

in an ethnographic study with 30 mothers of children with disabilities in an impoverished 

township in South Africa. This paper (Van der Mark et al., 2019a) describes the resultant 

‘small worlds’ of the mother. Only five of 30 mothers said they received some family help on 

a daily basis and two main reasons were highlighted: the mother’s lack of trust in others, 

and other family members not willing to give their support. The isolation was then 

magnified by the poverty of the setting, lack of services, concerns about the safety of the 

child in the violent setting, and community stigma. A second paper from the same study 
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explored in greater depth the mothers’ adaptive behaviour and sought to understand why 

mothers appear to ‘retreat’ from external support; a key reason given was that it is a 

behaviour which enables them to avoid the negative responses within the family and 

community (Van der Mark et al., 2019b). This highlights how caregiver isolation and lack of 

support intersects with the caregiver experience of stigma, and this is explored further in 

the next section. 

 

This narrowing of support networks following the birth of a child with a disability is aligned 

with findings from studies in other LMICs, even with very different cultural norms. For 

example, a qualitative study with parents of children with cerebral palsy in Iran highlighted 

the unsupportive family, and seclusion of the child and parent. Parents felt there was little 

understanding by relatives and community members and provision of almost full-time care 

also limited their social interactions (Alaee et al., 2015). Studies, both mixed methods and 

qualitative, in India, Taiwan, and Bangladesh similarly describe parents reporting that they 

receive little or no support from families and the community, being marginalised, and 

feeling isolated (Gupta et al., 2012, Huang et al., 2012, Zuurmond et al., 2015).  

 

Experiences of stigma  

Stigma is a complex social construct, and there have been various theories, categories, and 

concepts, which are explored in greater detail in Chapter nine. Goffman pioneered work on 

stigma in the 1960s, and defined stigma as as an ‘attribute that is deeply discrediting’ and 

reduces the bearer from ‘from a whole and usual person to a tainted, discounted one’ 

(Goffman, 1963p.3). His theory was further developed and reframed over the next fifty 
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years to explain health-related stigma. For the purpose of this review , the categorisation 

adopted is internalised, social, and structural stigma (Corrigan et al., 2005, Livingston and 

Boyd, 2010). Internalised stigma refers to the individual, and to felt or perceived stigma at 

the micro level. Felt stigma is the individual’s internal feelings, such as a sense of shame, or 

anticipation about stigma, such as a fear of encountering possible discrimination (Scambler, 

2009). Social stigma is enacted stigma or public stigma, operating at the micro and meso 

level and is interpersonal in nature. Felt stigma describes overt examples of discrimination 

experiences (Scambler, 2009), whilst structural stigma or institutional stigma operates at the 

macro or systems level (Link and Phelan, 2001, Link and Phelan, 2014, Weiss et al., 2006). 

 

Whilst there are examples given of positive attitudes towards a child’s disability, an overall 

theme across approximately two-thirds of the empirical studies reviewed was of high levels 

of stigma woven into the narrative of caregiving. Stigma clearly plays an influencing role in 

many of the themes of caregiving experience previously discussed, but few studies then 

explore this in detail. There were only three empirical studies from the SSA context which 

explored the different strands of stigma experienced by caregivers in any depth; two in 

Ethiopia and one in DRC (Tekola et al., 2020, Tilahun et al., 2016, Aldersey et al., 2018). The 

narrative synthesis of experiences of caregiving children with intellectual disability (Mkabile 

et al., 2021) reported that most of the nine studies refer to high levels of stigma 

experienced.   
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In terms of internalised stigma, a common issue identified across many studies was of 

caregivers’ and/or family members’ feelings of shame attached to having a child with a 

developmental disability. A mixed methods study in Ethiopia surveyed 102 parents of 

children with developmental disabilities attending a clinic; 45% of caregivers of children 

reported feeling ashamed about their child’s condition and 43% said they were worried 

about being treated differently (Tilahun et al., 2016). The same study found that the level of 

stigma reported did not depend on the type of developmental disorder, gender, or age of 

child, nor on caregiver age or level of education. A mixed methods study in Kenya similarly 

reported high levels of stigma experienced in a large study (N=285) of caregivers; 61% had 

experienced stigma from others, 64% reported self-stigmatisation. Stigma is complex to 

assess and it was beyond the scope of this review to critique the reliability and validity of 

the questions used to assess stigma. However, the findings were also complemented by 

qualitative data which indicated the mothers feeling blame, directed particularly at them.  

 

Social stigma is a very strong theme in the literature. This is not only directed at the child 

with the disability but also experienced by their caregivers experiencing negative looks, 

negative language, being shouted at or insulted by both community members and other 

family members (Aldersey et al., 2018, Van der Mark and Verrest, 2014). In the extreme, 

caregivers in two studies talked of feeling pressurised from family members or a neighbour 

to kill the child, linking back to traditional beliefs, in studies in Malawi and Ghana 

(Kyeremateng et al., 2019, Masulani-Mwale et al., 2016). Social stigma manifests in 

exclusion from family events, but also in the day-to-day lived experience with the family. It 

is the latter which sometimes seemed particularly painful, as exemplified in a study in 
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Northern Kenya, where a mother of a three-year-old child with cerebral palsy described in 

tears what support she received from her sister: ‘My sister does not want to help me carry 

my child. She provides for us and helps me a lot with money and food. But she doesn’t want 

to associate with my child because he is disabled. She does not carry him at all’ (Zuurmond 

et al., 2016p.5).  

 

In terms of understanding the drivers of stigma, the recurring reason given is the link back 

to the traditional beliefs of sorcery and witchcraft. Furthermore, these views can be 

reinforced by traditional healers who may, in some cases, attribute the disability to evil 

spirits or misdeeds (McConkey et al., 2016). Fear linked to the behaviour of a child was 

identified as another driving factor in an Ethiopian study (Tekola et al., 2020). This latter 

publication is one of the few studies in the review that explored the socio-cultural 

underpinnings that shape stigma, with the concept of ‘Yilunta’ as central to Ethiopia culture. 

This relates to the importance of honour and family pride. Essentially, by excluding mothers 

and a child with a disability, the family avoids bringing shame upon the family. This same 

pride may also be a reason for a caregiver not asking for help.  

 

What is common across these studies was that blame is commonly more attributable to the 

mother, often driven by the husband and/or husband’s family. In some examples this might 

result in divorce or abandonment of the mother (Kyeremateng et al., 2019, Tigere and 

Makhubele, 2019, Aldersey, 2012). This is illustrated in a study in Zambia of mothers with 

children with cerebral palsy: ‘I struggle and the fact that my husband and his family accused 

me of being the cause of the condition it is difficult’ (Singogo et al., 2015p.4). It is therefore 
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perhaps surprising that the gendered dimension of this experience is not further unpacked. 

Of course, most of the research was conducted with primary caregivers, who were mothers, 

and it would be useful to understand more about the perspectives of fathers and other 

family members.  

 

These findings do reflect the wider body of evidence globally which shows that people with 

disabilities experience various forms of stigma and discrimination (World Health 

Organization and World Bank, 2011b). At the same time, reflecting the complexity of this 

social construct, the literature also indicates the value of contact with persons with 

disabilities as pivotal for reducing stigma (Allport et al., 1954, Smythe et al., 2020a, Gona et 

al., 2018). Several publications from China and Taiwan explore in greater detail internalised 

and social stigma experienced by the caregivers of children and adults with intellectual 

disabilities and cerebral palsy (Yang, 2015, Mak and Cheung, 2008, Huang et al., 2012, Heng-

hao, 2009, Chiu et al., 2013). However, whilst this review indicates the influencing role that 

stigma can play in many of the themes of caregiving, there are very few studies which 

explore this in any depth, and the implication for caregiving in the SSA context. One 

research objective of this thesis is to explore the issue of caregiver stigma in the Ghana 

context, and the implications of this for caregiving and engagement with a training 

programme. This is further detailed in Chapter nine.  

 

Poverty and the economic costs of caregiving  

Finally, whilst it has been a cross-cutting issue throughout this literature review, the issue of 

poverty and associated economic costs of caregiving are a key recurring theme which 
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impacts on and interacts with many aspects of the caregiving experience. This theme 

emerges in approximately two-thirds of the studies. The economic costs can be a 

combination of direct and indirect costs associated with caregiving. The direct costs include 

the costs of seeking treatment, as well as associated costs such as transport. Indirect costs 

include the difficulty in combining work with care. 

 

In terms of indirect costs, the inability to return to jobs or having limited time for income-

generating activities following the birth of a child with a disability is a main area of impact 

(Kyeremateng et al., 2019, Oti-Boadi, 2017, Mkabile et al., 2021, Sandy et al., 2013b). The 

lack of financial support from spouses or family members further compounds this 

experience (Nyante and Carpenter, 2019). 

 

A fairly commonly expressed view raised in the literature from SSA is the inability to cover 

even basic needs for their child and family (Gona et al., 2011, Gladstone et al., 2017, Hartley 

et al., 2005, Van der Mark et al., 2019a). In general, the economic costs of caregiving were 

not explored in any detail in these publications.   

 

These economic consequences of caregiving have, in turn, been shown to have a 

psychological impact on caregivers. Parents may well have been living in poverty already , 

and as a result of having a child with a disability they now spiral into deeper poverty (Den 

Besten et al., 2016). A study in Uganda (Namazzi et al., 2020) with 14 caregivers with 

children with severe neurodevelopmental disabilities highlighted that the combination of 

high care costs, inability to return to income-generating activities, nursing challenges, and 



48 
 

stigmatization, were described as ‘impoverishing and imprisoning’ to caregivers. The 

inability to cover the basic needs for their families can also have a psychological impact, 

described as contributing to ‘profound distress’ and a ‘sense of failure’ (Van der Mark et al., 

2019a).   

 

In terms of the wider body of literature on disability, it is beyond the scope of this review to 

explore the extensive literature on poverty and disability. However, there is a well-

established body of evidence that demonstrates that poverty and disability are interlinked 

for persons with disabilities and their families. Disability can increase the risk of poverty 

through lack of access to employment and educational opportunities, and increased 

household expenditure on care and support. In turn, poverty can increase the risk of 

disability through poor and untimely access to services, food insecurity and malnutrition, 

poor work conditions and a risky environment (Banks and Polack, 2014, Groce et al., 2011, 

Mitra et al., 2011, Banks et al., 2017b). A recent publication from South Africa (Hanass-

Hancock et al., 2017) explored in detail the out-of-pocket expenses of those with disabilities 

and their caregivers, and highlighted the complexity of issues. The care and support needs 

varied by disability type and whether there was a need for specialist support, such as 

assistive devices. The costs were mainly indirect costs, that is, the time cost of the caregiver 

who is looking after them, and therefore not working. In terms of accessing services, costs 

depended on the frequency of needing to attend health care facilities and were generally 

found to increase with the level of severity of disability. Finally, the costs of participation in 

the home or community related to issues such as transport and assistive devices, and varied 

depending on the environment. A strong argument has been made for not only more data 

to demonstrate the link between poverty and disability (Banks et al., 2017b), but for a more 
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nuanced understanding of what poverty means in practice for the individual and the wider 

household (Groce et al., 2011).  

 

Through this thesis I aim to better understand what poverty means in practice for caregivers 

who are engaged with a training programme. There also seems to be a gap in understanding 

the relationship between living in poverty, caregiving, and gender. This is also explored in 

this thesis, in terms of understanding the pathways of change in the parenting programme, 

and the relationship with caregiver agency, and caregiver experiences of stigma detailed in 

Chapters eight and nine.   

 

Coping responses and the positives of caregiving  

Finally, it is important to emphasise that, whilst much of the research in SSA emphasises the 

‘burden’ of caregiving and the various challenges faced by families, it was also apparent that 

many children with disabilities were loved and cared for, despite extremely difficult 

circumstances.  

 

The most commonly reported coping strategy was spiritual and religious support, and this 

was illustrated in studies from across all country settings, and both urban and rural contexts. 

The caregivers frequently used prayer, and rationalised that their child’s disability was part 

of God’s plan. This is typically illustrated in a study with caregivers in DRC where one mother 

explained that she will ‘put everything in God’s hands, because the child also knows God, 

and our Lord will take care of us’ (Aldersey et al., 2018p.129). There was a smaller number 

of examples where the role of religion was not always positive, for example, negative 
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attitudes towards disability experienced from attending in prayer camps in Ghana (Lamptey, 

2019). It is interesting to note that whilst spiritual beliefs were a coping mechanism, there 

was a notable absence of reported material or social support provided by a church or other 

faith-based institutions. 

 

Having support from others within the family and community was another identified 

protective factor that helped carers to cope. The importance of ‘having hope’ was another 

dimension illustrated in a study in Zambia (Hepperlen et al., 2021) which was facilitated 

through talking to parents who have a child with a similar condition. Renewed hope was 

also identified as a contributing factor towards caregiver agency in a study of self-help 

groups in Kenya (Bunning et al., 2020) which is further explored below in the section on 

Interventions. 

 

Families and caregivers were in some instances shown to adapt and develop new skills, as a 

positive aspect of the caring role. For example, a study by Gona et al (2011) showed how 

parents developed problem-solving skills in improvising to provide therapy at home. Other 

studies described improvements in self-esteem, notably, levels of pride, self-respect, and 

self-efficacy which some mothers felt in knowing they were taking good care of their child 

(Van der Mark et al., 2019b, Muthukrishna and Ebrahim, 2014).  

 

The positives of caregiving in acquiring new skills, and the contribution towards caregiver 

empowerment has been illustrated in a small number of studies from LMICs. For example, in 
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Pakistan society, where women traditionally are restricted in what they can do outside of 

the home, caring for a child with disabilities often meant that they sought a range of 

services, which enabled women to move their typical traditional roles (Yousafzai et al., 

2011). Studies in Taiwan and South Africa also showed how collective mothers’ groups 

learned about disability rights and became effective advocates for their children, (Heng-hao, 

2009, De Sas Kropiwnicki et al., 2014). It has also been demonstrated that parents can be 

effective trainers on disability if they are given suitable training and support, which is often 

not made available to them (McConkey et al., 2016).  

 

Results - evidence on the impact of parenting programmes 

A total of 14 papers from SSA were identified on parenting programmes for caregivers of 

children with disabilities, not including the four papers from this PhD. These four papers 

covered 11 programmes (two papers detailed one programme in Kenya, and two papers 

covered a second programme in Kenya). The studies were conducted in: Kenya (2), Malawi 

(3), South Africa (3), Tanzania (1), Zimbabwe (2). Four programmes were delivered in urban 

settings, two in peri-urban settings, three in both urban and rural sites, two in rural sites. A 

summary overview of the papers is provided in Table 3 Summary of parenting intervention 

studies. 
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Table 3 Summary of parenting intervention studies  

Author/Date 

Title Study Design/summary 
methods P=process, 

I=Impact, F=Feasibility, 
A= Acceptability 

Country/ 
Urban/ 
Rural 

Intervention (summary) 
Main outcome 

measures 
Summary of Key Results 

(Mlinda et 
al., 2018)  

The effect of a 

practical nutrition 

education 

programme on 

feeding skills of 

caregivers of 

children with 

cerebral palsy at 

Muhimbili National 

I: RCT: 2‐block stratified 
sample from children 
attending hospital. children 
with CP <5 years. 
Intervention arm (n = 63) 
and control groups (n= 47). 

Tanzania: 
Urban 

Clinic based. Intervention arm: 
6-8 group education sessions on 
nutrition education & 
positioning for feeding + one 
home visit. Control group: 
general care at clinic that 
included physio services, 
general health, nutrition 
guidance. 

*Feeding skills, 
*caregiver stress. 

Mixed results: Significantly improved 
caregiver feeding skills on range of 
measures. Caregiver's reported 
being less stressed (AOR = 2.53, 95% 
CI: 1.04–6.13), child's mood was 
improved (AOR = 3.15, 95% CI: 1.33–
7.474). No significant change in oral 
motor feeding skills (AOR = 1.67; 
95% CI: 0.72–3.91) and functional 
feeding skills (AOR = 2.28; 95% CI: 
0.86–6.06).  

(Dambi and 
Jelsma, 
2014b) 

The impact of 

hospital-based and 

community based 

models of cerebral 

palsy rehabilitation: 

a quasi-

experimental study 

I: Quasi-experimental: 
Convenience sample from 
attendees at clinic. Survey 
n=46 caregivers (F= 43, 
siblings=4). Children 
received community rehab 
with parents (n=20), or 
outpatient service at 
hospital (n=26).   

Zimbabwe: 
Peri-Urban 

Community & clinic setting.   
In both arms, therapeutic 
treatment. Community arm: 2 x 
per month group activities; 
educational sessions, stress 
management, experience 
sharing, option to participate in 
support group activities such as 
income generation activities.  

*Caregiver Strain 
Index (CSI), 
*modified 
Medrisk 
satisfaction with 
physio services.  
*compliance 

Mixed results: In outreach-arm, 6% 
more improvement in child motor 
function. No difference with 
caregiver strain, greater satisfaction 
with services (p < .001), greater 
compliance as compared to hospital 
arm. 

(Dambi et 
al., 2016) 

Does an educational 

workshop have an 

impact on 

caregivers' levels of 

knowledge about 

cerebral palsy? A 

comparative, 

descriptive cross-

sectional survey of 

Zimbabwean 

caregivers. 

I: Post-test design: Cross 
sectional survey, n=49. 
Comparison group did not 
receive workshop.  

Zimbabwe: 
Urban 

3-day workshop:  presentation, 
aetiology, management of 
cerebral palsy.  

*Caregiver 
knowledge 

Significant improvement in 
knowledge for those who attended 
workshop 17.4 (SD 1.5), compared to 
those who did not attend workshop 
13.8 (SD 2.5),( P < 0.001). 
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(van 
Aswegen et 
al., 2019) 

The effect of the 
Hambisela 
programme on 
stress levels and 
quality of life of 
primary 
caregivers of 
children with 
cerebral palsy: A 
pilot study 

I:  Pre/post-test pilot. N=18 
caregivers of children with 
CP. Convenience sample 
from therapy centre. 

South 
Africa: 
Urban 

Hambisela, a group-based 
educational intervention, once 
a week/ over 8 consecutive 
weeks at baby clinic. 

*Stress (Parenting 
Stress Index-Short 
Form -PSI-SF), * 
QOL (PedsQLTM-
FIM)of primary 
caregivers 

No Impact: 14 (87.5%) with clinically 
significant stress pre-test & 11 
(68.8%) at post-test (p=0.72).No 
significant change in  
QOL (p = 0.85).  

(Bunning et 
al., 2020) 

Empowering self-
help groups for 
caregivers of 
children with 
disabilities in Kilifi, 
Kenya: Impacts 
and their 
underlying 
mechanisms 

I/P, Mixed methods, 
pre/post-test: 
questionnaires included  
(Community Disability 
profile & Multi-dimensional 
scale of perceived 
support)(n = 75), SSIs (n = 
36). Groups recruited 
through various 
community groups. 
Purposive convenience 
sample of participants. 

Kenya: 
urban/rural 

Facilitated intervention to 
groups (N = 154) over 6 months. 
Topics included: economic 
empowerment, personal 
situation, peer support, 
community inclusion, access to 
health & education. 

Caregiver 
identified change, 
mechanism of 
change 

Overall positive change: Significant 
change in improvement in social 
support, perceived reduced severity 
of child’s disability.  Positive 
examples of community 
recognition/inclusion, acceptance & 
wellbeing, group coordination and 
capacity built. Newly developed skills 
from business &, social 
connectedness linked to 
empowerment. 

(Storbeck 
and Pittman, 
2008) 

Early intervention 
in South Africa: 
moving beyond 
hearing screening 

I/P: Mixed methods: 
pre/post-test design. child 
assessment (n=10), 
satisfaction survey n= 11 
families  

South 
Africa: 
Urban/ 

rural 

Home-based over 12 months. 
Weekly visits with parent 
advisor. Option to receive 
services from a deaf mentor. 
Delivered to 33 infants & 
families  

Child language 
development, 
parent 
satisfaction  

Positive outcomes for child language 
development assessment. 10/11 
parents rated service excellent. 
Emotional support/communication 
with child was ranked as greatest 
benefit. High value & acceptability 
for parent advisor. 100 % 
recommend the program.  

(Kelly et al., 
2012b) 

A Pilot Study of 
Early Intervention 
for Families with 
Children at Risk of 
an Intellectual 

I/P Post-test SSIs 
conducted 9 months after 
pilot. Convenience sample 
10 families, 3 Staff as 
portage trainers, 4 CHVs. 

Malawi: 
Rural 

Community health visitors 
(CHVs) support parents in home 
with portage. Trained & 
supervised by portage trainers.  

CHV and parent 
perspectives on 
process & impact 

CHVs engaged & happy with role, 
identified more training needs. Good 
parent satisfaction level, varied 
areas of child progress, increase in 
male engagement. Challenges 
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Disability in 
Northern Malawi 

identified included lack of 
community support.  

(Bunning et 
al., 2014a) 

Caregiver 
Perceptions of 
Children who 
have Complex 
Communication 
Needs Following a 
Home-based 
Intervention 
Using 
Augmentative and 
Alternative 
Communication in 
Rural Kenya: An 
Intervention Note 

I+P: Mixed methods. N=9 A 
pre-post-test design. 
Recruitment of caregiver 
from Education Resource 
Centre register  

Kenya: 
Rural 

Home-based programme. Use 
of low-tech locally resourced 
materials. Augmentative and 
alternative communication 
offered at home over 6 months 
with one monitoring 
visit every month. 

*Parent 
perceived impact 
measures, 
including 
participation 
opportunities  * 
The 
Communication 
Profile adapted 

Positive outcome: Parents viewed 
children differently in terms of 
bodily structures and functions 

(Gona et al., 
2014) 

A home‐based 
intervention using 
augmentative and 
alternative 
communication 
(AAC) techniques 
in rural Kenya: 
what are the 
caregivers 
experiences? 

I+P: Mixed methods. N=10. 
A pre-post-test. SSIs:  

Kenya: 
Rural 

As above 

*Child’s 
communication 
with caregiver 
and others 
*caregiver’s 
communication 
skills, *available 
support, 
*caregiver’s  
future outlook 

New ways of communication tested, 
realistic expectations, positive shift 
in caregiver attitude, increased 
sense of community support. 

Feasibility & acceptability studies 

(Lynch et al., 
2018) 

‘I have learnt to 
love the child and 
give opportunities 
to play with 
peers’: A 
feasibility study of 
the training 
programme to 
support parents 

P/F: Mixed methods: 20 
SSIs, post-intervention, 1 
FGD (N=6), 10 observations 
with carers in home. 
Children identified through 
key informant method.  

Malawi: 
Rural/ 
urban 

 3-day group training to 30 
children with VI:  childhood 
development and VI, group 
activities, role play, 
development materials..  

Acceptability, 
feasibility.  

Acceptability of approach. 
Feasibility: some challenges in rural 
areas to support outreach, given 
human resource capacity issues.  
Improved attitudes towards children 
with disabilities, improving 
relationships and responsiveness in 
their interactions.  
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of young children 
with visual 
impairment in 
Malawi. 

(Masulani-
Mwale et al., 
2019) 

Development of a 
psycho-social 
intervention for 
reducing 
psychological 
distress among 
parents of 
children with 
intellectual 
disabilities in 
Malawi. 

P, F&A: Intervention 
development process. Final 
stage: 2 FGDS with 
caregivers, N=14 (F=8, M=6 
). Recruitment from CBR 
clinics. 

Malawi: 
Urban 

Parent group training to 
develop parent coping skills. A 
broad range of topics covered 
on child disability, and 
improving caregiver skills, and 
broader issues around rights. 
(Full details of final content and 
modality of delivery not 
detailed). 

Acceptability, 
Feasibility  

Parents enjoyed training, improved 
knowledge about child's condition, 
retained information, identified 
areas for improvement: extra 
training, transport, content & 
memory retention.  

(Ngubane 
and Chetty, 
2017) 

Caregiver 
satisfaction with a 
multidisciplinary 
community-based 
rehabilitation 
programme for 
children with 
cerebral palsy in 
South Africa. 

P. Survey, FGDs. 
Recruitment from 3 
healthcare sites.  

South 
Africa: 

semi-rural 

Group & individual format: 
Weekly sessions, 6-week rehab 
programme from team 
therapists. Mix of 
presentations, demonstrations, 
group therapy. 

*Satisfaction 
levels, *caregiver 
experience  

Overall reported high levels of 
satisfaction. 
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In terms of the target groups for the interventions: five interventions targeted caregivers of 

a child diagnosed with cerebral palsy, two with children with varied developmental 

disabilities, two with children with sensory disability, and two with children with intellectual 

disability (ID). The studies were very mixed in terms of their intervention design, but all 

aimed to equip caregivers to provide and improve home-based care to their child. Some 

programmes were delivered in a home/community setting, whilst others were delivered in a 

clinical setting, sometimes combined with a home visit. The majority were delivered through 

working with a caregiver group meeting, sometimes combined with a targeted individual 

component, such as a home visit. Only three interventions targeted a service to families in 

their home (Kelly et al., 2012b, Storbeck and Pittman, 2008, Bunning et al., 2014a). Six 

studies assessed programme impact, or a combination of impact and process, and I 

summarise these first.  

 

Overall, the impact results were mixed across the six studies. One study, using a randomised 

controlled trial (RCT) design, (Mlinda et al., 2018), examined the impact of a nutritional 

group education programme on caregiver feeding skills for children with cerebral palsy 

attending a paediatric clinic in Tanzania. This was compared to standard routine care with 

physiotherapy at the clinic. It showed mixed results, with caregivers in the intervention arm 

reporting feeling less stressed and improvements in the child’s mood. There were 

improvements in feeding skills, but these were not significant. 

 

Two studies with caregivers of children with cerebral palsy were conducted in Zimbabwe by 

Dambi and colleagues (2014a, 2016). A quasi-experimental study compared hospital 
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standard therapy with a community-based intervention. Both groups received some 

therapeutic treatment, and in addition, the community group received twice- monthly 

sessions that offered a mix of support group and individual sessions. There were mixed 

results with some improvement in the community arm, including greater satisfaction with 

the services, with better adherence to attending sessions, but no significant changes in 

caregiver wellbeing in terms of levels of caregiver strain. However, the study had a number 

of limitations; a small sample size and a relatively high loss to follow up may have resulted in 

inadequate power to detect change. Overall, the community arm had older children with 

more severe levels of cerebral palsy, although the fact that adherence was still high, is 

positive. The second (Dambi et al., 2016) evaluated the impact of a three-day educational 

workshop for caregivers on the management of cerebral palsy. Whilst it demonstrated high 

levels of knowledge, baseline knowledge levels were not known, given the post-test design. 

Whilst improvement in knowledge and understanding is important, it is limiting to only 

assess knowledge change. The study also used a convenience sample, selecting those who 

had elected to join the training, which may also introduce a bias. 

 

A pre-post-test design pilot study in South Africa (van Aswegen et al., 2019) assessed the 

impact of a group-based educational programme (Hambisela), covering different aspects of 

care and support. Overall there was significant impact on caregiver QoL and stress. However 

the sample size (N=18) was small, and it may not have been powered enough to detect 

change. Finally, the only larger-scale impact study with caregivers self-help groups in SSA 

was conducted in Kenya by Bunning and colleagues (2020). This examined both impact and 

underlying mechanisms of caregiver for self-help groups; groups were established over a 
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ten-month period, followed by a facilitated intervention on a range of topics covered for the 

remaining six months. It assessed a wider range of outcome measures, and showed positive 

results, including parent-reported measures of social support, perceived reduction in the 

severity of the child’s condition, and examples of inclusion and community attitudinal 

change. Increased agency was facilitated by processes which included: group cohesion, 

acquisition of business skills, community recognition and renewed hope for their child. A 

second paper on the same study examined the underlying mechanisms of these self-help 

groups (Gona et al., 2020) and success factors included the value of strong group leadership, 

and a successful income generating activity (IGA).  

 

The second category of interventions were programmes that targeted individual families in 

the home-setting. In total, three programmes were evaluated, two targeting improved 

language development, and a third offering a portage programme. Again, they were 

heterogenous in their design of intervention, and target group, and so it is hard to draw any 

conclusions. ‘HI HOPES’ for children with hearing impairments by Storbeck et al (2008) 

included weekly visits from a parent advisor over a 12-month period. The results showed 

positive improvements for child language development, although the number of children 

assessed at endline was small (n=10), and children were excluded from the language 

assessment if there were severe additional disabilities. Parent-reported satisfaction was 

high, but again the numbers were small, with the overall response rate for parent survey of 

those who participated low (55%). Whilst the programme stated it was a holistic approach, 

the outcomes reported on were limited, and it would have been valuable to have a broader 

set of measures, including an understanding of the mechanisms, such as the role of a parent 
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advisor and/or deaf mentor. Two papers reported on a programme that promoted 

augmentative and alternative communication methods in the home for children with 

developmental disabilities (Gona et al., 2014, Bunning et al., 2014a). Whilst it was a small 

study (N=9) it demonstrated a number of positive child outcomes, not only on language 

development but also on wider child community participation, and processes indicated 

positive shift in caregiver attitudes and uptake of new communication methods, with more 

realistic expectations. Finally, a third small (N=10) pilot study (Kelly et al., 2012b) evaluated 

a home-based portage programme delivered through community health volunteers(CHVs) 

and indicated parent satisfaction and some areas of child progress. However, it was a post-

test design, so whilst promising, care needs to be taken in interpreting the results on 

impact.  

 

The remaining papers identified in the review were all focused on examining the feasibility 

and acceptability of intervention and were small pilot studies (Lynch et al., 2018, Kelly et al., 

2012a, Masulani-Mwale et al., 2019, Ngubane and Chetty, 2017). Overall, sample sizes were 

small, which can be common with pilot studies (ranging from 9- 26 caregivers), and outcome 

measures were largely parent-reported measures of satisfaction with the intervention. 

Whilst they all showed high levels of feasibility and acceptability, which is promising, they 

would have benefited from testing out a broader range of outcome measures in line with 

the ICF, including measure of participation and activities, and caregiver and family-level 

outcome measures, such as QoL measures. 
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In summary, there is very limited evidence from SSA on the impact of caregiving 

programmes for children with developmental disabilities. Findings were mixed, with some 

studies showing improvements in caregiver knowledge, skills and satisfaction and others 

demonstrated no significant change in measures of QoL. There were several weaknesses in 

the quality of these studies which included small sample sizes, and the use of assessment 

tools which were not necessarily validated in the local context. Commonly, convenience 

samples were used of families who were already using a service or attending a health 

facility, and therefore it is not likely to be representative of the general caregiver population 

and may introduce a bias as these parents are arguably more motivated to seek services 

and/or elected to attend the trainings. The impact studies, overall, were also of a weak 

design, for example, with no comparison groups or post-test design only. That said, when 

working with families with children with disability there are also ethical reasons for not 

employing experimental designs such as RCTs, or studies that are quasi-experimental, and 

this is briefly explored in Chapter four on Methodology (see section on Overall Study 

Design). The studies also varied widely in both their intervention and study designs, with 

widely varying outcome measures, which makes it difficult to compare results, and draw any 

conclusions around impact or process.  

 

Overall, with a couple of exceptions, there was often a narrow set of outcomes assessed 

across the studies. It would be valuable to include a wider range of measures that explore 

impact on both the caregiver and the child. The use of caregiver groups was popular as an 

approach, but with the exception of the paper by Bunning (2020) there was little 

exploration of the mechanisms of how these groups operate to effect caregiver agency and 

change. There is an evidence gap here in terms of understanding if, and how, this translates 
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in change in care and support, and in turn, impacts on child-level outcomes. Given the 

interventions largely focused on female caregivers, there was surprisingly little 

consideration given to any gender issues, and of the wider context in which care and 

support is embedded.  

 

A systematic review of paediatric cerebral palsy in Africa (Donald et al., 2014) similarly 

concluded that there is a lack of information on the efficacy of home-based interventions 

from Africa. Further, the evidence for the effectiveness of parenting programmes appears 

similarly limited across other LMICs. Yousafzai and colleagues (2014) conducted a review of 

home-based care programmes in LMICs and only six studies were identified. The two SSA 

studies have already been reviewed above (Gona et al., 2014, Kelly et al., 2012b). The other 

four studies included two papers from Bangladesh; one found a positive impact on feeding 

practices (Adams et al., 2011), and another evaluated an outreach model of a parent 

training programme and found some improvements in maternal knowledge and adaption, 

but mixed results in terms of parental stress (McConachie et al., 2000). A community 

programme conducted in India (Sen and Goldbart, 2005) demonstrated valuable lessons on 

setting up community support for children with disabilities, and a study of the efficacy of a 

home-based programme for children with intellectual disability in Vietnam (Shin et al., 

2009) demonstrated some significant impact on child functioning and activities. However, 

the review summarised that whilst these few studies demonstrated some positive impacts 

on both the caregiver and child, they also shared several weaknesses in study design, 

including small sample sizes, limited information on the validity and reliability of some of 

the assessment tools, high attrition rates, and mixed quality of outcome measures.  
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Limitations  

There are a number of limitations to this literature review. Grey literature was not included, 

which may have resulted in some missing information especially in relation to the literature 

on interventions. This review only included papers in English, and thus is likely to have 

resulted in exclusion of some studies from Francophone Africa. Search terms for individual 

conditions, such as autism and epilepsy, were not included, and this would have further 

enriched this review. For a scoping review it would be necessary to have a second reviewer 

to check all stages of the inclusion/exclusion stages of selecting papers. It would also have 

benefited from a formal quality assessment of the studies. Finally, in the review of 

interventions, studies about ‘support group/self-help’ groups where there was no ‘formal 

input’ offered were excluded. However, there may be valuable information from 

understanding general support group processes, particularly in relation to exploring and 

understanding the sustainability models of parenting programmes.  

 

Conclusion  

This literature illustrates the multi-faceted and interacting factors issues that directly and 

indirectly affect the lives of caregivers and their child in the SSA context. In the SSA context, 

whilst there are differences across studies, this review shows that many of the experiences 

are shared across different countries and contexts. Whilst evidence highlights how many 

caregivers do their best to care for their child, and develop and harness various coping 

strategies, the resounding picture was of the heavy strain of caregiving, exacerbated by the 

socio-political and environmental context.  
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Low levels of knowledge and understanding about the child’s condition, exacerbated by the 

scarcity and weakness of existing services, are common themes in different settings. Many 

studies demonstrate the psychological impact of caregiving, with high levels of stress and 

anxiety, as well as the physical toll on the caregiver. Isolation and lack of support emerge 

from the literature, which in turn interact with disability-related stigma. However, there is 

more limited in-depth research examining how the caregiver experiences stigma, and the 

repercussions for care and support processes. Poverty was also identified as a key cross 

cutting issue, with households further depleted by the additional costs of care, as well as the 

time needed for caregiving, with loss of time for income-generating activities. These multi-

faceted challenges are influenced by, and in turn influence, factors at different levels of the 

child-caregiver ecosystem. The aim of this thesis is to explore these interacting factors in 

greater depth, in the context of caregiver engagement in a support programme.  

 

One of the limitations identified in this review was the lack of attention to the gendered 

nature of caregiving, and any implications for a model of care and support. This needs to be 

better understood in the development and delivery of any parenting programme. Whilst 

most studies were conducted with female caregivers, many of these studies then went on to 

discuss ‘families’ and ‘parent’ experiences and did not explore the fact that caregiving is 

gendered, with all the implications of this at the household and community level. More 

broadly, across both the research on caregiver experience and interventions, there was a 

paucity of discussion around gender, beyond stating that that the burden of caregiving is 

largely on women, or that blame was commonly attributable to the mother. There were 

some notable exceptions to this (Muthukrishna and Ebrahim, 2014, Van der Mark et al., 
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2019b). This is an important issue which is explored further in this thesis across the different 

chapters, for example, in terms of understanding the mechanism of caregiver 

empowerment (chapter 8), or how caregivers experience stigma (chapter 9).  

 

The second component of this review highlighted the dearth of intervention studies for 

parents/caregivers with children with disabilities in SSA, despite the fact that global 

strategies and guidance already discussed in Chapter one, emphasise the central 

importance of the family for a transformative change towards children thriving. There was a 

wide variation in both the interventions and study design. It is therefore hard to draw any 

conclusions from the data, except that the studies overall show that in general the proposed 

programmes are feasible and acceptable to parents, indicating an appetite and need for 

such programmes.  

 

Whilst the interventions were varied in design, they did commonly work through groups. 

However, the scope of the study design was often limited, with only a narrow set of 

outcomes measured. It would be useful to have a wider range of child, caregiver, and family 

level outcomes captured, in line with the ICF, which has been similarly argued by Yousafzai 

(2014) and Rosenbaum (2011). Another gap is the need for a better understanding of 

change mechanisms. Whilst parent satisfaction with interventions is often high, it is often 

less clear how that then translates into improved outcomes for both the parent and child. 

This PhD aims to address some of these gaps, by understanding the impact of the training 

on both the child and caregiver (Chapters five, six, seven). It will also explore the role of 

caregiver empowerment and stigma in caregiver lives (Chapters eight, nine) and the 
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implications for the success of a caregiver/parenting programme for children with 

disabilities in the Ghana context. 
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Chapter Three Details of the parent training programme  

 

Photo 1 Parent support group at one of the eight sites 

 

Overview 

In this chapter I briefly summarise the process of development of the parent training 

programme. I also summarise the content of the programme and the underpinning 

theoretical base.   
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The development process for the parent training programme 

The plans to develop a parent training programme were a key recommendation following a 

large-scale survey of childhood disability in Bangladesh, undertaken in 2013. This survey 

estimated a prevalence of 0.9% of moderate or severe impairments (including physical, 

hearing, visual impairments and epilepsy) among children less than 18 years of age (Murthy 

et al., 2014). Despite cerebral palsy accounting for more than a third of moderate and 

severe childhood disability (3.7 per 1000), rehabilitative services available for these children 

were extremely limited in the area. Even where there were services made available to the 

families, the uptake of referrals was extremely poor (Bedford et al., 2013). Responding to 

this, the International Centre for Evidence in Disability committed to the development of a 

participatory community-based caregiver training package for children with cerebral palsy, 

which would be delivered through parent support groups. This development processes pre-

dated this thesis, and therefore is not examined here in detail, but I provide a brief summary 

here of the process. 

 

This process started with a review of already available training materials for parents in 

LMICs upon which to build this caregiver training programme. Criteria for the selection of 

suitable training material were identified at the outset, in conjunction with an advisory 

group, and included: 

✓ An approach targeted at parents, using a parent support group model  

✓ Materials which had been developed for working in a LMIC and were easy to 

use. 

 

Based on these criteria, ‘Getting to Know Cerebral Palsy’, a training package from South 

Africa (Cerebral Palsy Association, 2008), was selected as the core approach upon which to 

base this programme. Our aim was to further develop and modify the approach, building on 
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a range of other relevant resources, including input from experts, and strengthening the 

participatory approach which we wanted to underpin the intervention.  

 

In agreement with the authors of the original ‘Getting to Know Cerebral Palsy, the training 

material was further developed and revised through an action research process in 

Bangladesh, over an 18-month period, from September 2011 to February 2013. The 

research was undertaken in two sub-districts of the Sirajganj district, where a total of 14 

parent groups were established in a phased approach over a one-year time period. The 

development process was complemented by two stages of reviewing the manual, with a 

multi-disciplinary advisory team of practitioners (occupational therapists, physiotherapists, 

speech and language therapists, community health workers) and researchers. I led on the 

final revisions and development of the training material with this team.   

 

The resulting product was an adapted version of ‘Getting to Know Cerebral Palsy’ launched 

in May 2013 (LSHTM and Hambisela, 2013). The overall aim was to be ‘empowering to 

parents/caregivers’ in providing care and support for children with cerebral palsy. From this 

point in the thesis, I will refer to the training programme as ‘GTKCP’. A copy of the 

programme and resources are available at https://www.ubuntu-hub.org/ 

The following two publications (completed prior to this PhD) document learning from the 

GTKCP development process and are available in Appendices Part 2 Supplementary papers. 

• Zuurmond, M., Mahmud, I. & Hartley, S. 2018. Children with cerebral palsy in 

Bangladesh: Their contribution to the development of a rehabilitation training 

programme. Disability, CBR and Inclusive Development, 29, 25-42. 

• Zuurmond, M., Mahmud, I., Polack, S. & Evans, J. 2015. Understanding the Lives of 

Caregivers of Children with Cerebral Palsy in rural Bangladesh: Use of Mixed 

Methods. Disability, CBR & Inclusive Development, 26, 5-21 

 

https://www.ubuntu-hub.org/
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Description of the overall programme 

The overall programme consists of a number of components: 

 Training programme: The main focus of the programme is training delivered though 

a support group of ideally eight-10 caregivers, based at a community level. The 

training is ideally conducted in a venue which is identified as suitable and accessible 

by the caregivers themselves. GTKCP consists of 10-modules (see Figure 2 Overview 

of modules delivered to caregiver groups established in a community setting.  

 Home Visit: A second 

component is a monthly home 

visit of, on average, one hour, 

conducted by a group facilitator. 

The main aim of the monthly 

home visit is to engage with 

other family members and to 

provide follow up support to the 

primary caregiver within the 

home context. It is recognised 

that other family members play 

a key role in the care of the child 

and/or can act as gatekeepers, 

and the aim is for the home-visit 

to facilitate a greater dialogue 

within the home environment. 

Simple parental handouts were 

also designed to expedite this 

dialogue.  

 Family and community 

sensitisation: At the time of 

recruiting families, a 

sensitisation meeting is also 

conducted in each home to 

ensure that the caregiver has family support, and that they attend the meetings. An 

additional community sensitisation meeting is also organised for each home 

community to briefly explain the purpose of the support groups. 

 Group Facilitators: Ideally the programme is delivered by a pair of facilitators, 

including a therapist (for example, physiotherapist, physiotherapy assistant, 

occupational therapist, speech and language therapist) a primary health care or CBR 

worker, whichever is most relevant to the local setting. 

 

 

 

 

Figure 2 Overview of modules 



70 
 

 

A description of the programme modules  

The caregiver programme consists of 10 modules that are delivered over 10-12-months1, 

consisting of a once-a-month caregiver support group training of approximately three hours, 

and a monthly home visit. The participatory training programme covers different aspects of 

care and support including:  

 

(1) An introduction to cerebral palsy 

(2) Evaluating your child 

(3) Positioning and carrying  

(4) Communication 

(5) Everyday activities 

(6) Eating and drinking  

(7) Play 

(8) Disability in your local community  

(9) Running your own parent support group  

(10) Assistive devices and resources.   

Details of each module is provided in Table 4: Overview of training modules 

 

 
1 There are 10 modules, but a couple of the modules are sometimes delivered over two sessions. 
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Table 4: Overview of training modules  
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The underpinning approach of the programme 

The foundations for the development and adaptation of the training programme were 

principally underpinned by a participatory rural appraisal (PRA) approach (Chambers, 

1994b), and also elements of adult learning theory (Knowles et al., 2005, Cox, 2015).  

 

The PRA approach draws from the work of the educationalist Paulo Freire, and his emphasis 

on social transformation through conscientisation of the individual (Freire, 1996). The PRA 

family of approaches promoted by, amongst others, Robert Chambers (1994a, 1994b), has 

several basic elements. Firstly, it is about using participatory methods to facilitate analysis of 

life issues, using approaches which are accessible and can promote engagement. Secondly, a 

shift in the attitude of the facilitator or ‘outsider’, so that they ‘step off their pedestals, sit 

down, “hand over the stick,” and listen and learn’, essentially with learning taking place in 

the field as opposed to a classroom, and taking a bottom-up approach (Chambers, 1994b 

p.1438). A third element of the philosophy is the importance of sharing both knowledge and 

experience, as a result of the sharing of their own reality, and ultimately about their sense 

of empowerment as part of that process. PRA has also been successfully as an approach 

used with women’s groups to improve maternal and child health (Tripathy et al., 2010, 

Morrison et al., 2010). 

 

A similar emphasis on the importance of participant engagement, and of experiential 

learning, is core to Adult Learning Theory (Knowles et al., 2005, Cox, 2015). There are 

several key underpinning principles of adult learning including that it should be: problem 

centred, have immediate relevance to their lives, utilise practical application and practise, 
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recognises that adults have a wealth of life experience which can help or hinder learning, 

and that adults should be involved in the planning and evaluation of the learning. Elements 

of this theory informed the programme approach in several ways: in our approach to 

training facilitators in how to facilitate the training sessions, and in training content which 

emphasises caregiver experience sharing and using that as a stepping stone for problem 

solving, combined with opportunities to practise new skills in a safe environment. I return to 

these theories in the final Chapter ten, where I briefly reflect on lessons learnt on their 

relevance, based on learning from the programme.  

 

Having further developed and refined the programme in Bangladesh through a process of 

action research, the next step was to assess the impact of the approach. Ghana was selected 

as the target country by the funder, CBM International, as they were running a community 

based inclusive development programme in-country.  

 

Adapting the training to the Ghanaian context 

The GTKCP training material is inherently flexible, encouraging facilitators to use their own 

case study material to reflect the local context. Several steps were taken to adapt GTKCP to 

suit the Ghana context. The material was reviewed by both the national advisory group 

members, and also by the Ghana Federation of Disability Organisations (GFD). During the 

facilitator training (see Chapter four Methodology for details on this), there was an 

opportunity for feedback and review, particularly of case study material, so that it could be 

adapted for local relevance. Following the collection of the baseline survey data (see 

Chapter five) for this research project, there was also an opportunity to make changes to 
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ensure the training package reflected the local context. For example, as a result of the high 

level of malnutrition identified in the baseline survey, the module on ‘Feeding’ was 

introduced earlier in the training, and referral processes for nutrition services were 

additionally strengthened. Finally, a mid-term review meeting, and ongoing discussion of 

the materials on WhatsApp by the lead project coordinator, ensured ongoing reflection and 

informed further small adaptations needed. 
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Chapter Four Methodology  

Overview 

In this chapter I describe the methodology of the impact study in Ghana, which is the site 

from which the data used in this thesis are drawn. This includes details of the overall 

research design, the theory of change, the research paradigm, and the tools. 

  

Photo 2 Training of facilitators workshop April 2015 
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Overall Study Design  

This was a longitudinal mixed methods study, using a pre-post evaluation design. The 

rationale for this design was based on a number of factors. In the first place we wanted a 

‘proof of concept’ for the approach, to assess its feasibility in a low-resource setting and 

assess whether there is impact, as well as illuminating the underlying processes of caregiver 

engagement.  

 

A cluster-RCT was not the design adopted for several reasons. Firstly, it was considered too 

early a stage in the testing of the programme and secondly, for a cluster-RCT to be 

sufficiently powered it would have required substantial numbers of children and caregivers 

which were not available to the project within the time frame and funding available. Finally, 

there were ethical considerations of offering a support package to some families, and 

delaying support to others, especially given the accepted evidence for the importance of 

early intervention for children with developmental disabilities.  

 

In summary there were two components to the study design which included: 

• A cross-sectional quantitative survey conducted with programme participants at 

baseline (prior to the training programme) and endline (after the training programme) 

with all children and caregivers 

• Longitudinal qualitative research with families engaged in the training programme over 

a six to 15 month period  

The use of mixed methods and combining of multiple data sources for evaluation is a well- 

established approach, offering the opportunity to address different aspects of the same 
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research question (Green and Thorogood, 2009). This approach is also in line with UK 

Medical Research Council guidelines for evaluating complex interventions, defined as 

interventions that have several interacting components (Craig et al., 2008). These same 

guidelines recommend developing a Theory of Change as part of the research design 

process (Campbell et al., 2000, Craig et al., 2008).  

Figure 3 Flow chart showing the research process 

Theory of Change 

A Theory of Change (ToC) details key ingredients and pathways of change within a 

programme, underlying assumptions, and contextual issues. It fills in the ‘missing middle’ 

between what a program does (its activities) and how these lead to desired goals being 

achieved (De Silva et al., 2014). 
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The ToC for the caregiver programme drew upon various elements: 1) the caregiver 

literature, 2) earlier work by our team in Bangladesh (Zuurmond et al., 2015), 3) adult 

learning theory and the value of participatory approach which underpinned the training 

(Knowles, 1984, Chambers, 1994a, Chambers, 1983) 4) the ICF model of disability and 5) 

ecological systems theory. See Figure 4.  

 

The ToC was informed by the ICF in several ways. Firstly, there is training content which 

aims to mitigate the impact of cerebral palsy on bodily functions and promote engagement 

in everyday activities, emphasising opportunities for improved participation. For example, a 

module to improve positioning of the child to help the child’s development and improve 

feeding practices. It also provides the opportunity for the child to be part of everyday 

activities in the household, for example, in a well-supported position they are better able to 

play, with increased opportunities to engage with siblings.  

 

Another alignment with the ICF is the attention paid to factors in the child’s (and caregiver’s 

) environment. The use of a support group approach for the caregiver, combined with home 

visits to engage other family members, builds on the understanding that services need to be 

family-centred, and address the isolation of the caregivers. The importance of the family 

environment is reflected in the choice of caregiver wellbeing as a primary outcome in 

evaluating this programme, which is detailed later in this chapter. The bi-directional nature 

of these inter-relationships is also illustrated. For example, in feeding and drinking practices, 

the expectation is that the training will lead to changes in caregiver feeding skills, resulting 

in improved child-level anthropometric outcomes, and in turn, this will ease the caregiver 
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stress commonly faced at mealtimes. The home visit component is also intended to address 

environmental issues, specifically family engagement in caregiving, and to address negative 

attitudes towards disability, as well as broader opportunities for community engagement.  

 

Caregiver empowerment is considered both a process and outcome within the proposed 

ToC. There are a variety of conceptual models of empowerment, and these are explored in 

more detail in Paper 3, Chapter eight. In summary, this thesis draws mainly upon the 

dialogue on empowerment in the gender and development literature that explores the 

different dimensions of power (Moser, 1989, Rowlands, 1997). This in turn builds upon the 

work of Paulo Freire and the international development literature on poverty reduction 

(Chambers, 1994b, Freire, 1996) which underpins the PRA training approach as previously 

outlined in Chapter three (Section on the Underpinning approach). In the literature review 

(Chapter two). I also highlighted the limited literature on caregivers and empowerment in 

the context of the child with a disability and is a process that needs to be better understood 

in caregiver programmes. 

 

 

The ToC proposed pathways of change indicate that the caregiver will gain improved 

knowledge and confidence, and consequently be able to effect changes in her own practice. 

The support group model will offer social support outside of the family to address issues of 

isolation, and opportunities for problem solving and shared experiential learning. One key 

proposed pathway is that the ‘empowered’ caregiver will transfer knowledge and skills into 

the family, as well as with other community members. With improved understanding of 

their rights to services, the caregiver will have agency to access services for their child 
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including health services, and/or social protection such as the Disability Common Fund, 

and/or education, as relevant. However, there are some assumptions being made here 

about the nature and pivotal role of caregiver empowerment which will be explored in 

Chapter eight.  

 

The ToC also lightly drew upon Bronfenbrenner’s ecological theory (Eriksson et al., 2018, 

Bronfenbrenner, 1992, Bronfenbrenner, 1994b) which explores child development within 

the context of a layered environment; with interactions within one layer, and also between 

layers which impact on the child’s development. All interactions are bi-directional, both 

within an ecological layer, and across them. For example, a child will be influenced by 

people in their environment and will also be capable of changing the beliefs of others. The 

immediate layer around the child, the microsystem, is considered the most important, and 

crucial for the child’s development. The second, the mesosystem layer, describes 

interactions between these microsystems. The third layer, the exosystem, has indirect 

impact on the child, and includes broader factors within community life and/or extended 

family, and media. The macro-system includes social and cultural norms, religious beliefs, 

and laws, for example cultural beliefs that mothers are responsible for child-rearing, or 

related to beliefs about disability. Finally, a chronosystem which considers changes over 

time in relation to the child’s environment, for example how the interaction and importance 

of different layers may change as the child becomes older. Bronfenbrenner’s theory evolved 

over time, and a later revision was called a ‘Bioecological’ model, to reflect more strongly 

the role of biological processes in the child’s development. His conceptual model has been 

adapted extensively and used in guiding many public health interventions, beyond 

childhood development (UNICEF, 2015, McLeroy et al., 1988, Eriksson et al., 2018).   
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In this thesis, the aim is to better understand how various factors and dynamics within the 

socio-ecological system interact with the training programme and the caregiver experience. 

I refer to the terms socio-ecological system and caregiver ecosystem interchangeably.   

 

Finally, within the ToC, some of the key barriers identified include social and cultural norms 

towards disability, isolation, lack of support from the family and community, and limited 

local services. However, it was important to understand how these factors might impact 

upon the programme process and outcomes. It was also assumed that that poverty levels 

would not impede caregivers’ engagement in the support group. These barriers and 

assumptions are explored in the results (Chapters five to nine) and also in the final Chapter 

ten.  
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Research paradigm 

Whilst I wanted to understand and measure whether there was an impact of the 

intervention in terms of caregiver QoL and various child-level measures, I also wanted to 

answer questions of the ‘what’, ‘how’, and ‘why’ of any change. This exploration of 

experiences and processes is best suited to the use of qualitative methods (Green and 

Thorogood, 2009). This use of different methods reflects balancing both a positivist 

philosophy and an interpretive approach in my epistemological viewpoint (Green and 

Thorogood, 2009, Creswell, 2013), depending on the type of information that we are aiming 

to ‘measure’ and understand.  

 

The positivist philosophy assumes there is a stable reality out there which can be 

measurable and observable (Green and Thorogood, 2009), For example, some of the 

outcomes assessed through the survey, such as the anthropometric measures on the child, 

provided objectively ‘measurable’ data on the levels of malnutrition.   

 

The impact of this programme, however, depends on changes in human behaviour within an 

ecosystem of different relationships and complex societal norms. This is best captured 

through an interpretive approach which allows us to focus on people’s own interpretation 

of their world. For example, in our study we are interested in capturing how caregivers 

perceive their lives and their children’s lives, and how they relate to the training and 

support groups. The interpretive tradition adopted in this thesis for the qualitative work is 

rooted in a constructivist view of the world, that there is no single reality, but instead there 

are mutiple dimensions to a given phenomena (Creswell and Creswell, 2017, Kielman et al., 
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2012). People’s worlds are not objectively and passively experienced, but within a 

phenomenological philosophy are subjectively understood and ‘created through talk, 

interaction and behaviour’ (Green and Thorogood, 2009p.14).   

 

A primary outcome measure for assessing the impact of the intervention is caregiver QoL. In 

accepting that QoL is a broad, complex, and multi-dimensional concept, the inclusion of 

qualitative methods, alongside quantitative approaches, are considered essential for gaining 

a more holistic and contextual understanding of people’s lives, and for investigating culture, 

location, and social-group specific dimensions of wellbeing (Camfield et al., 2009, Young 

Lives, 2008, Gough and McGregor, 2007).  

 

Embedded within the qualitative component, I also selected some participatory research 

tools to use in order to facilitate caregiver engagement in the research process, as well as to 

capture different dimensions of their experience (Chambers, 1994b). This decision was 

informed by the desire to see the research as a more cooperative emancipatory process, 

with the knowledge generated through the research being seen as an outcome of a process 

of sharing, reflection and experience (Wallerstein and Bernstein, 1988). An appreciative 

enquiry ‘lens’ was used to shape the approach to the interviews. Appreciative enquiry, 

normally used as an approach to evaluating organisational change (Hammond, 2013), has 

also been applied to work with individuals (Howard, 2013), and within action research 

(Coghlan and Brydon-Miller, 2014). This approach places more emphasis on exploring what 

is working well and why, with a focus on the positives and facilitating factors rather than on 

drawing out, and over-emphasising the problems. For example, one of the key underlying 
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principles of appreciative enquiry is understanding that communication and language is at 

the centre of our ability to change and that our words create the world we live in, which fits 

into an interpretivist research paradigm. Through the research process, in alignment with 

the underpinning programme aim of caregiver empowerment, I wanted to facilitate 

caregivers to reflect on what worked, or things they had done or seen others do which 

made the situation better, to also see if they could be part of the solution. Finally, I selected 

to use Case Studies in Chapter eight, Paper 3, to better explore the nature of the 

empowerment journey. The rational for the choice of case studies is detailed below. 

 

Qualitative longitudinal research design 

For the qualitative research, I selected to use a longitudinal design and conduct in-depth 

interviews with selected families up to three times over a 15-month period. A strong 

argument for a longitudinal approach is that it captures a ‘movie’ rather than simply a 

‘snapshot’ of social life (Berthoud, 2000), and is therefore an approach which is better 

suited for grasping the complexity of change over time, and to appreciate the interaction of 

personal, social and structural issues on the lives of individuals (Neale and Flowerdew, 2003, 

Young Lives, August 2008), which arguably is well suited for exploring different layers of the 

child and caregiver socio-ecological ecosystem and the interactions both within and across 

layers.   

 

In-depth face to face interviews were chosen to enable probing for more personal and 

sensitive information, especially around issues such as stigma. These enabled more tailoring 

of the probes and were also suited to collecting data in the caregiver home, with the focus 

on understanding change at the individual level as a result of the training. 



86 
 

The choice to use a selection of case studies, to complement the thematic analysis, was in 

order to enable greater richness, detail, and completeness, in comparison than with other 

analytical approaches, (Flyvbjerg 2013, Prior 2016). It would enable a better illumination of 

the influence of the dynamic relational, social, and economic dimensions over time, which is 

not always captured so clearly by presenting a thematic analysis based on data collected at 

one time point. This was felt to be valuable for better understanding the nature of an 

empowerment ‘journey’ for the caregivers.  

 

Reflexivity and my role  

As the lead researcher on developing the training programme and in the design and 

implementation of the research, it is important to be reflexive about how I inevitably 

shaped the data generated. Reflexivity is an extension of the interpretive tradition, whereby 

the researcher must be critically reflective about their role in the research process and 

potential influence upon it, and how this contributes to the production of knowledge. It 

involves reflection on self, process, and representation, and should examine power relations 

in the research process as well as the interpretation (Green and Thorogood, 2009, Sultana, 

2007, Darawsheh and Stanley, 2014, Jones, 1997). I did not sit by and observe the world 

objectively, but in the same way as those researched, I am also influenced, and in turn 

influence, through my own positionality (England, 1994).    

 

I am a 53-year-old white British female, with 28 years of experience of working in LMIC 

settings. Firstly, as a volunteer, then as a teacher, community worker and then researcher. I 

am also a mother. My educational background is in teaching and health promotion, and 
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qualitative research. I am not a medical/rehabilitation therapist, and so never approached 

the children and families in the study from the medical perspective of trying to understand 

what was ‘wrong’ with the child which needed to be ‘fixed’. This perhaps meant that I took a 

more holistic view of the lives of families, which was a thread from the design stage through 

to field work. 

 

Obviously, this is not necessarily how caregivers and other family members viewed me, and 

there were certainly times in the field work where I was seen as the ‘white doctor’ who 

might have a cure for their child. At least one benefit of the longitudinal nature of this 

research is that it allowed me to build up relationships with some of the families over time, 

and some level of trust and improved understanding on their part about the purpose of the 

interviews. It meant I was able to move the interview beyond the common response that 

everything is ‘fine’. I think that, combined with the women’s experience of the support 

group intervention, the interviewees were also able to see that they had something to 

contribute through the research process to the overall improvement of the programme.  

 

A key challenge for me, especially during the first interviews, was that the interviews could 

be harrowing. In almost all of our first interviews the women were in tears as they 

recounted their stories, and many of these are still etched in my memory. Drawing on my 

own life experience, I felt that being able to sit on the floor with the mothers and 

grandmothers, using my body language, and words of support (even if translated) at times 

of distress, were essential for conveying some level of empathy with their experience, even 

if I was still seen as an ‘outsider’. I believe that being an older female researcher was 
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probably helpful in that space. As almost every caregiver was female, I think it did help that I 

was a female researcher, and this may have encouraged the female interviewees to be more 

open. Holding a baby and/or interacting with a child on arrival at the home were also 

important elements of building a rapport, as well as offering a powerful message to a 

caregiver of acceptance and inclusion. This may have been easier for me as a female 

researcher, and more acceptable to the interviewees. Knowing when to pause and allow for 

tears was important, and it also meant that at times there was a need to be careful and not 

step over the line from being a researcher to taking on a counselling and advisory role. That 

said, when the interviews were completed, we invested time with the mother to offer some 

brief reassurance about the follow up through the intervention. It was also a time to check 

on any safeguarding issues, not only for the child but also for the mother, and to ensure 

linkages and referrals were made back to the team, as necessary. It may also have been that 

as an ‘outsider’ I was not seen as part of the problem, which may have offered me a more 

privileged position, at times.  

 

Although this reflexivity around my role is important, it is important to emphasise that I was 

not working on my own. The role of the interpreter in the interview process as the interface 

between me and those being interviewed was also clearly influential. I will not explore that 

role in much detail here, but I agree that it is worthy of attention (Berman and Tyyskä, 

2011). I worked closely with the local interpreter, an older female community worker, 

whose warmth and rapport with the families, especially the mothers and grandmothers, 

clearly had some impact on the interviews. My reflection is that she facilitated an 

environment which enabled the mothers to feel more comfortable in sharing their 
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experiences. After every interview I sat with the interpreter and we took time out to 

deconstruct what was said and not said and gather additional observations and local 

information to help enrich and inform some of the key emerging themes. I was also 

supported in the field by a Ghanaian researcher who led on interviews in some sites. She 

was also an older and experienced researcher, with a background in physiotherapy. We 

regularly discussed all of the interviews, and reflected on the key findings, in order to 

constantly review and reflect on perspectives and interpretations of what was being both 

said and observed. This data were collected in my field notes. 

 

Ethics 

Ethical approval was obtained from the London School of Hygiene & Tropical Medicine and 

from the Noguchi Memorial Institute for Medical Research, College of Health Sciences, 

University of Ghana (see Appendix 4: LSHTM Ethical Approval and Appendix 8: Baseline 

survey questionnaire). 

 

A written information sheet was provided to the families, with a parent and child version.  

These were translated, and also read to families by the local CBR worker or CBID member of 

CBM International staff, with an opportunity for questioning about the programme. Written 

consent was then obtained from all participating caregivers, with a signature or thumbprint 

as appropriate. This consent also included permission for photos to be taken for the 

purposes of the research. All caregivers were then offered the support groups.  
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We worked closely with the national implementing partner, the Presbyterian Church of 

Ghana (PCG), and also with Christian Blind Mission (CBM) Ghana office who supported and 

funded the research, to ensure that referral pathways and support processes would be in 

place. All the sites were selected based on where PCG had their own programme and 

therefore had staff and structures in place, to provide additional support. PCG generally 

works in some of the poorest areas of Ghana, and so it was this essential to ensure 

additional support measures could be in place, if required.  

 

Local services were mapped out by project teams as part of the process of establishing the 

groups. For example, following the high levels of malnutrition at baseline, referrals were 

established to local nutritional services. 

 

In terms of the safeguarding and protection of vulnerable adults and children, the policies of 

both CBM International and PCG were included in training and adhered to.  

 

Project location  

The parent training programme was implemented in eight sites across Ghana. This included 

three parent training groups as part of a CBR programme in the north of Ghana, and five 

groups as part of an inclusive primary health care programme. The coordination and 
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establishment of all groups was supported by the PCG. Five regions were included: four 

groups in the Upper East region and four groups in Greater Accra, Brong-Ahafo, and the 

Ashanti region. See Figure 5. 

 

Figure 5 Map to show areas where the programme was implemented 
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Participants for the study were recruited from across eight districts and four regions (Upper 

East, Greater Accra, Brong-Ahafo, Ashanti) in Ghana. Sites were selected by the project 

implementation partner (the PCG) because of their existing primary health care or 

community-based programmes, which allowed for onward referral of children in the study 

to other services, such as accessing assistive devices.  

 

Study sample for quantitative study 

The study aimed to recruit 80-100 children for the training. It was calculated that a sample 

size of 100 children with cerebral palsy would provide 80% power to detect an improvement 

in mean family-related QoL of 30% with an alpha of 0.05. The estimated improvement in 

QoL scores was based on data from the study in Bangladesh where the mean total PedsQL™ 

(Paediatric Quality of Life Inventory) score was 52.4 (out of 100) in the families with a child 

with cerebral palsy and 79.8 in the families without a child with cerebral palsy. We 

considered it reasonable, based on the very low baseline caregiver QoL in the Bangladesh 

study (Zuurmond et al., 2015) and other data from Uganda on the impact of the training on 

parents (Motivation, 2014), for there to be at least a 30% improvement in the QoL over a 

12-month period.  

 

Children and families were recruited through existing CBR screening programmes for 

cerebral palsy and from hospital records from the primary health care sites, with some 

additional case finding in the target areas during April and May 2015. Inclusion criteria 

included children of 18 months to 12 years, children with all levels of severity of cerebral 

palsy, and where caregivers were not members of an existing parent support group. This 

age range was selected because the training programme is targeted at this age group, and 
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early diagnosis of cerebral palsy in children under 18 months can be difficult. All children 

included in the study had a confirmed clinical diagnosis by a physiotherapist from Ghana 

and a paediatrician from LSHTM at baseline. In total, 75 parents were recruited to the study 

within the time frame. We did recruit more families, but at one site we found that all the 

children had been mis-diagnosed with cerebral palsy.  

 

Caregivers were invited to a newly established local support group. In total, eight support 

groups were established, each with eight to 10 parents. The recruitment sites are based 

where the programme partners (PCG) have existing CBR / inclusive primary health care 

programmes, in order that parent training could be supported through an existing structure, 

to facilitate referrals to assistive devices, and enable on-going support to families beyond 

the study period. Although intended as a community-based programme, in some of the 

more rural areas, the families were quite dispersed, and some had to travel up to one hour 

to attend the group sessions. In Ghana this resulted in the groups being run in a range of 

venues; a community hall, a church, a school classroom, and a room offered by a local non-

governmental organisation (NGO). The intention is that the sessions should not be held in a 

clinical setting, as it is intended to be a community-based programme, with a move away 

from a medical model of disability, and to be more easily accessible to families. The primary 

caregiver and child attended the training together. Transport costs were covered by the 

project. 

 

Group Facilitators  

The GTKCP programme was delivered by a pair of facilitators: a physiotherapist or 

physiotherapist assistant together with one primary health worker. In total 13 facilitators 
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were selected by the local partner. These consisted of 11 men and two women: one 

physiotherapist, four physio-assistants, one nutritionist, two CBR workers, one special needs 

teacher, two primary health care workers. These facilitators were identified by the local 

partner for the programme, and on reflection a better gender balance should have been a 

consideration. 

 

Facilitator training and support 

All facilitators for the programme underwent a one-week training course in Sandema, 

Northern Ghana run by a master trainer (SF), me (MZ), and CBM International colleagues, 

from 20th - 26th April 2015.  

 

Photo 3 Master Training Northern Ghana 
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Fidelity of the training 

The fidelity of the parent training approach was monitored using the following: one face-to-

face visit to at least one training session, and a monthly phone call to each group facilitator. 

This was conducted by the project coordinator who was an experienced physiotherapist.  

The fidelity was subjectively assessed by the project coordinator, based on the observed 

adherence to the training manual instructions, during in the delivery process. A WhatsApp 

group was set up and used by facilitators for sharing their implementation experiences and 

enabled some further monitoring of the quality of delivery by the local project coordinator 

(SC). The initiative taken to establish the WhatsApp group was taken by the group 

facilitators themselves. Mid-way through the implementation of the programme, all 

facilitators met for a refresher and reflection meeting.  

Data Collection and Tools 

In line with the ICF and the ToC, and the aims of the study, the outcome measures were 

assessed at the level of both (1) the child, and (2) the caregiver. There was greater emphasis 

in this study in focusing on the outcomes on the caregiver. Whilst the caregiver QoL was a 

key outcome measure, the child QoL was not directly assessed due to the overall young 

average age of the child (3.8 years) and lack of suitable tools. 

 

Survey  

For the baseline and endline survey we used a structured questionnaire to collect data on all 

children and the primary caregiver included in the training programmes. The endline survey 

followed a similar format to the baseline survey. One data collection team visited all sites at 
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baseline, and a second data collection team visited all sites at endline. Key areas included in 

the survey were:  

1) caregiver and family demographics 

2) caregiver QoL (two measures) 

3) knowledge and understanding about the condition   

4) levels of confidence about caregiving 

 

In terms of each child, the following was assessed: 

1) level of severity of cerebral palsy  

2) education of the child  

3) Washington Group questions 

4) health of the child including perceived health and questions on epilepsy  

5) measures of difficulties with feeding and drinking and anthropometric measures 

 

Data were collected electronically using a tablet (Google Nexus 7) and Open Data Kit 

(ODK) software. The same respondent (primary caregiver) was re-interviewed 13 

months later, 1±2 months after completion of the last training session (endline). 

 

Details of each tool in the survey 

The primary outcome measure for the study was caregiver QoL. QoL was measured with the 

Paediatric QoL Family Impact Module (PedsQL™). This is designed to assess the impact of 

paediatric chronic health conditions on caregivers and the families. It measures caregiver 

self-reported physical, emotional, social, and cognitive functioning, communication, and 

worry, and impact of caregiving on family daily activities and family relationships (Varni et 

al., 2004). It has been developed and validated in a high-income setting but has also been 

used in some LMIC settings (Zuurmond et al., 2015) although not previously in Ghana. The 

PedsQL™ Family Impact was selected after a review of key QoL tools used commonly in 

caregiver and health research and selected for a number of reasons which included:  
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• Use in a previous project on the QoL of caregivers with a child with a disability in 

Bangladesh (Zuurmond et al., 2015) 

• Simplicity and brevity of the questionnaire tool and thus practicality for translation into 

three languages  

• Is designed specifically for caregivers with a child with a chronic complex health 

condition  

• It explores the impact on the caregiver, and on the family, and domains assessed include 

family communication and relationships. This aligns with the project ToC, which 

proposed that there would be improved social support and communication about their 

child’s impairment. 

 

‘Ladder of life’ quality of life.  

A ‘Ladder of life’ QoL (LoL-QoL) tool was also used to provide one simple measure of QoL. 

The ladder was printed onto card; ‘0’ being the first rung of the ladder and the worst 

possible life, and ‘9’ being the top of the ladder and the best 

possible life. Interviewees were asked to state what would 

improve their QoL and what would worsen their QoL. This open 

text response was captured by the data collector, summarised 

into 1-2 key reasons. This tool was adapted from the Young 

Lives longitudinal study on childhood poverty (Crivello et al., 

2009, Den Besten et al., 2016) and originates from the Cantril 

ladder (Cantril, 1965). 

The results from this pilot are described in Chapter six. 
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Child and Adolescent Scale of Participation measure of child participation 

At the planning stage of this study, in line with the ICF, I wanted to include a measure of 

child participation and selected the Child and Adolescent Scale of Participation (McDougall 

et al., 2013). This was adapted for the Ghana context, in advance of the field work, in 

discussion with national research staff and with permission of the author. However, during 

the piloting phase, it was decided to remove this measure for three reasons. Firstly, it 

became apparent that it would require considerable additional adaptation and time spent 

on modifying and re-testing, and only limited time was available for this. Secondly the 

baseline questionnaire was already very lengthy, averaging more than two hours to conduct 

per family, and there were concerns about response burden. Thirdly, considering the young 

age of the children, we would have to be reliant on proxy measures from the caregiver. This 

has a number of limitations including the evidence that there is less observable agreement 

between parents and children on emotional and social aspects of QoL (Eiser and Morse, 

2001). Therefore, a decision was taken to remove this measure.   

 

Gross Motor Function Classification System (GMFCS) 

Severity of cerebral palsy was assessed using the Gross Motor Function Classification System 

(GMFCS) (Wood and Rosenbaum, 2000), an internationally-recognised system which 

classifies cerebral palsy according to five levels of physical functioning. This ranges from a 

‘level 1’ classified as being able to perform gross motor skills including running and jumping, 

through to a ‘level 5’, where all areas of motor function are limited, and children have no 

means of independent mobility.   
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Health and Nutrition 

Data on the child's feeding were collected using structured questions adapted from a 

previous study of children with cerebral palsy in Bangladesh (Adams et al., 2011). Eight 

questions were asked about frequency of difficulties with different aspects of eating and 

drinking, rated on a five-point scale from 'never' to 'always'. Reported health of the child 

was measured with three questions taken from the Ghana DHS (Demographic and Health 

Surveys) about whether their child has experienced diarrhoea, fever or cough in the last two 

weeks (Ghana Statistical Service, March 2015) and one question about experience of a 

serious health condition requiring hospital admission in the last 12 months. 

 

Anthropometry 

Anthropometric measures were taken using standardised protocols. Standing height was 

recorded to the nearest 0.1cm for children >5 years. Recumbent lengths were taken for 

children <5 years, where possible, and knee height (Froehlich-Grobe et al., 2011) was 

recorded for all children to the nearest 0.1cm. Following WHO best practice (World Health 

Organization and UNICEF, 2009), height and length measurements were obtained twice by 

two independent observers: the average was taken as the final measurement if they agreed 

to within <0.5cm. Or they were both re-measured until agreement was achieved. Mid Upper 

Arm Circumference (MUAC) was recorded for all children. Weight was recorded to the 

nearest 0.1kg. If children were unable to stand unaided, then the caregiver was weighed 

separately, and then asked to hold the child, and reweighed, in order to calculate the child’s 

weight.   

For full details of the questionnaires see Appendix 8: Baseline survey questionnaire and 

Appendix 9: Endline survey questionnaire 
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Data collection process 

The research team for the baseline survey was led by a paediatrician (American) and senior 

physiotherapist (Ghanaian), with a local translator. One translator was used for all the sites 

in the South (male CBR worker) and one translator for the Upper East region (female CBR 

worker). At endline, the lead was a physiotherapist (Ghanaian) and local data collector 

identified by PCG. Again, one translator was used for all the sites in the South and one for all 

the sites in the Upper East. All the data collectors received up to two days of training.  

 

I was in the UK for this research component and my role included downloading and 

reviewing the data from the ODK software, to monitor the data and lead on discussion on 

any changes required with the in-country team, especially during the piloting phase.  

 

The baseline was collected approximately 1-2 months before the start of the training, as 

there was a staggered start across the different sites. The endline data collection was 

similarly collected 1-2 months after completion of the training.  

 

All families were contacted by PCG in advance of the visit, and all the interviews and 

assessments took place in their home, with a couple of exceptions where the family 

attended a local health centre. 
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Translation of tools, cognitive testing and piloting  

The tools were translated at each site by a local translator. Particular attention was given to 

a written translation of the PedsQL™ measure in accordance with the guidance to use this 

tool. 

Linguistic validation of the PedsQL™was conducted in three languages Twi, Gruni, and 

Kusaal. This included a process of forward and back translations by linguistic experts and 

then further modification following cognitive field testing in the three sites. The Twi 

language is widely spoken in Ghana but there are diverse dialects: Akuapem Twi, Ashante 

Twi, Fante Twi and Bono Twi are both spoken and written forms. Kwahu and Akyem Twi are 

only oral dialects. Most people can understand all the six Twi dialects, and we had to ensure 

that the translation was understandable across all the sites where Twi was spoken. Gruni 

and Kusaal are spoken in the Upper East region of Ghana. This posed some challenges 

around translation and required considerable time to ensure conceptual equivalence of 

terms. This is strongly recommended when translating and adapting QoL tools to a new 

context (Bowden and Fox-Rushby, 2003).   

 

For each language, one day of cognitive testing was then conducted with 2-3 families who 

lived in the same area but were not part of the sample for the programme. The caregivers 

were asked how clear the questions were and what they understood by them. Their 

responses were further checked, in line with the guidance from the PedsQL™. The reports 

from the cognitive testing had to be submitted to the Mapi Research Trust, alongside the 

translation, as a condition of use of the tool. An example cognitive report is provided in 

Appendix 7: PedsQL™ Family Impact version: Kusaal cognitive field-testing report. 
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Methodological reflections from the cognitive testing  

During the cognitive testing process, it was found that the five-level response scale (‘Never, 

Almost Never, Sometimes, Often, Almost Always’) was sometimes problematic, as there 

were no direct language translations for some of the choice categories. For example, 

although there is a word in Gruni for ‘almost’ it is a literal translation and is not commonly 

used for describing the frequency of something in more abstract terms. A common problem 

in all the languages was around assessing the frequency of a problem in relation to the 

occurrence of the situation. And when some of the questions were quite broad, such as ‘it is 

hard to find time for social activities’, the response would often be ‘what kinds of social 

activities?’ We addressed this by providing example of 1-2 concrete examples that were 

agreed upon as suitable to the Ghana context. For example, in relation to ‘social activities’ 

we gave the examples of attending church and attending family meetings.  

 

Another key area of learning was on the choice of field translator/research assistant. During 

the piloting, very high scores were reported for the PedsQL™responses. This reflected overall 

‘good’ QoL. However, this contrasted to the qualitative data that had been collected, and 

which indicated overall very poor caregiver wellbeing. This contradiction in the data was 

discussed during the testing at the first test site, and it was decided to change the research 

assistant/translator who was male, relatively young, and well educated. The lead national 

Ghanaian team member expressed some concerns that, ‘due to his tone and mannerisms 

the mothers were a bit intimidated by him’, with the consequence that the mothers were 

‘closed up’ on the sensitive questions. On the second day of the piloting, the decision was 

taken to change the research assistant to an older man with a disability who was an 

experienced CBR worker and thus skilled at building a quick rapport with the families. The 
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result of this change was that the research team felt that the caregivers were observed to 

be more at ease during the interviews, and the PedsQL™ scores lowered and were more 

aligned with the reality of the stories and tears which accompanied them.  

 

Survey Analysis  

The quantitative data analysis for the survey was conducted by another researcher, SP. The 

full details of the methods of analysis are included in Paper 1 (Chapter five).  

 

Qualitative longitudinal research component 

Sampling 

A mix of purposive and theoretical sampling was used for the selection of families for the 

qualitative longitudinal research. Initially the aim was to include both adult caregivers and 

children, but with the average age of the children being 3.8 years, the focus was shifted to 

interviews with caregivers only.  

 

Initially fourteen families were selected to be visited at three points during the programme: 

(1) at baseline (two months before initiation of the training), (2) at five months into the 

training, and (3) within two months of the completion of the training. Criteria for inclusion 

were a geographic spread, different age bands of children (18 months-5 years, 6-12 years), 

and children of different sexes, and different levels of severity of cerebral palsy. Three 

families were interviewed once only at baseline, as their geographical area was not one of 

the final training sites, and a further three children died in the early stages of the 

intervention after the first interview. 
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In planning for the mid-term interviews I drew upon the concept of theoretical sampling to 

select additional families. Theoretical sampling is associated with grounded theory 

methodology. It is an iterative process of sampling, where a decision is made on the choice 

of data to collect next, in order to help in further development of the theory (Glaser and 

Strauss, 2009). Whilst I did not adopt a grounded theory approach in my own research, I did 

want to take a more iterative approach to selecting the sample, in order to better 

investigate some factors, following the initial baseline data analysis. In this study, the 

baseline data suggested that poverty appeared to play a much more pivotal role shaping 

caregiving practice than I had anticipated. I therefore wanted to select two additional 

families that were of higher economic status, in order to try and better understand how 

poverty shaped the caregiver’s engagement with the training. Motivation to engage with 

the training was a key assumption in the ToC, which I felt also needed exploring, and thus at 

mid-line two additional families were included who were less active and sometimes missed 

sessions, in order to better understand challenges faced in their engagement. 

 

Eleven families were selected in the first round, and following the death of three children, a 

further five families in the second round, and two more at endline. Interviews were 

conducted with a total of 18 primary caregivers; seven were interviewed three times, five 

interviewed twice, and six interviewed once. Although the focus was on the experience of 

the primary caregiver, our design also included a short (opportunistic) interview with a 

secondary caregiver, if they were present in the household at the time of the interviews. 

This person was identified by the primary caregiver as also having a caregiving role. The 

initial focus of this interview was to capture other perspectives at the household level, and 
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also to explore the degree to which the learning from the support group was shared at 

household level.  

 

Data collection 

In-depth interviews with caregivers were conducted before the start of the programme 

(April-May 2015), mid-way in the programme (Nov 2015), and 1-2 months after completion 

(June 2016). See Figure 3 Flow chart showing the research process for the flowchart of the 

research process. Interviews were conducted by a lead interviewer (MZ) with support from 

a local researcher, conducted in four local languages with translation into English. On 

average interviews lasted one hour and were audio-recorded and then transcribed into 

English.  

 

All interviews were conducted in the home setting, with a couple of exceptions where the 

family attended a local health centre. Where possible, caregivers were interviewed on their 

own, although this was not always possible in the rural context, and it often meant 

interviewing them under the shade of a tree away from the house. This home visit enabled 

unstructured observation of the child and caregiver in the home setting, for example to 

observe where the child was placed within the house, and to use these observations to 

prompt for more detail of the lived experience of the child with the caregiver. For example, 

observing where the child was positioned in the home setting, such whether they were lying 

down in the corner of a room on their own, and relatively excluded from the rest of the 

family. 
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A brief child progress update was sought from the facilitator for the mid-term and final 

interviews, to help develop suitable probes tailored to each family. A copy of all interview 

guides is available in Appendix 10: Qualitative Interview Guides: Baseline, Mid-term, 

Endline. 

 

Methodological reflections on the longitudinal qualitative research 

Although I have considerable experience in conducting qualitative interviews, this was the 

first time I had conducted longitudinal research, returning to the same interviewees, in 

some cases up to three times. I observed a number of benefits of the longitudinal research 

design. With repeat interviews there was generally increased openness or willingness to 

share sensitive experiences and personal feelings. This is likely to have been in part due to 

the positive effect of the caregiver engagement in the programme, as well as increased trust 

in the members of the research team, and increased familiarity with the research 

component.  

 

The inclusion of a short interview with a secondary caregiver was useful for providing a 

different perspective, especially on sensitive issues such as stigma, thereby providing a more 

holistic view of the family context. I found, for example, especially during first interviews, 

that some primary caregivers were not very forthcoming about their stigma-related 

experiences. Instead, it was sometimes a secondary caregiver, such as a husband or a 

grandmother, who provided more detail. For example, a grandmother talked openly about 

her grandson being called a ‘spirit child’ by the community and how excluded they all felt, 

whilst in contrast the young mother did not appear to want to, or was unable to, talk about 
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such difficult issues. In another example, a mother who was also a health worker, focused 

only on seeking a medical diagnosis for her son, which she may have felt was more 

‘acceptable’ to share with us. In contrast, her husband was open about traditional beliefs 

which fuelled the traditional treatment sought.  

 

Analysis  

For the qualitative in-depth Interviews two stages of the analysis were conducted. Firstly, a 

thematic analysis across all the interviews at each of the three phases of interviewing, 

guided by a priori themes from the ToC, and then an iterative process of developing and 

shaping more themes and sub-themes (Green and Thorogood, 2009, Creswell, 2013). All 

transcripts were read by the lead international researcher and national researcher, and key 

emerging themes/sub-themes were discussed at an early stage between the national 

researcher and international researcher, and also with my supervisory team. This iterative 

process informed the coding framework, which was further revised with a second stage, 

more detailed coding, managed with NVivo software. The second stage analysis of the same 

data was the development of a biographical case study for each caregiver, combining the 

interviews at each stage and enabling me to better understand change over time for each 

case. These case studies were shared with my supervisory team for further discussion about 

key themes and the dynamics of change over time.  

 

The data included transcripts, as well as fieldnotes and project monitoring forms in order to 

provide a more holistic overview of their lives, in line with guidance for longitudinal 

qualitative data analysis (Green and Thorogood, 2009, Creswell, 2013).   
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I led the qualitative data analysis with all final coding (MZ), with ongoing discussion with the 

Ghana-based researcher (GN), and my supervisory team, where further clarity was required. 

Data were managed using NVivo 12 software. 

 

In the next Chapters five to nine I present the results from the study.   

In addition to the papers submitted for this thesis, two other papers published from the 

data, focused on malnutrition and feeding, in which I am the final author, are also included 

in Appendices Part 2 Supplementary papers. 

• Polack, S., Adams, M., O’Banion, D., Baltussen, M., Asante, S., Kerac, M., Gladstone, 

M. & Zuurmond, M. 2018. Children with cerebral palsy in Ghana: malnutrition, 

feeding challenges, and caregiver quality of life. Developmental Medicine & Child 

Neurology, 60, 914-921. 

• Donkor, C. M., Lee, J., Lelijveld, N., Adams, M., Baltussen, M. M., Nyante, G. G., 

Kerac, M., Polack, S. & Zuurmond, M. 2019. Improving nutritional status of children 

with Cerebral palsy: a qualitative study of caregiver experiences and community‐

based training in Ghana. Food science & nutrition, 7, 35-43. 
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Chapter Five (Paper 1) Evaluating the impact of a community-based 

parent training programme for children with cerebral palsy in Ghana 

 

 

In this chapter I describe the impact of the intervention on both the child and caregiver, 

from an analysis of the quantitative data from the study. This is in answer to Study Objective 

1 ‘To assess the impact of a caregiver training programme upon the lives of children with cerebral 

palsy and their caregivers in Ghana’.  

 

A primary long-term outcome within the ToC is understanding the impact of the programme 

on caregiver quality of life. This was assessed using both qualitative and quantitative 

approaches. In this paper I detail the results from the quantitative measures employed. This 

includes the PedsQL™ Family Impact measure, which assesses parent’s self-reported physical, 

Figure 6 Mother explaining community mapping to her group, photo taken by a group member Photo 4 Mother explaining community mapping to her support group  
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emotional, social, and cognitive functioning, communication, and worry, as well as daily activities of 

the family, and family relationships. The paper also details changes in caregiver reported changes in 

knowledge and confidence as well as their care practices. In the latter, there is a focus on 

understanding reported changes in feeding practices, particularly in light of the high levels of 

malnutrition which are detailed at baseline. 

 

A second long term outcome reported on in this paper is improvements in child ‘s health and 

wellbeing. This is assessed in several ways, detailed in the paper. One key indicator reported on is 

changes in levels of child malnutrition, combined with the parent reported changes in feeding and 

drinking practices. Parent reported measures of child health are also detailed. The paper summarises 

the study’s family demographic data, for example, it details the high level of absent fathers from the 

household. This is useful in helping to appreciate the micro-system of the caregiver-child dyad in the 

local context. 

 

My role is detailed in the publication including lead on development of the questionnaire, 

remote supervision of the data collection, writing and editing of the paper. Sarah Polack 

conducted all the statistical analysis for this paper. 
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Chapter Six: Learning from the Ladder of Life Tool  

 

Photo 5 Photo of group facilitator collecting consent for the study at baseline 

 

In this chapter, I present findings from data collected from using a QoL tool with caregivers, 

called the ‘Ladder of Life’ (LoL-QoL). I reflect on what it adds to our understanding of 

caregiver assessment of the quality of their lives. The findings from this work contribute to 

Research Objective 1, ‘To assess impact of a caregiver training programme upon the lives of 

children with cerebral palsy and their caregivers in Ghana’. The statistical tests (using Stata) 

were conducted by SP, whilst I conducted the basic statistical analysis (Microsoft Excel) and 

coding.  
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“It can’t get worse.” 

Background  

Concepts of QoL 

The concepts of ‘quality of life’ and ‘wellbeing’ are often used interchangeably (Camfield et 

al., 2009b, Camfield and Skevington, 2008). A brief overview of theories to explain these 

concepts are detailed in the introductory section of Chapter seven. In summary, early 

theories on QoL and wellbeing focused on individual achievement of happiness and 

satisfaction (Bowling, 2014, Andrews and Withey, 1976, Bowling, 1999); or on an 

individual’s capability to pursue their goals (Sen, 1993, Deneulin and McGregor, 2010). The 

importance of social relationships and understanding of the collective character of human 

wellbeing, as well as of the individual, came later (Deneulin and McGregor, 2010, Ruta et al., 

2007). The World Health Organization definition of QoL recognises both the subjective and 

multi-dimensional nature of quality of life in their definition, and it is this definition drawn 

upon in this thesis:  

‘An individual’s perception of their position in life in the context of the culture and 

value systems in which they live and in relation to their goals, expectations, 

standards, and concerns. It is a broad ranging concept affected in a complex way by 

the person's physical health, psychological state, level of independence, social 

relationships, personal beliefs, and their relationship to salient features of their 

environment.’ (WHOQOL group, 1995P.1405). 
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Measuring QoL 

Given the recognised complexity and multi-dimensional nature of QoL, as well as the lack of 

consensus around the conceptualisations of QoL, it is therefore perhaps not unsurprising 

that there are a vast array of instruments available to assess QoL. These include tools which 

focus on health-related QoL for specific health- or disease-related issues, and which are 

designed to be sensitive to changes in relation to that particular condition (Gill, 1995). These 

can be uni-dimensional, focusing on one aspect of functioning linked to a condition, or they 

can be multidimensional and bring in broader psychological and social aspects of life. In 

contrast generic health-related QoL measures are not condition or disease-specific. Broader 

still, generic QoL measures are not health-specific and aim to capture a more global life 

satisfaction measure of how a person feels about their life. The advantage of these more 

generic measures is that they can be applied to populations with a range of conditions, and 

they recognise that other key areas of life such as the environment, finances and education 

are also considered in a broader QoL concept (Bowling, 1999, Bowling, 2014).  

 

The different types of instruments for measuring self-reported QoL can include a single 

question or a global score, such as ‘overall how do you rate your health?’, where although 

the concept of QoL is multi-dimensional, it is the respondent that interprets this for 

themselves. This has the advantage of being simple and easy to use, and also captures the 

participant’s own perception of what they consider to be important in their lives. However, 

arguably they have several limitations, notably that they are vague and hard to interpret, 

and may be less reliable compared to using multiple questions (Gill, 1995). In contrast, 

multi-item scales/sub-scales include several questions designed to measure one particular 
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concept, usually with the same response options, and total/sub-scale scores are generated 

by averaging the responses. The argument made is that the use of multiple questions can 

more reliably capture specific concepts under study and may be less prone to measurement 

error (Fayers and Machin, 2013). A third type of instrument used is a battery of several 

single items that are reported separately.  

 

The methods of recording responses also vary across instruments, including simple binary 

responses such as ‘yes/no’, use of Likert scales and visual analogue scales, where 

respondents are asked to rate their state along a scale (e.g. between 1 and 10). Importantly, 

to be useful, scales should show good validity (measures what it is intended to measure), 

reliability (produces consistent and reproducible results), and be responsive (able to detect 

change) .  

 

The PedsQL™ measure, detailed in the previous Chapter five, is a health-related QoL 

measure, developed specifically for caregivers of children with chronic health conditions. It 

assesses parents' self-reported physical, emotional, social, and cognitive functioning, 

communication, and worry, as well as daily activities of the family, and family relationships. 

It is relatively widely used in different contexts and has been validated and tested in 

different international settings (Ab Rahman et al., 2011, Scarpelli et al., 2008). It is a multi-

scale instrument, using multiple questions and summary scores within each domain. (Fayers 

and Machin, 2013).   

In comparison to the PedsQL™, the LoL-QoL measure is an example of a generic QoL 

measure. It uses a visual analogue scale (VAS) where the participant is asked to rate the 
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overall quality of their lives on a ladder scale from 1-9 (details further described in the next 

section). Further, the LoL also combines the VAS with open questions designed to offer 

explanatory factors that shape their subjective score. The LoL-QoL tool used in the study is 

based on the version used in the Young Lives longitudinal study on childhood poverty 

(Camfield and Tafere, 2009), which in turn, is an adaptation of the Cantril ladder (Cantril, 

1965). Criteria for the selection of this tool for piloting in this study included the following 

factors: 1) a simple measure which provided one simple overall score, 2) a tool which was 

easy to administer to caregivers, especially where literacy and education levels are low, 3) a 

tool which offers additional explanatory qualitative information to substantiate the score 

and thus help elucidate underlying factors influencing the caregiver QoL.  

 

Whilst the use of the original Cantril Ladder has been very widely used for international 

comparisons of life satisfaction (Helliwell and Barrington‐Leigh, 2010), the modified version 

(LoL-QoL) used by the Young Lives study has been less widely applied in different 

international settings (Camfield and Tafere, 2009). This version adds a narrative component 

to the tool, to capture perspectives on what will help positively change their QoL, which is 

further detailed below. I wanted to test it in the Ghana setting, specifically in a setting 

where there are often low levels of education and literacy. Throughout this chapter and 

thesis, I use the word ‘tool’ to describe both the score given on the ladder scale, and the 

ensuing discussion and explanatory qualitative reasons provided with the score. 
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The purpose of testing the tool was two-fold; to explore how it functioned in terms of 

feasibility and relevance in the Ghana setting, and to see if it provided additional useful 

information to the PedsQL™.  

 

In this chapter I briefly examine the acceptability of the tool (including the metaphor of a 

‘ladder’) in the Ghana context, and present on the findings. A full assessment of the 

psychometric properties (validity and reliability) of the tool was beyond the scope of this 

thesis and study. Further, analysis of the psychometric properties such as construct validity 

(e.g. comparing the LoL-QoL to the PedsQL™) was not possible due to the relatively small 

sample size and heavily skewed response distribution towards poor QoL. This skewed 

response likely reflects the relative lack of heterogeneity in the sample; they were all female 

caregivers of children with moderate to severe cerebral palsy from rural areas of Ghana. 

However, in-depth assessment of validity and reliability of this tool with a larger and more 

heterogeneous sample (e.g. including caregivers of children with less severe cerebral palsy) 

is a recommendation for future research. 
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Description of tool 

The tool consists of a ladder with nine steps (see Figure 

7). The version from the Young Lives study was used 

(Camfield and Tafere, 2009), which asks participants to 

rate their QoL using the ladder with the explanation that 

‘the ninth step, at the very top, represents the best 

possible life for the caregiver and the bottom represents 

the worst possible life.’ The data collector emphasises 

that the ladder refers to all aspects of his/her life 

(economic, health, social, personal, etc.).   

 

The participant is then asked to state 1) ‘what would help move them up the ladder?’ and 

asked to give the main factor(s) which could contribute to this. This question is assumed to 

reflect their sense of optimism and feelings of control over the future (Camfield and Tafere, 

2009). In this study we also asked an additional question: ‘What would cause you to move 

down the ladder?’, as the expectation was that this would also provide useful data. The 

instrument is available in Appendix 8: Baseline survey questionnaire. 

 

Methods 

Setting and Sample 

In summary, the tool was first pilot-tested as part of the overall testing of the full survey detailed in Chapter 

four. The baseline survey was conducted with the 75 caregivers of children with cerebral palsy from across all 

eight regions of Ghana. Data from this measure were collected from 71 caregivers. At endline, data were 

Figure 7 Image of ladder of life 
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obtained from 64 caregivers. Eight respondents were not followed up at endline because the child had died 

and/or loss to follow up.  

 

The children were aged 18 months to 12 years, with varying levels of cerebral palsy. Further 

details of the sample and setting has already been detailed in Chapter four of this thesis, 

and also in the published paper on impact in Chapter five. 

 

Data collection  

The LoL-QoL measure was administered to all caregivers as part of the quantitative survey 

after the PedsQL™. The questions were asked towards the end of the survey, after some 

rapport had been built with the caregivers. The diagram of a ladder with nine steps was 

printed onto a piece of card and shown to the caregivers, and they were asked to say, or 

point to, where they felt they were on the ladder. Qualitative information on the reasons to 

‘move up’ (i.e., improve their QoL) or ‘down the ladder’ (i.e. worsen their QoL) was captured 

in a short sentence or phrase by the data collector. There was no limit given on the number 

of reasons that could be given, but the guidance was for 1-2 key reasons to be captured by 

the data collector.  

 

The QoL-LoL was administered to all caregivers at baseline (n=71) and endline (n=64). 

However, the number of caregivers asked to provide statements to explain what would 

improve or worsen their lives varied depending on their reported ‘score’: if caregivers 

reported a score of ‘1’ as ‘worst possible life’, they were not then asked what factors would 

make them move down the ladder and make their lives worse. Similarly, if caregivers self-

reported a score of ‘9’, the ‘best possible life’, they were not then asked what would 
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improve their lives further. This resulted in varying numbers of caregivers who responded to 

questions about what would improve/worsen their lives, and these numbers are 

summarised in Figure 8. 

 

Figure 8 Flow chart illustrating number of caregivers who were asked additional questions 

 

The decision was made not to use this tool directly with the children because the majority, 

(72%) of children were under five years with a mean age of 3.8 years (SD 2.69). Instead, 

caregivers were asked to report on 1) their own position on the ladder, and then 2) report 

on their children’s position on the ladder.  

 

Data were collected electronically using a tablet (Google Nexus 7) and the ODK software. 

The same respondents (primary caregiver) were re-interviewed 13-14 months later, within 

1–2 months after completion of the last training session (endline). 
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Analysis 

Data analysis on the global scores was conducted with Stata 13 (Stata, 2013). 

In order to evaluate the change in LoL-QoL, statistical analysis of the scores were restricted 

to respondents who were included at both baseline and endline. Baseline LoL-QoL scores 

were negatively skewed. Therefore, median values were calculated, and a non-statistical 

test parametric test (Wilcoxon signed-rank) was used to compare baseline and endline 

scores. Change (baseline to endline) in LoL-QoL scores were normally distributed and 

therefore mean values were calculated. The open text data from all the respondents at 

baseline and endline were included in the analysis. A simple thematic analysis of the 

qualitative data in Microsoft Excel was conducted by the lead researcher (MZ). Table 5 

provides an example of the coding for caregiver statements. Factors were coded as 1) 

caregiver factors 2) child factors or 3) family factors. After coding, the frequency distribution 

of the different factors reported was counted using Microsoft Excel and proportions were 

calculated as the percentage of caregivers who reported each reason.  

  



140 
 

Table 5 Thematic coding of Ladder of Life with example quotes 

Coding theme Example statement captured from caregiver* 

Caregiver factors 

Caregiver health (physical or 

emotional) improves or 

deteriorates 

If my health improves  

[If I have] Happiness and peace of mind 

If I happen to have bad health 

If I keep getting weaker as a result of taking care of him 

Caregiver skills (improvement 

in or not able to put in 

practice ) 

If I learn more ways to how best to take care of my child 

 If I continue with what I have learnt from the training  

If we stop entirely with what we were taught to do with 

him. 

Financial challenges/ability or 

inability to work 
 

When I have money to trade.  

When I have the opportunity to work.  

If it continues that I spend all my money on my child.  

If finances do not improve after a while 

Child factors 

Child attends school If my child can attend school 

Child Cure [I get] A cure for my child  

Child Functioning e.g., related 

to whether child could 

sit/walk/crawl/talk 

If he can use his arms and legs 

If the child stops being able to walk 

If he is never able to walk well, talk, feed himself 

Child emotional health Child is happy 

Child health general  When the child is healthy 

Child Independent When [V] is able to be independent 

Assistive Devices (availability 

of)  

If assistive device (tricycle) breaks down and if he doesn't 

receive the devices they requested 

Family factors 

Family Unity To have unity in the family  

Support for caregiving  Help and support with [M] 
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Results 

Administration and completion of questionnaire 

Overall, the research team reported that the tool was easy to administer. Translation of the 

question was simple and straightforward. The concept of a ‘ladder’ appeared to be 

understandable by interviewees, and there were no obviously noted problems in pointing to 

a position on the ladder scale. The process of selecting a ‘score’ was generally rapid. 

However, the explanation for what would improve or worsen QoL could take some 

considerable time if respondents started to engage in a longer narrative. Two caregivers 

refused to complete this question at baseline. The response of one caregiver who refused to 

give a score was, ‘Only God knows’ and ‘Only God can change her condition’. Data from a 

further two caregivers were also absent from the data set, although it was unclear why. 

Therefore, at baseline the qualitative information gathered was from 71 caregivers. 

 

Distribution on LoL-QoL score 

Overall, the caregiver LoL-QoL median score was 2.0 at baseline and 5.0 at endline. The 

caregiver-reported child LoL-QoL scores median was 1 at baseline and 5 at endline. As 

shown in Figure 11 and there was a significant increase in the LoL-QoL scores from baseline 

to endline for both children (median of 1 at baseline to 5 endline) and caregiver (median of 

2 and baseline and 5 at endline), p<0.0001). On average, scores increased by 2.7 for children 

and 1.9 for caregivers. 
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Table 6 Median changes in LoL-QoL score 

 

Baseline Median score 

(IQR) 

Endline Median 

score (IQR) 
P-value* Mean change (95%CI) 

Child 1 (2) 5 (3) P<0.001 +2.7 (2.1-3.2) 

Parent 2 (4) 5 (5) P<0.001 +1.9 (1.3-2.5) 

* Wilcoxon signed-rank comparing baseline and endline scores; NG: Baseline data were skewed and therefore median 

scores and non-parametric statistical test were used. Change scores were normally distributed and therefore mean values 

were calculated. 

The overall distribution of baseline and endline scores for caregiver and child are shown in 

Figure 10 and Figure 11 respectively. At baseline the response distributions were negatively 

skewed, with 36/71 (50%) caregivers scoring level 1 for their own QoL score at baseline (i.e. 

they felt they had ‘the worst possible life’) and 39/71 (55%) caregivers scoring level 1 for 

their child’s QoL at baseline. In contrast at endline, the scores were more evenly distributed. 

0

1

2

3

4

5

6

Child Parent

Ladder of Life

Baseline Median score Endline Median score

p< 0.001p< 0.001

Figure 9: Median changes in LoL-QoL score  
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Figure 10: Distribution of caregiver LoL-QoL score at baseline and endline 

 

 

Figure 11: Distribution of child LoL-QoL scores at baseline and endline 
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Factors which will improve caregiver LoL-QoL  

There were several key factors reported for contributing to improved caregiver QoL. The key 

themes were similar at baseline and endline, but with a change in emphasis at the different 

stages, as detailed in Table 7. At baseline, the most common factor that caregivers reported 

could improve QoL were an improvement in the child’s functioning (33%). Specifically, this 

most commonly related to wanting to see the child stand and walk. Finding a cure for their 

child (29%) was the second most common reason given, and financial reasons accounted for 

17% of responses. 

Table 7 Factors which can improve caregiver LoL-QoL at baseline and endline. 

* Total percentage is > 100% as some caregivers reported two reasons 

 

At endline, continued improvement in the child’s functioning, again largely about 

improvements in physical functioning, and the ability to sit, walk, and stand, remained a 

consistent factor that could improve QoL, reported by 44% of caregivers. Improvements in 

the financial situation of the caregiver was the next most important factor (32%) and 

Reasons for caregiver QoL life to improve* % baseline % endline  

Caregiver /family factors 

Financial situation improves/ability to work 21% 39% 

Caregiver skills improve - 6% 

Support for caregiving e.g. from family 8% 5% 

Caregiver health improves - 3% 

Child factors 

Child functioning improves/continues to improve 39% 44% 

Finding a cure 35% 2% 

Child attends school 6% 14% 

Child’s improved emotional health 1% - 

Child behaviour - 2% 

Assistive devices provided - 2% 

Child needs are met - 1% 

Child is independent 1% - 
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included reasons such as the caregiver being able to return to work, having some capital to 

be able to trade, and having time free from caregiving so that they were able to work. The 

main difference in responses between the two time points was that by endline, ‘finding a 

cure’ for their child was only reported by one caregiver only (1%), compared to 35% at 

baseline. 

 

Factors which contribute to a lowering of caregiver LoL-QoL 

Data on factors which contributed to ‘moving further down the ladder’ were collected from 

31 caregivers at baseline, and 56 caregivers at endline. The remaining caregivers in the 

sample had already stated that they were at ‘level 1’ of the ladder, and thus QoL could not 

deteriorate further. 

 

There were several key themes identified for contributing to a decrease in caregiver LoL-QoL 

score and these are detailed in Table 8. These factors very much mirrored those that would 

improve their lives. At baseline, the most common factor given was a deterioration in the 

general ‘condition’ or ‘functioning’ of the child (64%). For example, ‘if there is no change in 

the child’s condition’, or ‘If K is not able to walk’, ‘if she is not able to crawl or walk’ , ‘If [she] 

is not able to sit up and walk’. This contrasted to 27% of caregivers at endline. At endline 

there were some changes in response distribution. Child illness was the most commonly 

reported reason for LoL QoL to deteriorate, increasing from 9% at baseline to 39% at 

endline. Financial factors were the second most common reason given at endline for a 

deterioration; a reason given by 32% caregivers, in comparison to 24% at baseline. The third 
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most common reason was a deterioration in the general ‘condition’ or ‘functioning’ of the 

child, although this was only reported by 27% at endline compared to 64% at baseline. 

Table 8 Factors that contribute to a lowering on caregiver LoL-QoL 

Factors which will worsen Caregiver LoL-QoL * % Baseline % Endline 

Caregiver/family factors 

Financial challenges /caregiver inability to work 24% 32% 

Caregiver skills – not put into practice - 2% 

Stigma 3% - 

Lack of support for caregiving/poor support from 

family 

3% 5% 

Worsening caregiver/family health 3% 5% 

Child factors 

Child illness 9% 39% 

Child's condition/functioning does not 

improve/continue to improve 

64% 27% 

Assistive devices (Lack of) - 2% 

Child cure (if cannot find a cure) 3% - 

*Caregivers were not asked what would worsen their QoL, and ‘move down the ladder’, if they had already reported 

that they had the ‘worst possible life’ and were at level 1.   

 

Factors which improve the child LoL-QoL score life  

In the following sections I report on the caregiver-reported assessment of factors which 

impact on the child QoL. As a result of the young average age of the child, we asked parents 

to report on their child’s LoL-QoL, and results are shown in Table 9. Overall, improvements 

in functioning of the child were the key reason given for improving quality of the child’s life 

at both baseline (53%) and at endline (63%). This included, for example, their ability to 

stand, walk or talk.  
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Table 9 Caregiver-reported factors that will contribute to improving child LoL-QoL 

 

A difference observed across baseline and endline were ‘finding a cure’ for the child, which 

was the second most common reason given at baseline (34%) compared to only 5% at 

endline. A second difference was their child being able to attend school, reported by 17% of 

caregivers at endline, compared to only 4% at baseline.  

 

Overall, across both baseline and endline, caregivers did not report on their child’s QoL 

improving as a result of improvements in the child’s emotional health, or on improved social 

participation of the child. 

 

Factors which will improve Child QoL % Baseline % Endline 

Caregiver factors 

Caregiver skills - continue to apply training - 8% 

Caregiver’s reduced stress 1% - 

Improvement in support  3% 

Child factors 

Child is cured 34% 5% 

Improvement in child functioning (e.g. able to walk) 55% 63% 

Child attends school 4% 17% 

Child health (stays the same or improves) 3% 8% 

Assistive device (improved access to) 1% 2% 

Social participation e.g. my child can play with others - 2% 

Other  3% 10% 
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Factors which will contribute to a lowering of child Lol-QoL 

In terms of understanding what would lead to poorer quality of life for their child in the 

future, the following key themes are summarised in Table 10. The main reason given for a 

deterioration in the child’s QoL at baseline was if the child’s condition did not improve 

(53%), and the comments largely referred to child functioning, such as not being able to 

walk or sit. This compared to 26% at endline. In contrast, the main reason given for lowering 

of LoL-QoL at endline was if the child was to become ill, reported by 53% of caregivers.  

 

Again, overall, poor emotional health and social participation of child were largely absent as 

factors given which might contribute to a worsening of the child’s LoL-QoL.  

Table 10 Parent report factors which contribute to a lowering of child LoL-QoL  

Factors which will worsen Child LoL-QoL % at baseline % at endline 

Caregiver/family factors 

Deterioration in caregiver skills - 7% 

Finance 6% 7% 

Lack of support in family 3% 5% 

Lack of access to assistive devices - 5% 

Child factors 

Child's condition does not improve 53% 19% 

Child illness 26% 53% 

Child cannot attend school - 2%  

Child has no friends 3% - 

Child is unhappy 6% - 

Other  4% 2% 
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Discussion 

Overall, in terms of feasibility and acceptability of using the tool, the data collectors found 

the LoL-Qol measure was easy to translate and administer. The scoring process was 

relatively simple, and during piloting the scale was easier for the caregivers to understand, 

in comparison to the PedsQL™ scale. The latter was found to need more explanation about 

its different categories, and difficulties in the translation into local terms as detailed in 

Chapter four (Section on translation of tools). There were limited missing data with only two 

respondents not wanting to offer a score at baseline. Translation of the question was simple 

and straightforward. The concept of a ‘ladder’ and its scale appeared to be understandable 

by the interviewee, with positive feedback during the piloting phase, with no noticeable 

difficulties in pointing to a position on the scale. The significant improvement in scores at 

endline, which concurs with the change seen using the PedsQL™ indicates that it is a 

sensitive tool that is responsive to change. 

 

The caregiver narrative which accompanied the scoring sometimes took considerable time, 

as some participants saw this as an opportunity to share their ‘story’. However, the 

counterbalance was that the inclusion of the open-ended questions alongside the scoring on 

the LoL-QoL also contributed to our understanding of caregiver rating of their QoL in a 

number of ways, which are further discussed below. One possible suggestion is to record 

this component of the conversation so that it could be more accurately analysed. The data 

provided on ‘what would lead to a worsening’ of the LoL-QoL score very much mirrored the 

data on ‘what would improve LoL-Qol’. This was an extra question added to the LoL-QoL 

version in this study that required additional time to implement and to analyse the 

subsequent data. In reviewing the data, I would argue that this question does not further 
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add to our understanding of the issues and recommend removing it in a future iteration of 

the tool.  

 

The data collector records a written summary of the respondents’ answers to the open 

questions (rather than recording verbatim). This brings a potential bias, especially when 

long narratives are given by the respondents; what is recorded might be influenced in some 

way by the collectors’ own attitudes and perceptions, as well as their ability to succinctly 

summarise the data into a key reason/reasons. Social desirability bias in the caregiver 

reporting may have occurred, with caregivers wanting to demonstrate a strong need for the 

programme at the start, and to demonstrate their appreciation at the end.  

 

In terms of the results, at the beginning of the programme, caregivers reported extremely 

low scores for their Lol-QoL. This finding is consistent with the findings from the PedsQL™ 

measure, as reported in Chapter five (Paper 1), and also reflects the qualitative data 

collected at baseline. The distribution of LoL-QoL scores is also consistent with another 

study in Ghana which used the Cantril ladder with 25 caregivers of children with physical 

and intellectual disabilities. In that study the median score was ‘0’ on a ladder with a scale of 

0-10 (Den Besten et al., 2016). This same study also reported that the score is far below the 

average score of 5.09 for the general population of Ghana (Helliwell JF et al., 2013) and 

suggests a lack of ability to meet basic needs such as shelter and food, and indicative of 

poor mental health. 

 

Low QoL scores align with a wider body of literature on caregiver wellbeing and QoL in 

LMIC, as reported in Chapter two. For example, a systematic review on caring for a child 
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with cerebral palsy in low-, middle-, and high-income countries found evidence of high 

levels of stress and depression, and that caregivers of children with a disability were 

consistently found to have poorer QoL compared to caregivers who did not have a child with 

a disability (Pousada et al., 2013).  

 

It was of interest to note that a key factor which caregivers identified would improve their 

own lives at the beginning of the programme was ‘finding a cure’ for their child. Notably, 

this contrasted with only one caregiver reporting on this by the end of the programme. A 

number of explanations have been posited for why ‘finding a cure’ is a common theme in 

studies with caregivers of children with disabilities (as explored briefly in the literature 

review in Chapter two). For example, other studies have suggested the constant searching 

for a cure may in part be driven by pluralistic beliefs, but this behaviour is also likely to be 

driven by the lack of diagnosis, lack of information, and persistent challenges experienced in 

accessing health and rehabilitation services treatment (Nyante and Carpenter, 2019, 

Mkabile et al., 2021, Gona et al., 2011). In this study, the observed change in caregiver 

understanding that there is not a ‘cure’ for their child, but that they can improve their 

child’s situation. This ties in with the interpretation that pluralistic beliefs around disability 

do fluctuate, as families adopt a pragmatic approach, as they seek to make sense of, and 

improve, their child’s situation (Bunning et al., 2017).  

 

 

In this study, the change in responses from baseline to endline also suggest an important 

pivot in focus, away from endless, exhausting, and expensive searching for a cure, towards 
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improving care and support for their child’s development. It may also suggest a change in 

attitudes and the feelings of ‘hope’ for their child’s future, with increased acceptance of 

their child, as a result of seeing even small changes in the child’s condition through their 

engagement in the programme. This idea is further elaborated in Chapter seven.  

 

Another key factor identified through this LoL-QoL tool was the role of the caregiver’s socio-

economic situation in impacting upon QoL. Common issues identified that caregivers said 

would improve their QoL were the ability to return to work, and/or seed capital to start a 

business. This ties in with findings from other studies on the indirect costs of caregiving, 

including the inability to return to work or not having enough time for income-generating 

activities (Kyeremateng et al., 2019, Oti-Boadi, 2017, Mkabile et al., 2021). Few studies on 

caregiving have examined the impact of the spiral of poverty on caregiver wellbeing 

(Namazzi et al., 2020). The impact is particularly exemplified in a study with caregivers in 

South Africa, where ‘profound distress’ and a ‘sense of failure’ was the result of the 

relentless challenges of poverty experienced (Van der Mark et al., 2019a). These findings 

emphasise, again, the importance of understanding the caregiver-child dyad relationship 

within the wider socio-ecological system, and of the combined interacting factors, 

specifically here the role of poverty. This was better captured using the LoL-QoL tool, and 

yet was not captured by using the PedsQL™ alone. The way poverty interacts with caregiver 

empowerment and stigma is explored in the following chapters, and the implications of 

these different strands of the study are further explored in Chapter ten.  

 

Another change at endline, albeit a small one, was that more caregivers reported on the 

importance of their child being able to attend school. This may reflect greater awareness, as 
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a result of the programme, on the rights of their child to attend school, combined with 

increased expectations for their child and/or improved understanding of the capabilities of 

their child. Whist this reflected awareness of the importance of participation in school, it 

was noted that the importance of the child’s wider social participation and inclusion in 

family and community activities was not reported on. For example, only one parent 

commented on an improved life for their child if they were able to ‘play with friends’. This 

might be because of how the caregivers interpreted the question. It might also suggest the 

need to review the training programme and the need for a greater emphasis on the central 

importance of promoting participation and inclusion. Whilst this is included as a cross 

cutting issue in the programme, it is often implicit, and may need more emphasis. This 

would also bring the programme into closer alignment with the ICF disability model which 

emphasises the important role of participation in the interaction with other factors (World 

Health Organisation, 2001). 

 

 

Finally, the data illustrated the value of using different QoL tools, and some of the strengths 

and weaknesses of the LoL-Qol versus the PedsQL™. One key criticism of a single global 

score, such as the LoL-QoL, is that it does not adequately capture the multi-dimensionality 

of Qol and may be less reliable than other multi-question or battery measures (Fayers and 

Machin, 2013, Gill, 1995), such as the PedsQL™. However, I would argue, based on our 

findings, that the provision of the additional qualitative data that complemented the single 

global score, helped illuminate the participant interpretation of the question. It can capture 

the multi-dimensionality of their experience, as well as allowing them to ‘weigh’ the most 

important dimensions of relevance to them, rather than questions being intrinsically 
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weighted within the measure. The LoL-QoL was easy to use and translate, whilst as detailed 

in Chapter four, considerable time needed to be invested in the forward and back 

translation and cognitive validation of the PedsQL™. However, advantages of the PedsQL™ 

include that it has been internationally tested for reliability and validity (Varni et al., 2004, 

Scarpelli et al., 2008, Ab Rahman et al., 2011) and tailored specifically to issues of caring for 

children with a chronic condition, which is a real strength of the tool. 

 

In practice, the findings demonstrate how, for example, by combining a generic simple 

measure such as the LoL-QoL with the more tailored PedsQL™, a holistic picture of caregiver 

wellbeing is provided. This combination better aligns with the WHO definition of QoL 

detailed above (WHOQOL group, 1995).  

 

Further implications of the findings from this tool for the programme, and for future 

programme development, are explored in Chapter ten.  

 

Limitations 

In this study, caregivers were asked to report on their child’s LoL-QoL. Other studies have 

shown that parents and caregivers often report poorer QoL than their children; there is 

often agreement between a child and parent score on physical aspects of functioning, but 

less agreement on emotional or social elements of QoL scores (Eiser and Morse, 2001). This 

should be a consideration when reviewing this data. It also suggests that it would be 

valuable to test out this tool in future with older children and to compare their responses 

with a parent proxy report. 
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Conclusion 

In conclusion, the LoL-QoL is a simple tool, easy to use, and offers one global score for QoL. 

The qualitative data captured provides a useful snapshot of a key factors in the lives of 

caregivers which impact on wellbeing from their perspective. It is useful in complementing 

the health-related PedsQL™ score family impact module and offers a more holistic and 

contextual picture of caregiver QoL, which is in line with the WHO definition of QoL. The 

LoL-QoL scores for caregivers in this study were exceptionally low and suggested that even 

basic needs were not being met at baseline. There was a significant improvement in the QoL 

score at endline which indicated a positive impact of the programme. However, the scores 

were still low, and most notably, in using this tool, it was clear that financial factors were a 

key constraint on caregivers in the Ghana setting. 
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Chapter Seven Understanding the impact on the wellbeing of 

caregivers (Paper 2) 

  

Photo 6 Grandmother providing consent during the first visit 

In this chapter (paper two), I explore caregiver wellbeing from an analysis of the qualitative 

longitudinal data. This chapter addresses Study Objective 2, ‘To explore the pathways of 

change for caregivers participating in the programme, with a focus on understanding the 

impact on caregiver wellbeing’.  

 

The chapter details the in-depth interviews conducted with 18 families during the course of 

the programme, at up to three time points. Firstly, I detail the experience of caregivers at 

the outset, prior to the start of the programme. I then report on changes after 15 months; 

two months after completion of the programme. The focus in this paper is on the salient 
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changes reported from the caregiver’s perspective, and how that contributes to caregiver 

wellbeing. 

 

Through the use of a longitudinal design, I detail the complex and dynamic range of factors 

which shape the caregiver engagement with the programme over time. These factors are 

drawn from different ecosystem layers of the caregiver-child dyad, with a focus on the 

micro and macrosystem. I explore the particularly salient changes at the level of the 

individual caregiver, with important issues such as developing hope, and reduced feelings of 

self-stigma. This appears to particularly develop from improved understanding of their 

child’s condition, sharing experiences with others, and appreciating they are not alone. The 

rich contextual detail is valuable in understanding how both factors within one ecosystem, 

as well as across microsystems, interplay to impact on the caregiver-child dyad.  

 

The influence of interacting factors in the lived experience of the caregiver is explored, in 

terms of the different identities that caregivers hold, is reflected upon, and the notion of 

the ‘empowered’ caregiver as the main agent of change is very briefly critiqued. The issues 

of caregiver empowerment and the experience of stigma related to being a caregiver of a 

child with a disability is first introduced here. These two concepts are then further 

interrogated in Chapters eight and nine. 
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Chapter Eight: Illuminating the role of caregiver empowerment (paper 

3) 

 

Photo 7 Grandmother attending the facilitator training with her grandson 

 

In this chapter (paper 3), I explore and illuminate the issue of caregiver empowerment as 

the caregivers engage with the programme. This chapter addresses Study Objective 3, ‘To 

illuminate the role of caregiver empowerment as the caregiver engaged with the 

programme’. 

 

I begin the paper by reflecting on the relevance of empowerment for families of children 

with disabilities. An overview of the different definitions, concepts, and theories of 

empowerment, drawn from across different disciplines, is then summarised. Within my 
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study, the empowerment framework employed in the gender and development sector in 

the 1980s and 1990s is used to inform the analysis, whilst also drawing upon other 

conceptualisations of power.   

 

The challenges in the operationalisation of empowerment, and specifically what it means in 

practice for caregivers and families of children with disabilities is reflected upon, and the 

dearth of literature which examines this. This paper aims to provide some empirical data on 

caregiver empowerment within a programme. 

 

In addition to detailing a thematic analysis of the longitudinal qualitative data, I present 

three in-depth case studies to better illustrate the complexity of changes over time for 

individual caregivers. I offer a more nuanced understanding of the empowerment journey of 

the caregivers, explore the changes in different dimensions, the non-linear nature of the 

journey especially when lives can be very fragile, and facilitators and impediments to the 

reorientation of power. Finally, I argue for the need for the programme to place less 

emphasis on individual agency, and instead, permeate wider layers of the socio-ecological 

system as well as better address macro/structural issues.  
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Chapter Nine Exploring caregiver experiences of stigma in Ghana - 

They insult me because of my child (Paper 4) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

In this chapter (paper 4) I explore the role of stigma in the lives of caregivers and how 

this shaped their engagement with, and impact of, the programme. This chapter 

addresses Study Objective 4, ‘To explore the role of stigma in the lives of caregivers, and 

how it shapes engagement in the programme’. 

 

Photo 8 Mother and grandmother being interviewed at baseline line 
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In the first section of the paper, I outline the concepts of stigma; from the pioneering 

work of Goffman in the 1960s, through to more recent conceptual frameworks of 

health-related stigma. I then review literature which highlights that families of people 

with health problems or impairments also warrant attention in understanding the 

diverse manifestation in which a stigmatised condition is experienced. This literature is 

limited when it comes to understanding the caregiver experience in SSA for children 

with disabilities. Through this paper I aim to better illuminate this experience, focusing 

on the personal and meso-levels.  

 

The findings illustrate the pervasiveness of stigma related to disability in Ghana.  

Further, this paper demonstrates the often-detrimental consequences of social and 

internalised stigma experienced by the caregivers, who are predominantly mothers or 

other female caregivers. 

 

The findings illustrate the intersectional nature of stigma. For example, the 

intersectionality of being a woman, and a mother/caregiver of a child with a disability, 

combined with other identities such as being extremely poor, and/or with low levels of 

education, and/or being a single mother. The social responses to particular aspects of 

cerebral palsy as a condition, such as drooling, are also shown. 

 

Within the discussion I then reflect on some of the consequences of the impact of 

stigma; how poorer quality of life, including poorer mental health and feeling isolated, 

can in turn impact on caregiving. The implications for responsive caregiving in the early 
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years of a child’s development are then discussed, arguing that this deserves greater 

attention.   

 

The findings demonstrate how the programme appears to be valuable at addressing 

some dimensions of stigma, particularly at the individual internalised level. The support 

group operates ‘like a family’ at the meso-level to increase social support, and at the 

same time, reduces internalised feelings of self-blame and shame. However, I also 

explore the limitations in the reach of the programme within the different ecosystem 

layers, with family and community micro-systems often still remaining unfavourable 

environments. 
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Chapter Ten Discussion, Recommendations and Conclusions  

 

 

 

 

 

 

 

 

 

 

 

In this chapter, I first summarise the main learning from each of the previous chapters, and 

review how they address each of the research objectives of the thesis. I then return to the 

proposed ToC for the caregiver programme, and review this in light of the collective findings 

from the study. This includes a brief exploration of the relationship between caregiver QoL, 

empowerment, and stigma. Next, in light of the findings of this research, I return to the ICF, 

and critique what this disability model provides in terms of understanding the lives of the 

caregivers, and their role for improving outcomes for children with disabilities. The 

Photo 9 Grandmother discussing one of the parent handouts  
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implications for future policy and programming are considered and a set of 

recommendations. Finally, I summarise the strengths and limitations of the study. 
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Background  

Through the findings presented in this thesis, I have demonstrated the impact of a year-long 

training and support programme for caregivers of children with cerebral palsy and explored 

the lives of the caregivers as they engaged with the programme. The overall purpose is to 

inform and strengthen future approaches to engaging with these families in low-resource 

settings.  

 

The rationale for the need for family-focused programmes is detailed in Chapter one and 

Chapter two of the thesis, and how the pivotal role of care and support at home is further 

accentuated by the scarcity of rehabilitation services in most LMICs (Rosenbaum, 2011, 

Yousafzai et al., 2014, Donald et al., 2014).  

 

The specific objectives of the study were:  

(1) To assess the impact of a caregiver training programme upon the lives of children with 

cerebral palsy and their caregivers in Ghana (addressed in Chapter five, Chapter six)  

(2) To explore the pathways of change for caregivers participating in the programme, with a 

focus on understanding the impact on caregiver wellbeing (addressed in Chapter seven) 

(3) To understand the role of caregiver empowerment within the programme pathway 

(addressed in Chapter eight) 

(4) To explore the role of stigma in the lives of caregivers, and how this influences caregiver 

engagement in the programme (addressed in Chapter nine)  
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Reviewing the evidence: the lives of caregivers and the impact of parenting 
programmes 
 

In terms of understanding the caregiving experience of families and thereby setting the 

scene for this thesis, I provide an overview of the literature on the caregiver experience for 

children with disabilities. I focus on the literature for caregivers of children with 

developmental disabilities in SSA, and the evidence available of the impact of parenting 

programmes. Whilst evidence highlights how many caregivers show love and care for their 

child, and develop various coping strategies, the resounding picture was of the strain of 

caregiving. Low levels of knowledge and understanding about the child’s condition, 

exacerbated by the scarcity and poverty of services, are common across various countries 

and contexts. Many studies demonstrate the psychological impact of caregiving, with high 

levels of stress and anxiety, as well as the physical toll on the caregiver. Themes of isolation, 

lack of support, and stigma are recurrent. Poverty was identified as a key cross-cutting issue, 

with households further depleted by the additional costs of care, as well as the time needed 

for caregiving, with loss of time for income-generating activities. These multi-faceted 

challenges are influenced by, and in turn influence, factors at different levels of the child-

caregiver ecosystem. One of the weaknesses identified in the studies was the lack of 

attention to the gendered nature of caregiving, and the implications of this for a model of 

care and support.  

 

The evidence base for ‘what works’ for the caregiver training programme for children with 

developmental disabilities in SSA is detailed in this chapter 2, and highlights the dearth of 
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publications that evaluate both impact and process. It is this gap in the literature that this 

thesis sought to address. 

 

 he  are i er trainin   r  ra  e  ‘Gettin  t   n w  erebral  als ’ 

In Chapter three I outline the adaptation and earlier development of the caregiver training 

package, GTKCP, which is the programme evaluated in this thesis. I summarise the 

underpinning approach and theory, and the main content of the programme. 

 

Methodology  

The methodology employed in this thesis was detailed in Chapter four. This was a 

longitudinal study that employed qualitative and quantitative methods. The emphasis was 

on understanding the lived reality of caregivers from their perspective, and the design was 

thus rooted in an interpretive tradition. In summary, there were two components of data 

collection: (1) a questionnaire-based survey at baseline (prior to the training programme) 

and endline (up to two months after the training programme) with all children and 

caregivers enrolled in the programme; and (2) longitudinal qualitative research with families 

over a six to 15 month period (conducted both before they started the training and within 

two months of completion).  

 

The ToC for the caregiver programme was detailed and drew upon various elements: 1) the 

caregiver literature, 2) earlier work by our team in Bangladesh (Zuurmond et al., 2015), 3) a 

participatory approach, combined with elements of adult learning theory which 

underpinned the training (Chambers, 1994a, Chambers, 1983, Knowles et al., 2005, Cox, 
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2015) 4), the ICF model of disability (World Health Organisation, 2007a) and 5) ecological 

systems theory (Bronfenbrenner, 1994b). I return to this in the section below on Revisiting 

the Theory of Change. 

 

There were several key points of learning in relation to the methodology to reflect upon. 

The in-depth interviews with caregivers in the household afforded the opportunity to 

explore the lived experience of caregiving in detail, and probe more on impact of the 

training. This combined using unstructured observation at home, and discussions with the 

facilitators to tailor questions better to each family and enabled a more thorough 

exploration of change. The inclusion of a short interview with a secondary caregiver was 

also sometimes useful for providing a different perspective, for example on how learning 

materials were shared and adopted (or not) within the family. 

 

For operational reasons (response burden concerns, age group of the children necessitating 

a proxy response and the need for more time to pilot and further refine) a measure of child 

participation was not included. Whilst the qualitative data afforded some information on 

child participation and wider inclusion in the family, it was limited. Information is therefore 

limited on this potentially important area of programme impact, and this should be 

addressed in future research. In future, it would be valuable to explore what participation 

means in the local context, and adapt and modify a child participation measure that is 

relevant to the local context.  
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Results  

The results from the study are presented in Chapters five to nine of this thesis. The first 

study objective was to assess impact of the caregiver training programme upon the lives of 

children with cerebral palsy and their caregivers in Ghana. The second research objective 

was to explore pathways of change for caregivers in the programme, with a focus on 

understanding the impact on caregiver wellbeing.  

 

In Chapter five, the impact of the training programme upon the child was shown to be 

mixed. There were improvements in some aspects of child feeding practices (p<0.001) and 

in the report on their child's physical and emotional health (p<0.001). However, 

malnutrition remained common at both time points; 63% and then 65% of children were 

classified as underweight, and 54% and then 64% classified as stunted, at baseline and 

endline respectively. There was a small but significant reduction in reported recent illness 

episodes (over the past two weeks) (64% to 50% p<0.05). However, frequency of reported 

serious illness over 12 months remained high (67%) among children.  

The findings on malnutrition underline the need to prioritise early intervention to prevent 

and manage serious malnourishment, and to establish closer linkages between disability and 

malnutrition. These findings are in line with recommendations from other studies, which 

emphasize the importance of prioritising inclusive nutrition for children and adults with 

disabilities (Groce et al., 2013, Kerac et al., 2014). Related to serious malnourishment, this is 

also one of the few studies which report on the mortality ratio of children with 

developmental disabilities in a LMIC setting. The high mortality ratio highlights the extreme 

vulnerability of children of all ages, particularly for children aged 1±5 years who were almost 
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15 times more likely to die compared to children within the general population of the same 

age from a ‘developing country2’(United Nations, 1982). Similar to a Bangladesh study, it 

was the children who were most severely malnourished who were then most likely to die 

(Khan et al., 1998). This requires further attention. 

 

In terms of understanding the programme impact on the caregiver, there were a number of 

positive findings. Caregivers reported significant improvements in knowledge and 

confidence in caring for their child (p<0.001). A primary outcome was improved caregiver 

QoL, and this was assessed using both the PedsQL™ family impact module and the LoL-QoL. 

The PedsQL™ measure, with a clearly defined set of questions related to different domains 

of caregiving (Varni et al., 2004), was specifically developed to measure the impact of 

paediatric chronic health conditions on parents and the family. In contrast, the LoL-QoL is a 

generic measure and is not tailored specifically to caregiving (Camfield and Tafere, 2009, 

Cantril, 1965). The LoL-QoL offered a simpler measure, with emphasis on the caregiver 

deciding what was important to them, and the provision of explanatory information. In 

summary, the study showed extremely low caregiver scores at baseline, and a significant 

improvement in scores at endline, across both measures of QoL. This indicated that there 

were benefits to the training programme. There may of course have been the potential role 

of measurement bias and no control group was included for comparison. However, these 

findings aligned with the in-depth qualitative data, which is summarised below.  

 
2 The term ‘developing country’ is used as this is the term used in the UN model life tables that the data were 
drawn from. 
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Of particular value from using the LoL-QoL was the caregiver self-reported data captured, 

providing additional meaning to the scores. In particular, the LoL-QoL data highlighted the 

substantial financial pressures that impacted caregiver QoL. This remained a constant 

challenge in caregiver lives, despite the programme. 

 

The findings presented in this thesis suggest that it is valuable to use both QoL measures, as 

they provide complementary data. The PedsQL™ Family Impact Module is a tried and tested 

tool, internationally validated, tailored to the specifics of caregiving (Varni et al., 2004), and 

as a multi- item measure may be less prone to measurement error (Fayers and Machin, 

2013, Gill, 1995). However, it does not capture the impact of other important contextual 

factors within the caregiver ecosystem, which may impact QoL. In this thesis, for example, 

the findings from the LoL-QoL indicated how addressing the poverty of the caregivers was 

considered fundamental to improving QoL. 

 

The very young average age of the study children, and lack of suitable tools for younger 

children that have been adapted to LMICs, resulted in parent reporting as a proxy measure 

for child QoL. This is known to have limitations, already detailed in Chapter six. This should 

be explored in future studies to ensure that child outcomes, where possible, are not limited 

to parent measures of Qol, activity, functioning, and participation. 

 

In Chapter seven, the in-depth longitudinal qualitative research provided data on the lived 

reality of caregivers as they engaged with the programme. The changes included: 
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improvements in caregiver understanding of their child’s condition, reduced feelings of self-

stigma, a shift towards a more positive and patient attitude towards their child, all of which 

were reflected in improvements in care and support. Increased hope for their child’s future 

and greater caregiver resilience were noted, where resilience is defined as the ability to 

harness resources to sustain wellbeing (Southwick et al., 2014). The group membership 

appeared to offer a valuable social support network in the face of caregiver social exclusion; 

the value of such group membership has been recognised elsewhere (WHO 2011). The 

valuable role of the support group in improving wellbeing aligns understanding of the multi-

dimensionality of the nature of QoL, and the importance of the context, including the 

importance of social relationships and understanding of the collective character of human 

wellbeing (Deneulin and McGregor, 2010, Ruta et al., 2007, Camfield and Skevington, 2008, 

WHOQOL group, 1995).   

 

Illuminating the caregiver empowerment process 

In Chapter eight, I explore the third research objective which sought to understand the role 

of caregiver empowerment within the programme. A summary of key concepts and theories 

on empowerment are detailed, and I recognise the multiple ways that the term 

‘empowerment’ is employed. This study principally draws on an empowerment model from 

the gender and development movement, with categories of ‘power within’, ‘power to’, 

‘power over’ and ‘power with’ (Rowlands, 1997, Luttrell et al., 2009a).  

 

Changes were largely evident, from the study findings, at the individual level, with caregiver 

‘power within’ strengthened. This included positive changes in caregiver feelings of self-
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worth and self-esteem. I argue that this change is particularly important given the profound 

levels of internalized self-stigma commonly experienced by caregivers, both in this study, 

and in other literature on caregivers with a child with a disability (World Health Organization 

and World Bank, 2011b, Nyante et al., 2017, Tilahun et al., 2016). In contrast, evidence of 

the ‘power to’ take decisions and actions was sometimes more limited. This was impacted 

by kinship structures and the gendered nature of caregiving, compounded by the interaction 

of other factors such as poverty, caregiver status in the community, and levels of social 

stigma experienced.  

 

I conclude from the research that, within empowerment theory, there is a need to 

strengthen our understanding of how disability-related stigma plays out within the family 

context and interacts with power dynamics. Power over economic and political resources is 

another key issue that needs to be taken into account. Whilst there is much literature 

focused on the links between poverty and disability, it is most often focused on adults with 

disabilities (McLeod, 2007, Banks and Polack, 2014, Groce et al., 2011). I argue that the 

operationalization of caregiver empowerment thus demands a better understanding of the 

interaction of disability and caregiving, with gender and poverty, combined with factors 

such as caregivers’ level of education, and position in the community, for example. 

 

I also conclude from the longitudinal data collection that the empowerment journey is a 

non-linear one, as caregivers respond to changes in their often-precarious lives. Along this 

journey it is valuable to look at who can play a key role in the reorientation of power within 

the socio-ecological system layers. In this study, the group facilitators play a crucial 
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‘brokering’ role, as they are also often part of those invisible and hidden power structures in 

communities (Gaventa, 2005). Whilst there is arguably a fine balance between caregiver 

empowerment and creating dependency on using such facilitators (Lang and Stone, 1999), 

this brokering role can be beneficial when carefully developed, as similarly argued by Robert 

Chambers (2012). 

 

Understanding the role of stigma  

The fourth research objective addressed in Chapter nine was ‘to explore the role of stigma 

in the lives of caregivers, and how that shapes their engagement in the programme’. The 

study showed that disability-related stigma is powerful and pervasive in Ghana, fuelled by 

traditional beliefs. This is aligned with other research conducted in the Ghana context on 

beliefs related to disability, and in particular understanding of the ‘spirit’ child phenomena, 

which describes traditional beliefs that the child with a disability is not of human form 

(Denham et al., 2010, Awedoba and Denham, 2014, Kassah et al., 2012, Nyante, 2016, 

Denham, 2017). The findings showed that the support group model appeared to be 

particularly influential in reducing feelings of internalised personal-level stigma, whilst at the 

same time augmenting the caregiver social network of support. 

 

This study added to current literature and theory in demonstrating the relationships 

between gender and caregiving in framing the experiences of stigma, with blame largely 

attributable to the mother when there is a child born with cerebral palsy. This underlines 

the importance of applying a gender lens to understanding the role of stigma within the 

family. I also showed how other factors layer on the disability-related stigma, such as 
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poverty, or the consequence of the status of the mother, such as being a single mother. This 

connects with conceptual models of stigma which emphasise such differences between 

people’s positions and circumstances and the centrality of power in understanding how 

stigma manifests (Weiss et al., 2006, Link and Phelan, 2006, Parker and Aggleton, 2003, Link 

and Phelan, 2014).    

 

Through the study findings, I also draw attention to the complexity and heterogeneity of the 

condition of cerebral palsy, and how bodily functions, such as drooling or epileptic seizures, 

are worthy of greater attention when understanding how this relates to social stigma. 

Negative social responses to such conditions as drooling have been similarly noted in other 

studies (Fiest et al., 2014, Baskind and Birbeck, 2005, Scior et al., 2013, Scior, 2016). This 

finding aligns with the ICF model of disability and illustrates the value of understanding how 

a particular condition might impact on bodily functions, which in turn interacts in a bi-

directional way with activity, participation, and the environment.  

 

Lessons learnt  

In this section, I draw on the different chapters of the thesis, and reflect on what can be 

learned from a better understanding of the following:  

1) The ToC underpinning the caregiver programme, with an exploration on learning 

from the study in terms of the relationship between caregiver empowerment, stigma 

and QoL. 

2) The value of the ICF model of disability adopted in this thesis in providing a 

framework for understanding the role of the caregiver in childhood disability. 

3) The implications of these findings for childhood disability policy.  
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Revisiting the Theory of Change  

In this section I return to the original proposed ToC detailed in Chapter four, and review this 

in light of findings from the study. The ToC drew from the socio-ecological model of human 

development, whereby both the child and caregiver are understood to be embedded in, and 

interact with, different levels of the social system (Centers for Disease Control, 2015, 

Bronfenbrenner, 1994b). There was a particular emphasis in the programme on the 

microsystem and the role of the caregiver, within the family, support group, and their 

community. The socio-ecological model did provide a useful framing to understand the 

dynamics in these different layers. The findings from this thesis illustrate that any family-

focused programme requires approaches that better address issues in the outer layers of 

the socio-ecological model, and how these permeate to the micro level of the family and 

caregiver-child dyad. 

 

An example shown in this study is the Ghanaian social and cultural norms of the kinship 

structure in the macrosystem, and how the power dynamics linked to gender norms clearly 

impacted upon caregiving practice, and in turn impacted on aspects of caregiver agency. For 

example, that the power to take decisions and actions was impeded by the gendered nature 

of caregiving, and the relationship with issues such as disability-related stigma, and poverty. 

 

Overall, the research found that economic factors linked to caregiving and disability require 

far greater attention in the programme design. A key assumption detailed in the ToC was 

that the caregiver has a ‘certain basic level of economic empowerment.’ However, this 

assumption was not upheld in the Ghana context for this programme. Female caregivers 
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were frequently heading the household, often as a consequence of partner abandonment 

after having a child with a disability, and various issues compounded to exacerbate poverty 

levels, with caregivers commonly struggling to meet even the basic needs. The issue of 

poverty was also echoed in the findings detailed in Chapter six, where the caregiver LoL-QoL 

scores highlighted the caregiver’s persistent concerns about livelihoods, and how that 

impacted on their assessed QoL. All of this resonates with the findings from the literature 

review in Chapter two that poverty is fundamental factor which shapes the caregiver 

experience. 

 

Thus, any parenting programme needs to better address the issue of poverty and 

livelihoods, and the multiple interlinked challenges that specifically face poor women in 

caregiving roles. Related to this, there needs to be space to address wider organisational, 

policy, and legislative context for caregivers, as well as an environment which is enabling for 

women to access these policies. This is explored further below in the Section ‘Raising the 

profile of caregiving’. The need for parenting programmes to better address the wider 

nested system of environments, in which the caregiver is embedded, has been similarly 

argued in other studies about children with disabilities (Gladstone et al., 2017, Rosenbaum, 

2011).  

 

Again, the need to address all levels of the socio-ecological system, also relates to the issue 

of caregiver empowerment. In terms of the ‘power within’, the exploration of the pathways 

of empowerment in Chapter eight indicate the following key factors were identified as 

important for facilitating change: the acquisition of new caregiver skills, feeling valued and 
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having status conferred by the value of group membership, and having social support from 

this network. The latter included a realization for caregivers that they were not alone, and 

not to blame for having a child with a disability, as well as having a safe space for problem-

solving together.  

 

The findings from this study also reflect how empowerment is never only about the 

individual, yet there can be a tendency in the framing of family-focused disability 

programmes, GTKCP included, to lean more on the psychological framing of empowerment, 

and fostering change in the individual caregiver. It is often easier to address individual, 

rather than environmental or structural factors. The study emphasised the importance of 

needing to understand and address relationships and networks at the micro and macro 

level, as argued by others (Luttrell et al., 2009b, Batliwala, 2015, Rowlands, 1997).  

 

The relationship between caregiver empowerment and the pervasive stigma towards 

disability in the Ghana context also emerges as a key issue that was not fully explored and 

considered in the ToC. Stigma is not limited to the child’s experience, but is also an issue for 

caregivers, who, I argue, experience a form of disablism in Chapter nine. This in turn 

impacts on any model of home-based care and support. The findings show that stigma 

shapes, and is shaped by, factors at different layers of the socio-ecological model (Stangl et 

al., 2019), and gender and power is central to understanding the dynamics of stigma (Weiss 

and Ramakrishna, 2006, Link and Phelan, 2014). It is thus oversimplistic to propose that an 

‘empowered’ female caregiver will effect changes in stigmatising beliefs within a complex 
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socio-ecological system, not least because of the gendered nature of caregiving, and the 

other multiple interlinking disadvantages they face. 

 

In terms of the relationship between stigma and wellbeing, this research shows the negative 

consequences of stigma on caregiver wellbeing. Individual and social stigma experienced by 

the caregiver was shown to exacerbate isolation, and contribute to poorer caregiver QoL, 

again with consequences for their approach to nurturing care of their child. Only a few 

studies appear to have examined the link between stigma and QoL in caregivers (Elafros et 

al., 2013, Zhang et al., 2018, Ali et al., 2012, Brouwers et al., 2011). I argue that the links 

between disability-related stigma, caregiver QoL, and child development outcomes is an 

area which needs to be better understood.   

 

The central role of social support and networks was another pillar of the ToC, and it was 

evident in this study that the parent groups do offer a valuable support network in an 

environment where many of the caregivers were otherwise isolated, exacerbated by scarce 

professional support. It was common in this study for caregivers to describe the group as 

‘like a family’. This aligns with previous research which finds the development of social ties 

and support through self-help groups to be one of the key factors for driving change in other 

caregiver support groups (Bunning et al., 2020, De Sas Kropiwnicki et al., 2014) and that 

quality of interactions and relationships, especially family and community relationships, 

matter as much to wellbeing as do the quality of any material assets (Kippax et al., 2013, 

Camfield et al., 2009a). Other studies have also shown how a lack of social support can 

contribute to poorer caregiver health outcomes (Alaee et al., 2015, Al‐Krenawi et al., 2011, 

Gupta et al., 2012).  
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Finally, the programme was underpinned by a participatory approach and aspects of adult 

learning theory to facilitate caregiver empowerment. Some elements of a support group 

model and the value of a participatory approach were reflected upon and detailed in 

Chapters seven and eight. Caregivers reported on the value of meeting others, talking 

through problems together, gaining skills through practice, and hope felt from seeing their 

own child develop, as well as the collective benefits from seeing other children improve. 

However, as detailed, there was less opportunity afforded through the programme for 

group collective action, which may have further contributed to impact. One limitation of my 

choice of methodology was that no data were collected at the level of the group, in terms of 

understanding how it functioned, and factors which may have contributed to the group 

being more or less successful. It was therefore difficult to evaluate the full extent to which 

participatory approaches and adult learning theory were adhered to in the delivery, and to 

interrogate the role that they played in the ToC. Fidelity to the training approach was only 

assessed subjectively by the project coordinator during one visit, and through monthly calls 

and feedback on the sessions on Whatsapp. This could be strengthened in a future study 

with a structured observation of the groups, clear indicators set to assess fidelity, combined 

with FGDs following group sessions, and interviews with the group facilitators. 

 

 

Reviewing a model for childhood disability  

In Chapter one, I provided a brief overview of some of the key theoretical models of 

disability, including the ICF which is the key model adopted in the study. I also briefly 

summarise some of main critiques of the ICF, notably that it still medicalises disability, does 

not sufficiently address broader structural issues that need to be politically addressed, with 
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too much emphasis placed on activity and participation levels (Pfeiffer, 2000, Mitra and 

Shakespeare, 2019, Barnes, 2012, Tøssebro, 2004). Here I return to the ICF-CYP model, in 

light of the findings from this thesis, and reflect on some additional limitations of this model 

in terms of understanding and guiding work on childhood disability. 

 

Rosenbaum and Stuart (2004), and Yousafzai and colleagues (2014) suggest that the ICF 

model offers a useful framework for working with, and conducting research with, children 

with disabilities and their families. The importance of the child’s environment is central, and 

thus places emphasis on the value of offering family-centred services. Rosenbaum (2012, 

2011) then asks us to reconsider what are successful outcomes of programmes with children 

with developmental disabilities. Whilst most of this work is conducted in the high-income 

setting of Canada, he argues for greater emphasis to be placed on services which can 

improve outcomes for family wellbeing, even if this may be at the cost of the child’s 

functioning. His argument is that the needs of families are integral to the wellbeing of the 

developing child and calls for research to explore, specifically, the connection between 

parent wellbeing and outcomes for children with disabilities.   

 

However, whilst I concur that this study has demonstrated that the ‘family’ unit is a key 

environmental factor, and the importance of ‘family’ level outcomes, I argue that the ICF 

does not offer space to explain the pivotal role, particularly for early childhood 

development, of the primary caregiver, normally a mother or female family member. 

Arguably in Ghana and other LMICs, this role is even more accentuated, given the paucity of 

service provision and greater dependency on home-based care. The ICF-CY model would 
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benefit from being augmented by theory on early childhood development. In the latter, 

alongside specific characteristics of the child and in the context of caregiving, the 

‘psychological resources’ of any parent (Belsky, 1984p.83), are considered crucial for 

children to thrive (World Health Organization et al., 2018). Maternal depression, for 

example, has been shown to alter a mother-child interaction, and have an adverse impact 

on child health outcomes, and demonstrated as particularly prevalent in low-income 

settings (Dadi et al., 2020, Herba et al., 2016). Arguably the quality of the mother-infant 

relationship can be even more important for children with a developmental disability in 

LMIC settings, (Kohli-Lynch et al., 2019, Aboud and Yousafzai, 2015, Smythe et al., 2020b).  

Therefore, a better understanding of what influences caregiver wellbeing, including the 

pivotal role of caregiver-experienced stigma, and how that in turn impacts upon the 

caregiver-child dyad, would further enhance any model of child disability. 

 

Interlinked with enhancing the model with a better understanding of the caregiver role, I 

also propose that the ICF model would benefit from a stronger gender lens. The ICF model 

appears to be ‘gender blind’ when it comes to understanding the nature of caregiving, and 

the relationship with other caregiver characteristics, such as socio-economic status and level 

of education, that in turn can fundamentally shape the caregiving experience within the 

family environment. As the literature review in Chapter two also highlighted, only a 

minority of studies which explore the caregiver experience reflect on the gendered nature 

of caregiving and any implications. Even more broadly in the disability literature in LMICs, 

when the intersection of gender and disability is discussed (Moodley and Graham, 2015, UN 

Women, December 2018) it is almost exclusively about the invisibility of women with 
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disabilities. It rarely touches on the broader issue of the gendered nature of caregiving, and 

the invisibility of the female caregiver. This may be understandable, as the role of family and 

unpaid caregivers is almost entirely absent from the UNCRPD, but I would argue that this is 

a gap that requires further attention, and more prominence in any model which looks at 

childhood disability. 

 

In terms of other models of disability, I do not explore this in detail here, but it does seem 

that the central role of the caregiver is largely absent. Maria Berghs (Berghs, 2017), in her 

exploration of what the philosophy of Ubuntu has to offer for understanding childhood 

disability, argues that there is a need to move away from a socio-cultural explanation of, for 

example, the ‘mother to blame’ for the disability, and shift the focus instead to promoting 

more collective responsibility and respect for diversity. Whilst building on indigenous 

knowledge, and the shift towards rights and responsibilities, and broader political 

engagement on disability rights is important, and also underpins the training approach in 

this study, I argue even the Ubuntu model would still benefit from encompassing a more 

nuanced understanding of the caregiver experience, particularly for women living in poverty 

in SSA. The multiple interlinking factors faced by these caregivers, with the gendered nature 

of caregiving at its core, need to be addressed if there is to be a more transformational 

approach to changing the lives of children with disabilities and their families. A similar 

argument has also been made recently in a study from South Africa which recognised the 

important agency of female caregivers in very difficult situations, but also highlighted how 

their isolation ‘reinforces patriarchal standards of care and renders them largely invisible to 

policy makers and society’ (Van der Mark et al., 2019bp.8). 
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Implications of the research findings  

In this thesis I have contributed to the body of evidence on the experiences of caregivers, 

particularly in SSA, and to understanding the impact and processes of a caregiver support 

programme. I have also contributed to the theoretical understanding of caregiver 

empowerment and stigma, and argued that the ICF-CYP could be further enhanced with a 

stronger attention to the role of the caregiver. In this section I explore some of the policy 

and programme implications of the research findings.  

 

Whilst rigorous evidence is essential to inform any advocacy agenda, I am also driven 

emotionally by the many voices of mothers and grandmothers. The injustices that many of 

them have experienced in trying to look after their children, frequently in extremely difficult 

circumstances, is often not commanding attention. There appears to be a gap in the 

advocacy agenda for children with disabilities and their caregivers and families. I argue, for 

example, that when we talk about ‘gender and disability’, this should not just be about 

women with disabilities and their rights, however important, but it should also include an 

understanding of the gendered nature of caregiving. If not, I believe that we will fail to 

improve the lives of children with disabilities and miss essential opportunities for making a 

difference to early childhood development.  

 

I argue for the need for better linkages to be made between disability studies and policy and 

programmes on early childhood development. In the latter, the ‘psychological resources’ of 

any parent are considered crucial for a healthy parent-child relationship (Belsky, 1984, Dadi 

et al., 2020, Herba et al., 2016), and critical in the early years for the child’s development, as 
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detailed in the WHO nurturing framework for early childhood development (World Health 

Organization et al., 2018). The argument has been made that the quality of the mother-

infant relationship can be even more important for children with a developmental disability 

in LMIC settings (Kohli-Lynch et al., 2019, Aboud and Yousafzai, 2015, Smythe et al., 2020b).  

Therefore, a better understanding of what influences caregiver wellbeing, and how that in 

turn impacts upon the outcomes of children with disabilities, is required.  

 

Whose rights?  

My own professional background over 30 years involves working with children and young 

people and employing a rights-based approach to ensure that the voices of young people 

with disability are heard. Therefore, initially, I was disappointed in this Ghana study that, 

with an average child age of only 3.8 years, I would not be able to engage directly with the 

children. However, one consequence of this was that the lives of the caregivers came more 

sharply into focus, and they were given more attention in the research design. 

 

Returning to the first chapter of this thesis, I detailed the UNCRC (United Nations, 1989) and 

the UNCRPD (United Nations, 2006) as key frameworks. I would now argue that it is 

beneficial to build in a wider rights-based framework to also address the rights of caregivers. 

So, whilst I embrace the importance of ‘nothing about us without us’ for persons with 

disabilities, I believe that, reflecting on this thesis, without also considering the rights of 

caregivers there is a danger that outcomes for children will not improve. This concurs with 

the argument made that mothers of children with disability can also experience a form of 

disablism (Ryan and Runswick‐Cole, 2008). I propose that the argument does not need to be 
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about child rights versus caregiver rights but accept that such friction can exist. Jenny Morris 

elaborated on this tension in the UK setting, where feminist theorists argued against a 

model of community care, saying this amounted to female caregivers at home, which only 

served to perpetuate the woman’s role in the family and her continued economic 

dependency. In contrast, persons with disabilities have a right to community care (Morris, 

1991). Morris argued for an alternative path, whereby feminists can push for greater 

understanding and support for women’s roles as caregivers and support the rights of 

children and adults with disabilities. I concur with this latter argument, and that it should be 

about upholding the rights of both.  

 

Raising the profile of caregiving  

Through the material presented in this thesis, I demonstrate the need to raise the profile of 

caregivers of children with disabilities. To tackle this, their role needs to become more 

apparent in any model of childhood disability, and thus given more weight in policies and 

programmes on childhood disability.  

 

Whilst there are some unique issues which may be faced by a caregiver of a child with a 

developmental disability such as cerebral palsy, as illustrated in this thesis, there is also 

likely to be much in common with other types of caregiving. Is there something we can learn 

from looking more broadly at the role of care within the family from other sectors? For 

example, the wealth of literature on caregivers of older people (Schatz and Seeley, 2015) 

and the caregiver and HIV literature. The caregiver and HIV literature is extensive and 

beyond the scope of this thesis to explore in any detail, but a study of HIV-affected 
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caregivers showed that they shared similar experiences to caregivers who lived in poverty, 

and caregivers who support family members with special needs (Kidman and Heymann, 

2016). Common issues included: insufficient income to adequately feed and clothe their 

families, lack of safe and affordable childcare, and loss of income-generating work due to 

caregiving conflicts. Another study explored in detail the difficulties faced by female 

caregivers as they negotiated their lives, and in a similar vein to this thesis, it concluded that 

HIV interventions would be unsuccessful without consideration of the wider context of 

women’s lives (Harrison et al., 2014).   

 

I conclude that there could be benefits in joining voices on the issues of caregiving, and not 

limiting ourselves to the disability sector. This might offer a stronger advocacy platform for 

raising the profile of the role of care, and thereby promoting caregiver-supportive policies. 

The opportunity now exists within the new Sustainable Development Goals, where Target 

5.4 on achieving gender equality, requires us to ‘recognise and value unpaid care and 

domestic work through the provision of public services, infrastructure and social protection 

policies and the promotion of shared responsibility within the household and the family as 

nationally appropriate’ (United Nations, 2015). We must at the same time be cognisant of 

the additional possible tensions in the context of the Disability Rights Movement, and the 

need to ensure that care in the community is in the interest of both the children (and 

adults) with disabilities, as well as the caregivers, who are largely women (Morris, 1991).  

 

This thesis has illustrated how broader multi-faceted social and structural issues need to be 

addressed for a transformational and sustainable change in the lives of these families.  
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There is therefore a strong argument for greater attention to be given to livelihoods and 

social protection policies and programmes that, as well as being disability-inclusive, are also 

sensitive to caregiver needs. For example, research and guidance on the inclusion of persons 

with disabilities in livelihoods programmes, commonly focus on access for persons (adults) 

with disabilities (Mactaggart et al., 2018, United Nations, 2012, Stienstra and Lee, 2019), but 

rarely comment on the inclusion of caregivers of children with disabilities. Yet, as we 

showed in this thesis, if caregivers cannot return to work, or the nature of their work no 

longer fits with their caregiving role, then how can this be addressed?   

 

Disability advocates 

Although not a focus of this study, once the programme was completed, the caregivers 

engaged collectively through the local community radio to raise awareness of their issues. 

Other studies have similarly shown the power of collective agency for change by caregivers 

of children with disabilities (Elphick et al., 2016) and for improving community level 

maternal health traditional practices (Badas et al., 2011, Morrison et al., 2010). The 

strengthening of local level advocacy is an important element which could be further 

strengthened in future parenting programmes. 

 

However, the study also illustrated that there should not always be the expectation that the 

caregiver, predominantly female, can always be the prime agents of change, given the range 

of factors that coalesce around caregivers, including poverty, stigma, poor levels of 

education and gender, which may limit their ability, even collectively, to engage with social 

and political power processes. I argue there is scope to look at a greater role for other 
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members of the family, as well as community disability advocates who can play a key role in 

the reorientation of power, and addressing stigma, within the socio-ecological system 

layers.   

Strengths and limitations of the study 
There are a number of strengths and limitations to this study as detailed below. 

Strengths 

This is one of the first studies evaluating the impact of a community-based caregiver 

intervention for children with cerebral palsy in SSA. It was conducted across eight different 

sites in Ghana, both in rural and peri-urban settings, involving families of communities of 

different ethnic groups. The sampling frame drew on data from a range of sources and 

included families who were no longer accessing health and rehabilitation services. The 

quantitative components used standardised questionnaires and clinical assessment of all 

participating children, by a paediatrician and experienced physiotherapist. It is a study which 

combines qualitative and quantitative methods, and this allowed for a triangulation of 

findings, the ability to capture different perspectives, and an immensely rich data set. 

 

There were a number of benefits of the longitudinal qualitative research design. With repeat 

in-depth interviews I observed generally greater openness or willingness to share sensitive 

experiences and personal feelings. This may have been in part due to the positive effect of 

the caregiver engagement in the programme, as well as trust in the research team, and 

increased understanding of the research component by the participants.  
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The inclusion of a short interview with a secondary caregiver was also sometimes useful for 

offering a different perspective, especially on sensitive issues such as stigma, thereby 

providing a more holistic view of the family context. I found, for example, especially during 

first interviews, that some primary caregivers were less forthcoming about their stigma-

related experiences. Instead, it was sometimes a secondary caregiver, such as a husband or 

a grandmother, who provided more detail. 

 

Limitations 

In terms of limitations, the study focus was on the lives of the primary caregivers, which was 

predominantly a female voice. Much of the available literature is similarly conducted with 

mothers and female caregivers as they were present in the household. The voices of fathers 

are largely absent, as is the case more generally in the literature reviewed from SSA. We 

would need to try to include fathers, including fathers who are absent from the child’s care, 

in any future study.   

 

There was no long-term follow-up after the intervention had finished, for example after six 

months, or more. Future studies should explore longer-term impact of the training and 

sustainability of the support groups. Collective action by the groups, including public 

engagement activities, occurred after the data collection phase, and it would have been of 

value to capture and understand that contribution. We recommend doing so in future 

studies. 
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The intervention is highly dependent on the quality of the facilitators and their ability to 

establish rapport with the caregivers. Future evaluations of similar interventions would 

benefit from including more observations of the group activities, including focusing on the 

relationships between facilitators and caregivers.  

 

In terms of the pre-post-test survey, the participant numbers for the survey were not large, 

but they were comparable to other studies conducted with children with cerebral palsy 

(Yousafzai et al., 2014, Gona et al., 2014). There were limitations to the choice of study 

design, in particular the lack of a control group, in terms of attributing change to the 

intervention. However, this programme is now being further adapted in Uganda, and an RCT 

is currently being undertaken to assess impact (Nampijja et al., 2019).  

 

We did not include a control group of caregivers and children who did not receive the 

intervention against which to compare, because of ethical reasons which have been earlier 

elaborated. Further we cannot rule out the role of social desirability in the responses of 

caregivers in their rating of QoL, and ratings of child health, which may be over-estimated. 

We could not directly assess children's QoL due to the lack of suitable tools for younger 

children and without using parents to offer a proxy measure, which has known limitations. 

  

The target families were identified in areas supported by the PCG, who typically work in 

areas of greater deprivation, and so there may have been a selection bias, with our sample 

more likely to be financially poorer than the general population. Through additional 
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sampling in the qualitative research, there was inclusion of some additional families who 

were not categorised in the lower socio-economic quartile, in order that there was more 

exploration of how poverty shaped or did not shape the caregiving experience.  

 

Finally, there was some pre-testing and reviewing of the training material in the Ghana 

context, as detailed in the methodology chapter, and the material was designed to be 

participatory in nature and build on local experience. However, it is likely that the 

programme may have benefited from an additional period of pre-testing in the Ghana 

context to ensure feasibility and acceptability to the local context. It was recognised that 

from a programming perspective there was an inevitable tension from the programming 

partner, CBM International, who wanted to initiate the programme as promptly as possible, 

and as soon as children were identified, given the known benefits of early intervention. 

 

Summary of recommendations 

Policy level  

• Promote an approach which, in addition to a focus on the child, also addresses the 

needs of caregivers. Social policies need to be both disability-inclusive and caregiver-

supportive. For example, promotion of mental health services and social services 

that are more widely available to family members and which can address the 

psychosocial needs of caregivers. 

• Conduct a policy analysis to review social policies available for caregivers and 

identify gaps to be addressed. This should specifically address the issue of livelihoods 

and the challenges of poverty experienced and compounded, when caring for a child 
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with a disability. The low levels of caregiver wellbeing also emphasise the need to 

address the wider structural issues which impact on caregiving. 

Programme level 

• Extend family training and support programmes for the wider community; local 

personnel and leaders, such as teachers, primary health care workers, and faith 

leaders. This recognises the need to reduce the dependency on the caregiver as the 

main agent of change. 

• Apply a gendered lens to any parenting/caregiver programme for children with 

disabilities, so there is not an additional burden placed on already-overstretched 

female caregivers.  

• Strengthen collective advocacy activities in the parent support group model and 

place more emphasis on the power of collective agency for change. 

• Ensure that stigma reduction interventions also recognise the role that family can 

make, and how family members can be supported in that role; and at the same time 

recognising that this needs to be part of a multi-faceted approach. 

• Address structural issues, in particular the economic impact of caregiving a child with 

a disability. Livelihoods, including social protection and economic empowerment, 

should be addressed, or at least signposted, in the parenting programme.  

• Explore opportunities in future programmes for positive engagement and 

collaboration with traditional healers, as part of a wider community awareness 

programme on child disability and the rights of the child with a disability. This is in 

recognition of the plurality of beliefs on disability, and the common use of traditional 

healers detailed. The role of traditional practises is complex and multi-faceted; they 
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may offer valuable services, but this thesis has also illustrated some harmful 

traditional practices which have been employed. The practise of going to multiple 

healers also comes with a substantial cost to families that are often already 

impoverished. 

• Develop and strengthen a programmatic element that addresses caregiver psycho-

social/mental health needs. 

• Prioritise early intervention to prevent and manage serious malnourishment, and to 

establish closer linkages between disability and malnutrition. 

• Ensure childhood disability programmes are better aligned with the ICF and include 

multiple outcome measures for both the child and family.  

• Explore the use of caregivers as facilitators or as co-facilitators in the training, which 

may go some way to further strengthening their role as agents of change.  

• Explore a role for disability advocates , building on the advantages detailed about 

the valuable ‘brokering’ role of the group facilitator. This may be as co-facilitators for 

support groups, and/or in additional roles to help navigate some of the power 

imbalances which caregivers have to engage with, both within and across different 

levels of the socio-ecological system. 

• Expand opportunities for meaningful engagement with fathers and other key family 

members as one element of applying a gender lens to the programme and 

contributing to reduced caregiver burden. 
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At research level 

Conduct research to explore the connection between parent wellbeing and child 

development in children with disabilities, and how this can be improved. 

• Explore suitable measures for assessment of child participation and QoL to enrich 

our understanding of the impact of the programme on this important area, and in 

line with the ICF model. 

• Explore longer-term impact of the training and sustainability of the support groups. 

• This is one of the few studies which has collected mortality data for children with 

cerebral palsy in LMICs. This data should be more routinely monitored for all children 

with disabilities, and disaggregated by type of impairment and severity, to identify 

particular groups that may be more vulnerable. 

• The piloting of the Lol-QoL showed a significant change as a result of the 

programme. It is a recommendation in future research to look at the psychometric 

properties of the LoL-QoL tool. 

 

Conclusion 

Cerebral palsy is the most common developmental disability globally, and these children will 

often have complex care and support needs over their lifetime. This study has shown that a 

participatory training programme targeting caregivers in a support group setting offer some 

important improvements in reported child health outcomes, although malnutrition is an 

important area which requires further attention. There were important positive changes in 

caregiver knowledge, confidence in their role, improved self-esteem with a reduction in self-

stigma, with an overall improvement in caregiver QoL and wellbeing.  
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The support group mechanism appears to help foster caregiver improved wellbeing and 

elements of caregiver empowerment through the acquisition of new skills, feeling valued by 

the group membership, and having a social support from this network. The latter included a 

realisation by caregivers that they were not alone, with a reduction in self-stigma, as well as 

having a safe space for problem-solving. Importantly, through sharing experiences with 

other caregivers, this appears to engender a sense of hope that their child’s life can 

improve. This thesis illustrates that the caregiver empowerment journey is not always 

linear, especially when lives are fragile. It also shows the importance of not only focussing 

on the notion of individual agency, but that empowerment is also about relationships, 

networks, and the need to address wider structural issues. 

 

A high level of stigma is shown to be commonly experienced within the family. This 

experience has a gendered dimension, with blame largely attributable to the mother. The 

evidence indicates that the mothers in this study in Ghana can experience a form of 

disablism, which both impacts upon themselves, but also has repercussions on care and 

support for their child. It is evident that the gendered caregiver role needs to be better 

understood, and more central, to any disability model for children and young people.  

 

The findings in this thesis illustrate the multi-faceted and interacting and compounding 

factors that directly and indirectly affect the lives of the caregiver-child dyad, and that a 

better understanding of this context is needed in the implementation of parenting 
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programmes; specifically how gendered caregiving, disability, poverty, stigma and 

empowerment interconnect. In the context of poverty, life is precarious for any family, but 

the augmented vulnerabilities brought about by having a child with a disability are shown. 

Thus, a strengthened approach to addressing structural issues, including poverty reduction 

strategies are required.  

 

Finally, there is an urgent need for an advocacy agenda which raises the profile of 

caregiving. This includes promoting livelihoods programmes, including social protection 

programmes and policies, which are caregiver-supportive. This is needed if we are to further 

improve outcomes and take a more transformative approach to improving the lives of 

children with disabilities and their families. 
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Appendices - part 1 

Appendix 1: Search terms  

Caregiver terms: 

Carer, Car* - also covers caring, care-giver, caretaker, expert parent, maternal* or mother*, 

paternal* or father*,family or families, parent*, grandparent  

Child Terms: Child* Infant*  

Developmental Disability terms  

disabled child* (plus expanded terms for this)  

child* with disabilit* 

developmental disabilit* or 

neurodevelopmental 

disability* or 

neurodevelopmental 

disorder or developmental 

disability* or developmental 

disorder or intellectual 

disabilit* or intellectual 

development disorder* or 

intellectual deficienc* or 

mental deficienc* or mental 

retard* or mental handicap* 

or learning disorder* or 

Autis* or cerebral palsy 

Time period: 2000-current 

(May2021). All terms for SSA.  

Also tested various terms for parenting programmes, but found that they were identified 

through the broader search, so a separate search was not necessary:  

Figure 12: search strategy for Medline 
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Appendix 2: Flow chart detailing the review of papers from SSA 
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Appendix 3: Papers included in the review of caregiver experience 

 

Author Date Title 
Country: 
Urban/ 
Rural 

Study aim/s 
Study design/ 
Summary methods 

Aldersey, H. M.  2012 

Family perceptions of 
intellectual disability: 
Understanding and support in 
Dar es Salaam 

Tanzania: urban 

a) How do families conceptualise and 
experience disability? (b) What are families 
greatest support needs? and (c) What are the 
unique strengths of each family? 

IDIs N=13, purposive sampling from membership of 
local NGO (no data on gender of participants). 

Aldersey, H. M., S. 
Kavira, J. Kiasimbua, 
W. Lokako, P. Miaka 
and L. Monte 

2018 

Stigma experienced by 
families with members with 
intellectual disabilities in 
Kinshasa, Democratic 
Republic of the Congo 

DRC: urban 

To understand stigma experienced by family 
members of people with intellectual 
disabilities (IDs) in 
Kinshasa, DRC and (b) identify strategies 
used by these family members to mitigate or 
cope with stigma.  

Participatory. N=20 family (F=10, M=7 , + sibling/2 
grandparents). Convenience sampled though 
network of one parent self-help organisations. 

B. C. Chiluba; G. 
Moyo 

2017 

Caring for a cerebral palsy 
child: a caregiver’s 
perspective at the University 
Teaching Hospital, Zambia 

Zambia: urban 
To determine the experiences of parents/ 
caregivers of cerebral palsy children receiving 
out-patient physiotherapy 

IDIs (n=5) and caregiver strain Index/rehabilitation 
and Support Questionnaire survey to n=25 parents 
(F=92% M= 8%), purposive sample at outpatient 
hospital. 

B. Tekola; M. Kinfe; 
F. Girma; C. Hanlon; 
R. A. Hoekstra 

2020 

Perceptions and experiences 
of stigma among parents of 
children with developmental 
disorders in Ethiopia: A 
qualitative study 

Ethiopia: urban/ 
rural 

To explore perceptions and experiences of 
stigma among parents of children with DD in 
Ethiopia and examine the contributing and 
protective factors for internalised stigma 
based on the perspectives of the parents 
themselves. 

IDIs, N=18 in urban and rural context (F=14, M-4). 
Convenience sample- Selected in urban site from 
clinic, schools for children with DD, & in rural site via 
health worker 

B. Tigere; J. C. 
Makhubele 

2019 

The experiences of parents of 
children living with 
disabilities at Lehlaba 
Protective Workshop in 
Sekhukhune district of 
Limpopo province 

South Africa: 
rural 

The experiences and life circumstances faced 
by parents of children living with different 
types of disabilities.  

IDIs. N=14 (F=9, M=5) parents of children with 
disabilities attending workshop.  



247 
 

C. Masulani-Mwale; 
D. Mathanga; D. 
Silungwe; F. Kauye; 
M. Gladstone 

2016 

Parenting children with 
intellectual disabilities in 
Malawi: the impact that 
reaches beyond coping? 

Malawi: urban 
& urban/ 
rural clinic 

To explore psychological experiences of 
parents caring for children with intellectual 
disabilities; understand their mechanisms of 
coping and their psychosocial needs in 
Malawi. 

10 FGDS (4 FGDs= M, 6 FGDs= F), 4 IDIs with parents 
with children with intellectual attending clinics.  

C. Pretorius; J. 
Steadman 

2018 

Barriers and Facilitators to 
Caring for a Child with 
Cerebral Palsy in Rural 
Communities of the Western 
Cape, South Africa 

South Africa: 
rural 

 to explore the barriers and facilitators that 
caregivers of children with CP encounter 
through their daily caring roles in rural 
communities in SA. 

SSIs, N=15  (F=14, M=1). Purposive sampling, with 
families identified through cerebral palsy association 
and their contacts.  

C. Singogo; M. 
Mweshi; A. Rhoda 

2015 
Challenges experienced by 
mothers caring for children 
with cerebral palsy in Zambia 

Zambia: urban 
To explore the challenges that mothers who 
cared for children with cerebral palsy living in 
Zambia. 

SSIs, N=16 mothers attending rehab centre. 
Purposive sample. 

D. Lamptey 2019 

Health beliefs and behaviours 
of families towards the health 
needs of children with 
intellectual and 
developmental disabilities 
(IDD) in Accra, Ghana 

Ghana: urban 

To explore the health beliefs and behaviours 
of families towards the health needs of 
children with intellectual and development 
and disabilities (IDD). 

N=22 (F=19, M=3).  Convenience sample from 
author's own networks with 'key organisations'.  

D. Tilahun; C. Hanlon; 
A. Fekadu; B. Tekola; 
Y. Baheretibeb; R. A. 
Hoekstra 

2016 

Stigma, explanatory models 
and unmet needs of 
caregivers of children with 
developmental disorders in a 
low-income African country: 
a cross-sectional facility-
based survey 

Ethiopia: urban 

To examine the stigma experiences, 
explanatory models, unmet needs, preferred 
interventions and coping mechanisms of 
caregivers of children with developmental 
disorders in Ethiopia. 

Questionnaire/SSI  to caregivers of children with ASD 
and/or ID in two hospitals. caregivers (N = 102). No 
data on gender. Convenience sample from those 
attending child mental health clinics at hospital.  

E. J. van der Mark; H. 
Verrest 

2014 

Fighting the odds: strategies 
of female caregivers of 
disabled children in 
Zimbabwe 

Zimbabwe: 
urban 

To examine the resources and caring 
strategies of female caregivers  

Survey (N=61, F=61), random sample from NGO 
database. 4 participatory workshops 
(n=28), IDIs (n=22). 

E. J. van der Mark; I. 
Conradie; C. W. 
Dedding; J. E. Broerse 

2019 

'We create our own small 
world': Daily realities of 
mothers of disabled children 
in a South African urban 
settlement 

South Africa: 
urban 

To provide an in-depth understanding of the 
perspectives 
and experiences of South African mothers 
living in poverty with a disabled child. 

N= 30 caregivers (F=30)  from a day-care centre. 
Purposive sample. 15 semi-structured interviews and 
24 participatory group sessions. Parents attending a 
day-centre service & through word of 
mouth/community leaders.  
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E. J. van der Mark; I. 
Conradie; C. W. M. 
Dedding; J. E. W. 
Broerse 

2019 

Exploring adaptation and 
agency of mothers caring for 
disabled children in an urban 
settlement in South Africa: A 
qualitative study 

South Africa: 
urban 

To explore how mothers of disabled from a poor urban 
settlement in South Africa manoeuvre, adapt, act and 
react. 

N=30 (F=30, mothers, grandmothers, sisters) 24 
sessions direct data collection, other sessions on 
design and implementation 
of project (data through observation). Observation. 
15 SSIs. Parents attending a day-centre service & 
through word of mouth/community leaders.  

F. N. Machuki; G. 
Munyoki; P. Kabue 

2016 

Care of children with cerebral 
palsy among guardians 
attending OT clinic at 
Kenyatta National Hospital, 
Nairobi city county, Kenya 

Kenya: urban 
(tertiary 
hospital) 

To determine level of knowledge of cerebral 
palsy among guardians, the psycho-social 
experiences and challenges among guardians 
of children with cerebral palsy. 

Survey & FGDs. N=285 CGs (f=285) of children with 
CP, unclear number of FGDS, families attending 
hospital. 

G. Barlindhaug; E. 
Umar; M. Wazakili; 
N. Emaus 

2016 
Living with disabled children 
in Malawi: Challenges and 
rewards 

Malawi: rural  

Case study, ethnographic design over 4.5 month. n=2 
families with a child with a severe disability (one 
child with CP)* 4 families in total,  but data 
presented on 2. Families sampled through register of 
outreach rehabilitation programme.  

G. G. Nyante; C. 
Carpenter 

2019 

The experience of carers of 
children with cerebral palsy 
living in rural areas of Ghana 
who have received no 
rehabilitation services: A 
qualitative study 

Ghana: rural 

To explore the experiences of carers of 
children with cerebral palsy living in rural 
areas of Ghana who have received no 
rehabilitation services. 

SSIs, N=12 caregivers (F=10, M=2) of children with 
CP. Purposive sample through community health 
nurses. 

G. Namazzi; C. 
Hanson; C. 
Nalwadda; M. Tetui; 
M. Nampijja; P. 
Waiswa; J. K. 
Tumwine; H. 
Hildenwall 

2020 

Caring for children with 
neurodevelopmental 
disability: Experiences from 
caretakers and health 
workers in rural eastern 
Uganda 

Uganda: rural  

IDIs. N= 14 caretakers (no data on gender) of infants 
with severe neurodevelopmental disability, 
Purposive sample from data from prior survey,  n=5 
health workers. 
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Geere, J., Gona, J., 
Omondi, F., Kifalu, 
M., Newton, C. & 
Hartley, S 

2013 

Caring for children with 
physical disability in Kenya: 
potential links between 
caregiving and carers' 
physical health. Child: care, 
health and development, 39, 
381-39 

Kenya: rural 

To explore the potential links between 
providing care of a child with moderate-
severe motor impairments and the physical 
health of carers, in a low-income country/to 
identify ways to improve the situation for 
carers and their families. 

IDIS, clinical assessment, N=20 carers (F=17, M=3). 
Purposive sample from a range of sources; database, 
prior study, list of health service users.  

J. A. Dogbe; J. D. A. 
Kyeremateng; M. P. 
Opoku; W. Nketsia; 
C. Hammond 

2019 

‘There is family tension, but 
they understand…’: familial 
and sibling relationships 
following the diagnosis of 
cerebral palsy in children in 
Ghana 

Ghana: urban 
(tertiary 
hospital) 

To explore parents’ experiences of raising 
children with CP, specifically focusing on the 
relationships between spouses and between 
children 
with CP and their typically developing 
siblings. 

SSI 40 parent (F=35, M=5) purposively selected at 
tertiary hospital.  

J. den Besten; M. T. 
Cornielje; H. 
Cornielje; D. N. 
Botwey 

2016 
Supporting Parents in Caring 
for Children with Disability in 
Ghana 

Ghana: urban/ 
rural 

To assess the factors that influence the well-
being of caregivers and their children with a 
disability, in a rural and an urban site in 
Ghana. 

Participatory tools; PhotoVoice & Cantril ladder. 
N=25 parents (F-19, M=6) of children with different 
disabilities. Purposive sample - in urban site from 
families attending physiotherapy, in rural site not 
attending services. 

J. Gona; V. Mung'ala-
Odera; C. Newton; S. 
Hartley 

2011 

Caring for children with 
disabilities in Kilifi, Kenya: 
What is the carer's 
experience? 

Kenya: urban 

What challenges do carers of children with 
moderate and 
severe disabilities in Kilifi face? How do they 
cope with these challenges?  

IDIs. N=35 with 20 carers (no data on gender), 10 
community members, 5 teachers, home observation. 
Purposive sample identified from wider neurological 
survey.  

J. K. Gona; C. R. 
Newton; K. K. Rimba; 
R. Mapenzi; M. 
Kihara; F. V. Vijver; A. 
Abubakar 

2016 

Challenges and coping 
strategies of parents of 
children with autism on the 
Kenyan coast 

Kenya: rural/ 
urban 

What are the challenges faced by parents of 
children with autism on the Kenyan coast? 
What coping strategies do these parents 
apply? 

Total: N=103, n=37 IDIs, 8 FGDs parents of children 
with autism & professionals (no gender breakdown ) 
in regular contact with these parents.  
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J. Muderedzi; A. H. 
Eide; S. H. Braathen; 
B. Stray-Pedersen 

2017 

Perceptions and treatment of 
children with cerebral palsy 
among the Tonga of Binga in 
Zimbabwe 

Zimbabwe: rural 
Explores the link between disability 
perceptions and treatment among the Tonga 
of Binga through their disabled children. 

Longitudinal (2005-2013),  Purposive sample of N=53 
families (no date on gender) selected from larger 
survey of families. Ethnographic design with IDIs, 
observation (n=20), FGDs (n=10). Sampling frame 
unclear. 

Kyeremateng, J. D. 
A., A. Edusei, J. A. 
Dogbe, M. P. Opoku, 
W. Nketsia, C. 
Hammond and S. A. 
Afriyie (2019). 

2019 

Experiences of primary 
caregivers of children with 
cerebral palsy across the 
trajectory of diagnoses in 
Ghana  

Ghana: urban 
(tertiary 
hospital) 

To explore the experiences of primary 
caregivers across the trajectory of the 
diagnosis (before, during and after) of CP in 
the setting of a tertiary hospital. 

SSIs, N=40 (F=35, M=5) CG of children with CP, 
purposive sample of those attending hospital, 
interviewee before/during/after diagnosis. 

M. Gladstone; M. 
McLinden; G. 
Douglas; E. Jolley; E. 
Schmidt; J. Chimoyo; 
H. Magombo; P. 
Lynch 

2017 

‘Maybe I will give some 
help…. maybe not to help the 
eyes but different help’: an 
analysis of care and support 
of children with visual 
impairment in community 
settings in Malawi 

Malawi: urban/ 
rural 

This study aims to identify facilitators and 
barriers to the provision of a developmental 
stimulation programme for children with VI 
in rural and urban Malawi. 

10 home observations, n=20 IDIs carers of children 
with VI, 6 FGDs (no data on gender of participants). 
Purposive sampling from range of sources: teachers, 
community workers, clinics. 

M. Mofokeng; A. E. 
van der Wath 

2017 

Challenges experienced by 
parents living with a child 
with attention deficit 
hyperactivity disorder 

South Africa: 
urban 

To explore parents’ experiences of living with 
a child with attention deficit hyperactivity 
disorder (ADHD) 

IDIs, N=10 (F=8, M=-2)  convenience sample of 
parents with children diagnosed with ADHD 
receiving outpatient treatment. 

M. Oti-Boadi 2017 

Exploring the Lived 
Experiences of Mothers of 
Children with Intellectual 
Disability in Ghana 

Ghana: urban 
This study explored the experiences of 
mothers of children with intellectual disability 
in Ghana.  

SSIs: N=11 mothers of children with intellectual 
disability that attended a special school.  

M. Zuurmond; V. 
Nyapera; V. 
Mwenda; J. Kisia; H. 
Rono; J. Palmer 

2016 

Childhood disability in 
Turkana, Kenya: 
Understanding how carers 
cope in a complex 
humanitarian setting 

Kenya: rural 

To understand the lived experiences of  
children 
with disabilities and their caregiver in a 
humanitarian setting. 

IDIs. N=31 caregivers of children with a wide range of 
disabilities. F= 27, M-4. Purposive sample from NGO 
database & snowballing. 
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Mcnally, A. & 
Mannan, H. 

2013 

Perceptions of caring for 
children with disabilities: 
Experiences from Moshi, 
Tanzania.  

Tanzania: urban 

The objective of this research was to gain an 
insight into how having a child with a 
disability impacts upon participants lives and 
to examine both negative and positive 
experiences of care through the use of 
qualitative methods 

SSIs N=14 carers (no data on gender) convenience 
sample attending a day care centre. 

N Muthukrishna; H. 
Ebrahim 

2014 
Motherhood and the disabled 
child in contexts of early 
education and care 

South Africa: 
unclear if 
urban/ 
rural 

 IDIs with 6 carers (F=6). Identified through 2 NGO 
centres for the disabled.  

P. Patel; J. Baier; E. 
Baranov; E. Khurana; 
C. Gambrah-
Sampaney; A. 
Johnson; B. 
Monokwane; D. 
Bearden 

2017 

Health beliefs regarding 
pediatric cerebral palsy 
among caregivers in 
Botswana: A qualitative study 

Botswana: 
urban 

 
SSIs, N=62 caregivers (F=60, M=2) from hospital 
inpatient and outpatient sites, data identified from 
larger study.  

P. Sandy; J. Kgole; T. 
Mavundla 

2013 
Support needs of caregivers: 
Case studies in South Africa 

South Africa: 
rural 

To investigate the support needs of 
caregivers caring for children with learning 
disabilities. 

Case study: Purposive sample of 3 families (includes 
one female headed household) of children with 
learning disabilities who have attended clinic for > 10 
years.  

R. A. Hepperlen; P. 
Rabaey; A. Ament-
Lemke; H. Manley 

2021 

Caring for a child with a 
disability in a Zambian 
community: A study using 
photo-elicitation 

Zambia: urban 
To explore experiences of caregivers of CWD 
through participant-driven photo-elicitation, 
in a low-income subdistrict of Lusaka. 

Photo-elicitation. N=10 parents of child with 
disability. (F=9, M=1). Purposive sample - members 
of a support program.  

S. Hartley; P. Ojwang; 
A. Baguwemu; M. 
Ddamulira; A. 
Chavuta 

2005 
How do carers of disabled 
children cope? The Ugandan 
perspective 

Uganda: urban 
& rural 

To understanding family coping strategies.  

IDIs N=52 families (F=24, M=2, M+F= 5, 
siblings/guardians=7 (no gender detailed) with 
children with disabilities from five impairment 
groups, observation. Purposive sample from CBR 
programme. 

S. Mkabile; L. Swartz 2020 

Caregivers' and parents' 
explanatory models of 
intellectual disability in 
Khayelitsha, Cape Town, 
South Africa 

South Africa: 
urban 

 
SSIs with 20 caregivers (F=17, M=3) Purposive 
sample of those attending using in-patient and out-
patient services. 
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S. Nakamanya; G. E. 
Siu; R. Lassman; J. 
Seeley; C. J. Tann 

2015 

Maternal experiences of 
caring for an infant with 
neurological impairment 
after neonatal 
encephalopathy in Uganda: a 
qualitative study 

Uganda: urban 

Investigated maternal experiences of caring 
for a child affected by neurological 
impairment after neonatal encephalopathy 
(NE) ('birth asphyxia') in Uganda 

IDIS, FGDS, mother attending hospital, N=19 (F=19). 
Purposive sample from larger survey data. 

Mkabile, S., K. L. 
Garrun, M. Shelton 
and L. Swartz (2021). 

2021 

African families’ and 
caregivers’ experiences of 
raising a child with 
intellectual disability: A 
narrative synthesis of 
qualitative studies." African 
Journal of Disability 10. 

Africa: Nigeria, 
Tanzania, DRC, 
Kenya, Ghana, 
Malawi, 
Zambia, 
Namibia, 
Ethiopia 

To investigate experiences of caregivers and 
parents of children with ID in Africa  

Scoping Review: 9 studies- Narrative synthesis of 
findings. 
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Appendix 6 PedsQ ™  a il     a t M d le  
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Appendix 7: PedsQ ™  a il     a t  ersi n: K saal    niti e field-testing 
report 

Date: 18/6/15-21/6/15 (initial tests, followed by focus group with Mr. Fritz and Isaaka, 
followed by field testing followed by additional work with Mr. Johnson and Isaaka focus 
group) 

Forwards Translation: Grady Institute 

Initial Reconciliation with Mr. Fritz (University. of Ghana hired linguist) and Isaaka (Bawku 
native), David O’Banion (LSHTM) and Sandra Asante (U. Ghana) 

Second Review with Mr. Johnson (CBM coordinator of CBR and former Kusaal Language 
Institute instructor) and Isaaka, David O’Banion (LSHTM) and Sandra Asante (U. Ghana) 

DƆLISƲG SUOYA 

 

Biisyidimɛɛntimɔrpʋtɛn'ɛsʋmasieba bɛɛ yɛlmugisabiiglaafiyɛla. Yɛlsiebabɛlakkir kanɛ dɔl la ni 
ka fʋnyɛltun'ebɛani. Kpɛ'ɛŋimyɛlitiyɛl la zɛmsi'emnɛyɛlwʋsaansi'em tis fʋnwadigyinne kanɛ 
gaad la ni. buoɛnmgiligyɛl la. 

Please be aware that in Kusaal, Windows software typically merges all the words together 
like you may see above.  Please view the PDF version for the printed and field use version.  
This file is for discussion of the field testing\ 

0  Li ya'aka'yɛlkpankpanɛ 

1  Li ya'aɛɛntiPʋ anyɛllɛ 

2  Li ya'aɛɛnti an yɛlsansi'a 

3  Li ya'aɛɛnti anYɛLt '  bi'el  t ’  bi’él 

4  Li ya'aɛɛnti an yɛlsaŋawʋsa 

 

Gandigirsi'akae an sʋm bɛɛ bɛ'ɛdɛ  “Feel Free” 

Fʋya'apʋgban'ebu'osʋgsi'agbinnɛ, kpɛ'ɛŋimsɔs ka ba sʋŋif 
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In the past ONE month, as a result of your child’s health, how much of a problem have you 
had with… 

A note on field. In the Kusaal speaking region, in our field testing we encountered 7 women 
with children with disabilities.  4 had children with apparent cerebral palsy, and the 5th did 
not bring her child to the interview.  The Kusaal-speaking region does not have high rates of 
literacy, so this questionnaire was administered orally in every instance. The 7 women for 
field testing varied in ages from early 20s to 60s (grandmother/caregivers) and 1 woman 
had attended some high school.  Because the questionnaire was orally administered, each 
item was adapted to direct the question in the 2nd person, ie: How often do you have a 
problem with....  After a small number of practice interviews, we realized that we first 
needed to ask Y/N question. It was explained to us that one of the interviewed caregivers 
had a difficult time understanding that we were asking to rate the frequency of the problem 
with the "How often" question stem.  Then, we changed to asking "Do you have a problem 
with..." and clarified the frequency from there.  See below for discussion on frequency. 

Frequency of a problem proved a remarkable challenge in Kusaal.  There were a few reasons 
that we were eventually able to identify.  The first technique we attempted was a visual of 
the scale you see below, to help with a concrete tactile anchor for which to indicate the 
degree of severity. This was very confusing to the caregivers and was stopped after 1 day of 
field testing (3 caregivers completing full field interviews). The next remarkable problem is 
that "Sansia" meaning "sometimes" poses three issues.  The first is that the best way to 
pose a question in Kusaal is "Do you sometimes have a problem with..." Yielded, "Yes, 
sometimes" as a response.  When we tried to clarify how frequently, sometimes would be 
the response.  When asked how many times a week it may happen, we learned that the 
problem could happen every day and still be considered "sometimes."  It was difficult for 
our translator to remove "sometimes" from the question stem and therefore it was difficult 
that we always needed to clarify the response, "sometimes."  The second problem with 
"sometimes" is that as described above it describes, in Kusaal, an event that happens as 
rarely as monthly to almost always.  Once the caregiver chose "sometimes," it was difficult 
for them to consider a daily problem "almost always."  More on that below.  The third 
problem with "sometimes" may involve our use of a male translator and the social bias of 
how to respond to a man.  A woman in this region is not to question or trouble a man with 
her problems (more on this below in the items), and the best social response if admitting a 
problem is "sometimes."  It was only after several field interviews that we understood the 
degree of trouble that "sometimes" would give us.  We were unable to avoid it, as there 
isn't a commonly-used expression in its place.  The next trouble comes with "always," or 
rather, "almost," as there is no word in Kusaal for "almost." "Always," similarly, is not an 
acceptable answer in very many circumstances.  Part of the problem, as explained by our 
two Kusaal readers and writers used in a focus group, was that it is difficult for people to 
moderate answer choices in between the extremity of Always and the Vagueness of 
"Sometimes," so therefore "Sometimes" is used as the response.  We discussed better 
choices for "often" and "almost never," though it was in question whether these choices 
would be used. In field testing, they were not commonly endorsed.  So, we devised a 
frequency system by which to check.  Never happens = never a problem.  Happens but is 
infrequently so not considered a problem = almost never; happens enough to be a problem 
but less than 2-3 times per week = sometimes; Happens between 2-4 times per week and 
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considered a "regular" problem = often; happens 4 times or more = almost always.  For 
several items this does not apply.                 

     Parents caught on to this system somewhat well and began answering questions with 
"yes its a problem that happens ___ times per week," which helped our efficiency greatly.  
This system does not work for every question, however, and works best with activities of 
daily living (house chores) than infrequent events (naming ceremonies/social events). 
Several items, also, occur in a person's life relatively infrequently or deal more abstractly - 
like "I worry about my child's medical treatments not working," when a child might very 
infrequently see a doctor.  For these less often events, we askede about the frequency of 
worry/problem when the event actually happens, rather than per month.  So, if a mother 
NEVER gets time to attend  . a naming ceremony because she can't find the time (or 
support, or energy in those cases) then it is "almost always" a problem.  Again, the lifestyles 
of the subjects affects the data but in this consistent way we carried out the field tests.              

     The next problem in Kusaal is that the language is NOT standardized, and only within the 
last decade has it been taught. Therefore, there are village to village differences in dialect 
and house to house differences in vocabulary.  This is a challenge to our translator as asking 
the question in our standardized translation is not consistently understood, so clarification 
ensues.  We therefore adopted a series of clarification examples to set situations for items. 
These, too, could challenge an uneducated caregiver to make an answer on the example 
ONLY, rather than the example as a general idea. When we used several examples to frame 
the general idea, caregivers would respond to either all of the examples in kind or pick one 
example and explain that situation.   This was laborious for the translators.  Mr. Johnson 
would then have to judge the caregivers understanding of the general idea by the quality of 
the caregivers response and clarify as needed.  Below is a discussion on each item nested 
within the item.  The frequency in which the question was understood is attempted to be 
described.  Field testing took place with Mr. Fritz, a linguist employed by U. of Ghana.  When 
Mr. Fritz became ill with malaria, Mr. Johnson (a Garu local and former director of the 
Kusaal Language Institute) took over and provided additional ideas about the presentation 
of some of the items.  The greatest change brought about by Mr. Johnson was changing 
each question to a directed yes or no question by using the word, "Fu." This prevented the 
confusion over the abstract statement in the first person voice. 

NIŊGBINA 
TƲƲMA (li 
yɛlaanɛ...) 

Kpankpan 
Nwɛnɛkp
ankpan 

Sansieba Tu'ombi'el Nwɛnɛsangawʋsa 

1. Li nwɛnɛ m gɛnɛdabisir la pʋʋgin.  Item was often understood. Occasional clarification was 
required about when during the day. This was not critical to the item, but we did clarify when 
necessary that it meant roughly breakfast to mid afternoon. 

2. M ya'aduoebɛogʋn li nwɛnɛ m gɛnɛ  Often understood. Once the expression was related 
back to us that the mother feels “as if I was beaten during the night,” which sounded extreme 
but is a local expression for this feeling. Another parent clarified that when she wakes up she 
wishes the day wasn’t breaking. Again this is consistent with the item. 

3. M ya'abɔɔdi m tʋmsi'ela li nwɛnɛ m gɛnɛnɛ.  This item involves housework in Kusaal, as the 
“things I enjoy doing,” have to be included in “things you are going to do during the day,” or 
“things you have planned for the day.”   
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4. M nyɛtizugzabir  (Kusaal edited by Mr. Johnson)  Easily understood 

5. M niŋgbiŋ ka' paŋa  (Kusaal edited by Mr. Johnson) Not always understood. Explanation 
from caregivers included feeling ill, feeling sleepy, and not sleeping well.  Clarification 
provided to Mr. Johnson in English was “the body feels weak, no strength.” 

6. M pʋʋgʋɛɛntizabid. (Kusaal edited by Mr. Johnson) Not well understood. We clarified using 
a kusaal expression that translates literally to “Do you feel as if you are ill but you cannot 
exactly say what is wrong?” We did also ask whether caregivers were so tired that they 
experienced symptoms in the abdomen – like lack of appetite or nausea. This was endorsed 
in one occasion but not well understood.  It was explained in our focus group that the Kusaal 
expression (above) is more commonly reported.  We used that during our testing and if 
needing clarification we asked the question about the abdominal symptoms. 
PƲTƐN'ƐRT
ƲƲMA (li 
yɛlaanɛ...) 

Kpankpan 
Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el 
Nwɛnɛsangawʋs
a 

1. Li nwɛnɛ m ya'amian'adnɛ (Kusaal replaced by Mr. Johnson with more appropriate phrase).  
Do you worry about things?  Understood well but clarification when needed was provided, 
“Do you feel you are worried about what is happening with your child?” 

2. Li nwɛnɛ m sʋnfʋsa'amnɛ.  Understood well. 

3. M sʋnfʋpɛligid.  Understood well. 

4. M ya'amwidigidnɛ.  Not understood well.  The clarification responses by caregivers were 
not always related to frustration, but there is no exact word for frustration.  “Do you feel as if 
you have hit a wall,” was used to clarify – “when considering all that you have done and been 
trying to do for your child.” 5. Li nwɛnɛ m ka' ti'ir bɛɛ sʋŋida.  Not well understood.  The word “helpless” is too often 
confused with “helper, or support person.”  The clarification became “Do you have no hope?”  
This was responded most often by “I have hope, I have given the problem up to God.”  This 
required laborious clarification to find out how difficult it was to maintain hope.  If this was 
not understood, they would be asked how often they felt that they were giving the problem 
up to God and not struggling with the problem anymore – ie: helpless to change the 
situation. LA'ASƲG TƲMMA 
(li yɛlaanɛ...) 

These questions 
were somewhat 
well understood. 

Kpankpan 
Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el 
Nwɛnɛsangawʋs
a 

1. Li nwɛnɛ m bakkinɛtaaba la.  Reasonably well understood.  Clarification, when they said no, 
was rarely needed but usually consisted of re-asking the question. 

2.Li tɔinɛnɛ man napaamsʋŋiri m taabani  This question was usually answered in the 
explanation of the above question. Specifically, we would clarify the frequency of the 
problem. When required, we would also ask how often the caregiver has a problem getting 
support with care for the child. 3. Li tɔinɛ man nanyɛsaŋala'asnɛ m taaba. When the caregiver responded in a way that did 
not involve the time, we would clarify with emphasis on TIME.  Social activities would be 
offered as examples: naming ceremonies, weddings, funerals.  Caregivers often never got to 
attend any of these. 
4. M pʋmɔrpaŋila'asidnɛ m taaba.  When requiring clarification, it meant the caregiver was 
still focused on time rather than energy.  Often caregivers endorsed that they would have 
energy to attend if someone would ever care for the child. 
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TIƐNR TƲMMA 
(li yɛlaanɛ...) 

Kpankpan 
Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el 
Nwɛnɛsangawʋs
a 

1. Li tɔinɛtisimnɛ m ba' nabɛsi'elnamin.  Clarification examples: For instance, if you are 
working on something and your child needs you, do you get distracted because of your child. 
Does that happen often?  For instance, cooking was the most common instance used.  Some 
caregivers would identify their occupation as a task that they could not be distracted from.  
We would clarify that though the occupationi was never a problem, did the child distract 
them from other things?  Was the child’s concerns often on the caregiver’s mind?  Was this 
distracting from other activities? How often? 2.Li tɔinɛtisimnɛ man natɛnrnidibiyɛttimsi'el  Variably well understood on the first go. The 
example was used by Mr. Johnson – if someone tells you something to do will you have 
difficulty remembering it later in the day? 
3. Li tɔinɛtisimnɛ man natɛnr ban yɛlimsi'elnannanna; because of it’s relationand proximity to 
the previous question, this required clarification. The example was if you are talking with 
someone and your child needs you, do you have to respond to the child then ask the person 
what they have just said? 4. Li tɔinɛtisimnɛ man natɛn'ɛstɔ'ɔtɔ;  Required clarification – is it difficult for you to think 
through a problem quickly and clearly to the solution?  What if your child needs you when 
you are trying to think? 5. Li tɔinɛtisimnɛ man natiɛn man tɛn'ɛsidinsi'elnannana; clarification was required: if you 
have gone into a room to pick something, do you forget what you were doing when you get 
into the room? 

 

SƆNSƲG LABAYA 

(li yɛlaanɛ) 
Kpankpan Nwɛnɛkpankpan Sansieba Tu'ombi'el 

Nwɛnɛsangawʋs
a 

1. inwɛnɛsiebapʋgban'ad man yidimyɛlagbinnɛ  in Kusaal, this always required clarification.  
The response indicated that “Yes, people are aware that I have a child with disability.” 
Clarification: We would ask if people knew how the caregiver worried about the child. If 
needed, we would then use caregiver-supplied examples of their worries and ask if people 
know how difficult it was for the caregiver to be worried about these things.  Of special note, 
by this point, it was clear whether the family was being supportive and helping the caregiver 
– which often was not the case. These caregivers, when asked about whether people 
understood something about the family, had a difficult time responding on behalf of the 
family sometimes saying, “How should I know what the other members of my family feel?”  
Also of note, some caregivers felt uncomfortable reporting what anyone other than 
themselves probably felt or understood, meaning these and other questions that ask the 
caregiver to consider what other people know/believe/feel were difficult. 2. Li tɔinɛnɛ man napian' m biigwiim la yɛla   Always required clarification.  Most commonly, 
caregivers would say that people ALWAYS ask them “what is wrong with your child,” so they 
considered that talking with others.  We would clarify by asking whether it is difficult to 
discuss your child’s condition.  If still not well understood, we would ask whether it bothers 
the caregiver when people ask those questions, or when family members talk about the child. 
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3. Li tɔinɛ man nayɛldu'atanɛnɛɛs m biigwiim la yɛla Often required clarification.  Parents 
would say that it is not difficult.  We would then ask when the last time they went to the 
hospital (often for malaria) could they ask doctors why can my child not walk.  How often did 
they want to ask this question but didn’t.  Again the frequency of visiting a health centre 
affected the response, but we weighed the frequency of the problem based on the frequency 
in which it happened relative to the occurrence of the event (ie: everytime i go to the 
hospital, I ask the doctors why my child cannot walk – this is never a problem).  Again, it was 
important that the family is able to discuss their worries rather than simply tell. 
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In the pastONE month, as a result of your child’s health, how much of a problem have you 
had with… 

DAAUŊ (li yɛlaanɛ...) 

 

Kpankpa
n 

Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el Nwɛnɛsangawʋsa 

1. M dauŋanɛ m zi' ye m biig la ti'ebʋg la tʋmbɛ.  Often required clarification:  Do you worry 
that your child’s treatments are not improving the condition?  Sometimes we clarified using 
caregiver-supplied examples of treatments – do you worry that these things you are doing for 
your child are not improving the condition? If still not well understood, especially if a caregiver 
that does not seek treatment for the condition, do you worry that there are not treatments for 
your child’s condition.   2. M dauŋanɛlinɛnadaami m biig la ti'ebʋg la nya'aŋ;  Well understood.  Do you worry about 
the negative effects (in Kusaal, “affects” implies negative. 
3. M dauŋanɛnidibinagɔsidi m biig la bɛllim la si'em.  Somewhat well understood, but the 
response was often “I can’t change what they do, so I do not worry.”  We would clarify 
whether they dislike the way people behave around their child in the market (often pregnant 
women avoid these children and mothers instruct their children to avoid the children.)  
Another common response was “They are always talking about my child.”  This was felt close 
to the intended response, though not directly “reacting,” so we would ask the clarification 
above to determine if the others’ behavior (including talking) bothered the caregiver. 
4. M dauŋanɛ m biig la wiim la nataasninsiebasi'em.  Somewhat well understood, but 
responses also included “how should I know the way my family thinks of my child?”  We would 
clarify whether anyone in the family acts or talks differently because of the child.  Does this 
bother the caregiver? 5. M dauŋanɛ m biig la bɛogyɛla.  Usually well understood.  Sometimes the response was “God 
has given the condition and God can heal the condition, so it is not my worry.”  We would 
clarify, “Do you worry about what will happen to your child?” 
DAAR WƲSA 
TƲƲMA (li yɛlaanɛ...) 

These questions 
being similar, this 
was a difficulty at 
times 

Kpankpa
n 

Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el Nwɛnɛsangawʋsa 

1. Yin tʋʋmazaŋidisaŋanɛpaŋpamm  Clarification 1) Housework = family activities, but 
including the whole family. Again, when the caregiver received no support, answering on  
behalf of the family was difficult.  Second clarification would be farming, which is undertaken 
by a large majority of households in the kusaal region.  Does the family’s obligations and work 
go slower because of caring for the child? 2. Ya'akaenanaae yin tʋʋmaa.  Same as above, same examples and problems but with 
emphasis on TIME 

3. gɛɛnlisbɛnɛnɛfʋnnanaae yin tʋʋma.  Same as above, with emphasis on ENERGY/STRENGTH.  
Caregivers rarely were able to comment on someone else’s level of energy. 

YIN SƲZUOR (li 
yɛlaanɛ...) 

Kpankpa
n 

Nwɛnɛkpankpa
n 

Sansieba Tu'ombi'el Nwɛnɛsangawʋsa 

1. Yidiminapʋsɔnsidnɛtaabaa.  Required clarification often.  “No, we talk about things.” = 
common response.  Do the members of your household interact well?  When you talk about 
the child’s condition, is communication different or difficult?  “We don’t talk about the 
child.”=common response. 
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2. Yidiminamɔrnɔŋgbanwa'arnɛtaaba.  Often this question had been answered previously so 
clarification was offered with the question stem using caregiver-supplied examples.  If 
otherwise needed, we would ask whether there were arguments about the child.  A note here 
pertaining to the remaining questions: women are not supposed to question men in this 
culture.  We would have to clarify if there was “never” a problem because the caregiver was 
not supposed to question the men’s decisions (so therefore no arguing).  We’d then ask if the 
caregiver would have liked to have been part of the decisions, so is that a worry or problem?  
Also of note, Mr. Johnson did especially well with these questions in rarely evoking such a 
biased response of “do not question the men.”   3. Lin natɔi tis yidimnɛ ban nala'asigban'e.  Required clarification in the above instances.  If the 
male/female issue wasn’t the stumbling block and the answer was “never” in a family that the 
caregiver had already reported great conflict, we would ask whether decisions about the 
child’s care or treatment caused difficulty 

4. Lin natɔinɛyidiminanyaŋimaalyɛl  Same as above 

5. Yɛlmugisa bɛɛ yɛltɔɔdinabɛyidimsʋʋgin.  Clarfication could be required as above. But also 
“because of the child’s condition are there bad feelings between members of the household?”  
Usually by this point the caregiver had given ample examples of stress and tension.  So we 
would use caregiver-supplied examples and ask about frequency. 
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Appendix 8: Baseline survey questionnaire   

Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

1 District (tick) 2 Group Name (tick)

1= Agogo CP 6= Dormaa 1= PHC & Physio Unit Agogo 6= PHC & Physio Unit Dorma

2= Bawku CP 7= Duayaw Nkwanta 2= Bawku Physio unit 7= Physio Unit Duayaw Nkwanta

3= Bolga CP 8= Garu-Tempane 3= PHC Bolga 8= Garu

4= Langbensi 9= Sirigu 4= Presby HC Langbensi 9= Afrikids (Sirigu)

5= Dodowa 5= Dodowa

3 Interviewer 1= Sandra 4 Date (Day/Month/Year) _ _/_ _/_ _

2= David

3= Other (specify) _________________ 5 Child's Study ID Number 

6 7

8 What is the CHILD's gender? 1= male Record CHILD's date of birth __ / __ / __

2= female day/ mo/ year

1= confirmed

2= unable

to confirm

note to interviewer: these questions below are about the CAREGIVER for the child

9 Does the person being interviewed (caregiver) live in the same household as the child? 0= NO

1= YES

10 Caregiver's name 11

Kuffour Era (2000+) 1 15 - 20 years

12 Caregiver's gender 1= male voted Pres. Rawlings 2 21 - 25 years

 (observe) 2= female Famine '83 = 32 yrs 3 26 - 30 years

Rawling's coup 1979 = 36 yrs 4 30 - 40 years

Death-Nkrumah ('72) Busia regime ('71) 5 40 - 60 years

alive during the Nkrumah regime 6 61 years and up

13 What is the caregiver's relationship to the child (tick) 1= mother 4= grandparent

2= father 5= sibling

3= step parent 6= relative

7= other (specify)_______

Tick whether you confirmed  child's 

age with some form of identification 

(insurance card, health record, etc)

A. Demographics

Child's Name What is the CHILD's age (in years)

What is the CAREGIVER's age 

(choose one)

Demographics 1
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

"I would now like to ask you some questions about your work"

14 Other than domestic work in the household, have you done any work in the last  month? 0= NO

1= YES

15 What is your occupation; that is, what kind of work do you mainly do? (note: even if not currently employed )

16 1= own/household business 3= household farm owned or rented by household

2= 4= other: specify____

5= N/A: I don't work ANSWER QUESTION 17 if NOT working

17 IF you have NOT WORKED in the past month, what is the main reason? (SELECT ONLY ONE)

1 Student 7 Long illness (>1 month)

2 Childcare/duties/work inside the house 8 I am looking for my first job

3 Too old / retired 9 No jobs opportunities in the area

4 Incapable of working, physically ## Quit/suspended from job

5 Incapable of working, mentally ## Other (specify)

6 Nobody would give me a job because my child is disabled

Marital Status, Literacy and Education

    "Now I would like to ask you a few questions about your living status and education"

18 What is your marital status?

Single - Never married/never living together

19 Have you ever attended school? 0= NO if NO, skip to Q21

1= YES

20 What is the highest level of education you completed?

Tertiary (including job training)

Household Economics

21 Does the caregiver own this home, rent it, or is there some other situation? 1= Owned by caregiver/household

2= rented by caregiver/household

3=  Other(Specify)

22. Tick all objects that the caregiver owns (or the head of household owns)

1 Radio 6 Mattress 11 Computer 16 Motorcycle

2 Clock or watch 7 Cot or Bed 12 DVD/VCD 17 Animal-drawn cart
3 Color TV 8 Table 13 Electric Fan 18 Car/Truck

4 Electricity/Lights 9 Chair 14 Telephone 19 Ownership of livestock

5 Sewing Machine 10 Refrigerator 15 Bicycle

Senior High

Primary (includes KG from 4yrs)

work for a non-household 

member

Junior High

Married or living together

Widowed

Divorced/seperated

If you do work, 

do you: 

Demographics 2
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

B. Household Information

2 Is the caregiver the head of the household? 0= NO

household head must live in household 1= YES if YES, skip to Q6

3 If NO, Who is the HEAD OF HOUSEHOLD? name

NOTE: head of household MUST  live in the household

4 Head of household Gender 1= male

2= female

5 1= mother 4= grandparent
2= father 5= sibling

3= step parent 6= relative

7= OTHER: specify 

Household Information

Observation of Dwelling 

Observation of Dwelling

6 What is the major construction material of the external walls? code _

7 What is the major material of the roof? code _ 

8 What is the primary material of the floor? code _ 

6 7 8

Floor Material Codes
1 1 1

2 2 2

3 3 3

4 4 4

5 5 5

6 6 6

7 7

8 Mud 8

9 9

10 Thatch

9 0= NO

1= YES

10 Where does the child's biologic father live ##

1= NOT in the household 1= Daily 4= Less often than monthly

2= In the household 2= Weekly 5= Never in the last 6 months

3= Father dead 3= Monthly 88=Father dead

99=Not Known 99=Not Known

Wall Material Codes

HOUSEHOLD DEFINITION: living in the household most days for the past 6 months, sharing meals most days the past 6 months 

(ie: eating from the same pot),  

Brick

Concrete
Unbarked brick, 

Adobe

Parquet/linoleum

What is the head of household's 

relationship to the child (tick)

Iron/Tin/Zinc sheeting

Mud

Clay/earthen floor

Other:specify

Asbestos sheets

Metal sheets Wood, Logs

Is the house is one of an extended compound (other family members in 

the compound)

In the last 6 MONTHS, how often has the child's 

biologic father seen him/her (the child)?

(note: make on observation of the building materials of the home and 

record)

Roof Material Codes
Concrete

Tiles/shingles

Bamboo

Canvas, Felt

Other:specifyOther: specify

Thatch

Painted wood

Tile

Concrete

Wood

Unbaked bricks

Household Information 3
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

C. Child's Education

1 0= NO IF NO skip to Q3 and then SKIP REMAINING EDUCATION QUESTIONS

1= YES

2 0= NO

1= YES if yes, skip to Q4

3

1 note: CODED responses

2 If Q1=NO, skip remaining section
3

4

5  (tick ANY     but CIRCLE most important)

6

7

8
9

10 Caregiver assumed disabled child could not attend
11 Recent brief illness

12 Other (specify):

4 0= NO

1= YES if YES, skip Q5

5 If NO, specify the main reason (using Q3's answer choices)
hint, use the answer choices from Q3 above to code this answer

1

2
3
4
5
6
7
8
9

10 Caregiver assumed disabled child could not attend
11 Recent brief illness

12 Other (specify):

6 Has your child ever repeated a class at school? 0= NO

1= YES

7

"Now I would like to ask some questions about your child's 

schooling, and whether your child has been able to go to school."

If your child has never attended or is not currently attending 

school, what are the main reasons? 

Was your child allowed to start school at the time you 

wanted him or her to start?

Does not have assistive device

Lack of money

Don't like school

Family does not allow
No transport

Parent doesn't have enough time

Has your child ever attended 

school? 

Is your child currently enrolled 

in school?  

Please be sure that one answer choice above is CIRCLED to indicate the most 

important reason

&

Education not very useful

Being disabled was refused

Child needs to work

Does not have assistive device

If YES, how many classes has your child repeated?

Lack of money
Child needs to work
Education not very useful

Don't like school
Parent doesn't have enough time
Family does not allow
No transport

Being disabled was refused

Education 4
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

Child's Education

8 What is the highest level of education your child has completed
1 Enrolled in Primary School (not yet completed)

2
3
4

5

99

9 Was/Is your child's school a mainstream/regular school or special school?

1

2

3

SKIP if child is not enrolled or has never been enrolled in school

10 In the last month of school, has your child missed some days? 0= NO If NO, SKIP Remaining Question

1= YES

11 If so, how many days did your child miss? ________ (number of days in missed in LAST MONTH)

12 Is this a typical number of days to miss? 0= NO

1= YES

13 What is the main reason your child missed these days in the last week of school?

1

2

3

4

5

6

7

8

9

10 Caregiver assumed disabled child could not attend

11 Recent brief illness

12 Other (specify):

Tertiary (include job training)

No education

Junior High

hint: if parent can't remember, ask about the last 

week in order to ESTIMATE number of days per 

month missed

Mainstream with special unit

Special school

Mainstream

Primary (including kindergarten)

Senior High

Does not have assistive device

Lack of money

No transport

Child needs to work

Education not very useful

Being disabled was refused

Don't like school

Parent doesn't have enough time

Family does not allow

Education 5
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

D. Cerebral Palsy Knowledge and Diagnosis

"Now I would like to ask you some questions about your child's condition."

1 TICK AND CIRCLE

1 = Perinatal - A problem with/during/just after birth

2 = Trauma/injury before 2 years

CODED 3= Trauma/Injury after 2 years

RESPONSES 4= Child's Illness before 2 years Specify what illness

5= Child's illness after 2 years

6= Mother's illness in pregnancy } Specify what illness

7= Traditional belief (witchcraft, spirit child, curse, etc)

8= 

9= Don't know

2 0= Noticed during pregnancy or just after birth

1= From 6 weeks of age until 1st birthday

2= From 1st birthday until 5th birthday

3= Noticed after 5th birthday

99=Don't know/refused

4 5

circle MAIN but tick ANY

1= village/community health worker or agent

2= hospital

CODED 3= pharmacy

RESPONSES 4= mobile clinic

5= private doctor

6= health centre/post

7= traditional healer

go to Q6 99=DID NOT SEEK CARE SKIP Q5, Answer Q6
8= other, specify

note: please be sure that at least one item above is CIRCLED , indicating the most 

significant cause according to the caregiver

Where have you gone for a diagnosis or advice for your 

child's condition?     

How old was your child 

when you noticed 

something was wrong?

What information were you given about the 

condition?

 (tick all that 

apply) 

CIRCLE ONE

Other (specify)

note: please be sure that at least one item above is 

CIRCLED , indicating the primary place of care according 

to the caregiver

note to interviewer: these responses are CODED, so choose the best response based on how the 

caregiver responds. Do not expect the caregiver to say exactly  the same words as the coded 

answer.

}

&What do you think is the cause of the difficulties your child faces? 

 (tick all that 

apply)        

CIRCLE MAIN 

REASON

Disability Diagnosis CP Knowledge 8
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Enter Child's ID number _ _ Ghana Cerebral Palsy Project 2015

 Questionnaire for Primary Caregivers of Subjects

6 IF you did NOT seek care for your child's condition, please specify the reason why you did NOT SEEK CARE

ONLY IF Q5=99

Financial difficulties CODED RESPONSES

2 = I had difficulty to get food for myself during my stay TICK UP TO THREE RESPONSES

3 = I didn't have money for treatment

4 = I didn't have money for medication/objects

Transport, access difficulties Difficulties at the health service

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

12= there was no available medication
13= there was no service available for my need (condition)
14= I was refused because my child is disabled
15= attitude of medical staff was negative

16= The equipment that they gave is not very useful 
17= there is no female professional

10=I did not have an assistive device (wheelchair, etc) 18 = no difficulty

19 =other, specify ___________________________

"These are questions about your understanding of your child's condition and health."

note: get out 5 item likert card

7 How would you describe your levels of knowledge about your child’s condition?
0= No knowledge

1= A low level of knowledge

2= Some level of knowledge

3= A good level of knowledge

4= I feel I have lots of knowledge

8 How confident do you feel in how best to take care of your child? 
0= No confidence

1= A low level of confidence

2= Some confidence

3= A good level of confidence

4= I feel I have lots of confidence

9 Have you heard of the condition called "cerebral palsy"? 0=NO

1=YES

7= No transport - public transit too difficulty, or refused 

travel on public transport
8= I had difficulty to find someone to go with me 

because nobody had time to take me
9= I did not ask anybody because I felt that it was a 

waste of time

1 = I was refused at the [treatment center] because I had no money 

(or not enough)

11= I did not have the documents required to access health 

services

Disability Diagnosis CP Knowledge 9
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E. General Health Questions

"Now I would like to ask some questions about your child's general health."

1

2

3 0= NO if NO, skip to question 8

1= YES

4 Has your child had three or more seizures in the past year? 0= NO

1= YES

5 Number of seizures in the past year 0= none 3= more than 10

(tick one) 1= 1-2 seizures 4= never had a seizure

2= 3-10 seizures

6 Describe the usual type of seizure (CODED) 0= absence seizure type (staring spells - remains awake)

1= convulsions, limpness, complete loss of consciousness

2= other, or unable to describe/characterize

3= never had seizure

7 Has your child received the diagnosis of EPILEPSY from a healthcare worker (doctor, hospital, pharmacy, etc) 0= NO

1= YES

8 Has your child had any serious  health problems in the last 12 months? 0= NO IF NO, SKIP to Q12
(definition of serious: caregiver felt the child needed treatment) 1= YES

9

10 Where did you seek advice or treatment? (tick ALL that apply)
go to Q11 1

2
3

4

5

6 CIRCLE the most important

7
8

9

9. Accident/Injuries

11. Other (specify)

The responses are CODED, so choose 

the best response based on the 

caregiver's response
7. Vaccine-preventable disease (measles, chickenpox, 

mumps, rubella)

Health centre/post

5. Ear infection/ear or hearing problem

2

2

6. Malnutrition

(ie, the way he or she feels about 

himself or herself and his or her life)

In general, how would you describe your 

child's physical health?

Most of the time, how do you think 

your child feels?

0

0

Tick all that apply

3. Malaria
4. Eye infection/eye problem

1. Severe diarrhea (with dehydration or > 14 days)
2. Acute respiratory tract infection/pneumonia

8. Chronic Illness

Pharmacy

Private doctor

Did not seek advice or treatment

Village/community health worker or agent

Hospital

Other (specify)
&

Traditional Healer

10. Don't know/ no information provided

Mobile clinic

note: These are questions about the CHILD's 

health

The responses are CODED, so choose 

the best response based on the 

caregiver's response

note: if the caregiver lists several, 

asks where they sought advice first

If yes, what type of serious health event(s) or 

problem(s) did your child experience during this 

period? (Tick all that apply)

Very Good

3

GoodPoor

Has your child ever had a seizure, convulsion, or loss 

of consiousness?

ExcellentFair

1 4

431

Child's General Health 12
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Complete only if Q10=1

Financial difficulties 

1 = I was refused at the [treatment center] because I had no money (or not enough)

2 = I had difficulty to get food for myself during my stay

3 = I didn't have money for treatment
4 = I didn't have money for medication/objects

Transport, access difficulties

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= No transport - public transit too difficulty, or refused travel on public transport

9= I did not ask anybody because I felt that it was a waste of time

10=I did not have an assistive device (wheelchair, etc)

CODED RESPONSES Difficulties at the health service

11= I did not have the documents required to access health services

12= there was no available medication

13= there was no service available for my need (condition)

14= I was refused because my child is disabled

15= attitude of medical staff was negative

16= The equipment that they gave is not very useful 

17= there is no female professional

18 = no difficulty

19 =other, specify ___________________________

"Thank you for answering those questions about the last year

These are a few questions about your child's health in just the past TWO weeks."

12 Has your child had diarrhea in the last two weeks? 0= NO

1= YES

13 Has your child been ill with fever at any time in the last two weeks? 0= NO

1= YES

14 Has your child had an illness with a cough at any time in the last two weeks? 0= NO

1= YES

15 Has your child had fast, short, rapid breaths or difficulty breathing at any time in the last 2 weeks? 0= NO

1= YES

8= I had difficulty to find someone to go with me because nobody 

had time to take me

11. If you did not seek/receive advice or treatment, what was the reason?

(3 answers possible)

Child's General Health 13
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F. Eating and Drinking

"I would now like to ask you about how your child eats and drinks, and what that is like for you."

1

2

3

4

5

6

7

8

9

1= faster than other child of the same age

2= the same as other children the same age

3= somewhat longer than other children the same age

4= (more than 1 hour) much longer than other children the same age

10 Is your child growing and putting on weight like other children? 0=

1=

11 If not, what do you believe is the reason your child is not growing and putting on weight like other children?

2
3 4

0 1 2

2
3 4

0 2
3 4

3 4

1 2
3 4

0 1 2

4(ie: do meals take a long time, does the child get upset during meals, do you 

have to force your child to eat?)

How often is it a problem that your child does NOT eat 

the same food as other children the same age?

How often does your child have problems with eating 

and drinking?
Almost Never Sometimes Often Always

3

Never

0 1 2

NO

YES

How often does your child need help with 

feeding?

How often is it a problem that your child is NOT 

eating enough?

How often do you worry about these problems?

How often is it a problem that your child is 

unhappy during mealtimes?

Compared to other children about the same age as (name), how long to typical meals 

require?

0 1 2
3 4

3 4

0 1

How often is it a problem that your child coughs 

or chokes while eating or drinking?

How often does your child have problems wtih 

feeding himself/herself? 0

0

1

1

Eating and Drinking 16
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M. Anthropometry - measurements

"I now need to take measurements of your child to see how they are growing."

"If you have questions during the measurements about your child, please ask me."

note: ask the parent to remove the child's shoes, heavy clothes, and any hair fixtures (ribbons, bows)
note: Record all measurements to the nearest 1 decimal (eg: 54.1)
note: all measurements in centimeters must be completed by both examiners and have a difference of 0.5cm or LESS

REPEAT AS NEEDED until measurements agree
all children will have a measurement of height, weight, head circumference, mid upper arm circumference, and GMFCS

note: both standing height and knee height will use the level, tape measure, and flat piece
recumbant length will use the tape measure and flat piece

these are the guidelines for each child depending on their age

age 0-4 years age 5-18 years
height: recumbant length height: standing height or seated knee height

knee height knee height

tibial length tibial length

weight: standing alone or weight: standing alone or

held by parent held by parent or examiner

head circumference head circumference

MUAC & GMFCS MUAC & GMFCS

HEIGHT

LAYING LENGTH (XX.X cm) STANDING HEIGHT - if possible XX.X cm

for age 0-4 years age 5-18 years

1st examiner cm 2nd examiner cm 1st examiner cm 2nd cm

agreement of 0.5cm or less? agreement of 0.5cm or less?

seated knee height (XX.Xcm) tibial length (XX.Xcm)

1st examiner cm 2nd cm 1st examiner cm 2nd cm

agreement of 0.5cm or less? agreement of 0.5cm or less?

WEIGHT XX.Xkg HEAD CIRCUMFERENCE

standing weight (if child can stand without support) head circ 1st examiner ________(XX.Xcm)

head circ 2nd examiner ________

OR, weigh holding child kg agreement of 0.5cm or less?

weight of parent kg MUAC left  arm ______ (XXX mm)

right arm  _______(only if problems with left)

total weight while parent holding child kg

GMFCS
GMFCS Level

I

II

III

IV

V

please refer to the age appropriate 

GMFCS page and assess the child's 

GMFCS classification level.

you may ask the parent questions and examen the 

child in order to make this assessment

make note of any difficulties with any of 

these measurements

Anthropometry - MEASUREMENTS 18
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K. PEDS QL Family Impact Module

DIRE CTIONS/ Adekyerɛ 

0 if it is never a problem 0      sɛ ɛnnyɛ ɔhaw

1 if it is almost never a problem 1      sɛ ɛnntaa ɛnnyɛ ɔhaw

2 if it is sometimes a problem 2      sɛ ɛyɛ ɔhaw kakra

3 if it is often a problem 3      sɛ ɛtaa yɛ ɔhaw

4 if it is almost always a problem 4      sɛ dabiara ɛyɛ ɔhaw

There are no right or wrong answers.  

     If you do not understand a question, please ask for help.

Physical Functioning Nsɛm a ɛha nipadua….

1. I feel tired during the day

2. I feel tired when I wake up in the morning

3. I feel too tired to do the things I like to do

4. I get headaches

5. I feel physically weak

6. I feel sick to my stomach

Emotional Functioning

1. I feel anxious

2. I feel sad

3. I feel angry

4. I feel frustrated

5. I feel helpless or hopeless

Social Functioning

1. I feel isolated from others

2. I have trouble getting support from others

3. It is hard to find time for social activities

4. I do not have enough energy for social activities

n
e

ve
r

3 4

0 1 2 3 4

0

2 3 4

0 1 2 3 4

2 3 4

In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...
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In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...
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1 2 3 4

0 1 2 3

1 2

In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...

0

0
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Families of children sometimes have special concerns or difficulties because of the child’s health. On the 

following page is a list of things that might be a problem for you. Please tell us how much of a problem 

each one has been f or you during the past ONE month by circling:

Ɛ tɔ dabi a, abusuafo a wɔmowɔ nkora, wɔ nsɛm anara ɔhaw ɛfa abofra ne yareɛ ho. Krataa yi so kyerɛ 

nsɛm a abia ɛhawo. Mepawokyew, kyerɛ sɛdia nsɛm no ahawo bosome bako emu.  Kyerɛ dia ɛfa 

woho.

Bosome bako a etwa mu yi, ɛfa woba  n’eyareɛ ho, sɛn na 

nsɛm a edi so yi ho aha wo ……  

0 1

2 3

0 1

0 1

PEDS QL 19
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I. Rehabilitation

1 = Too expensive 1 = Too expensive

2 = Too far/no transport

3 = Discriminating 3 = Not longer available

4 = Communication bariers 4 = Communication/language barriers

5 = Don't know where to access 5 = Don't know where to access

6 = Service not available 6 = Not really helping me

7= Other (specify)______ 7 = Not satisfied with services

1 = Yes 8= No longer need the service
9=Broken and unable to repair

10=other (specify)
Skip to NEXT SERVICE

0 = No             Q1.5

1 = Yes            Q1.4

1.4 If yes, is your 

child currently 

recieving or using 

it?

1.3 Has your child ever 

recieved this service?

2 = Too far/no transport

up to three responses allowed

1.6 If reported once receiving/using service 

(Yes to Q1.3) but not receiving it now (No 

to Q1.4), ask why is your child no longer 

recieving it?

"I am now going to ask you some questions about some 

services specifically for people with disabilities that you 

may or may not have heard of or have used now or in the 

past"

1.2 Has your child 

ever needed this 

service?

1.1 Have you ever 

heard of this type 

of service?

0 = No          Q1.6       0= No

1.5 If reported needing (Yes to Q1.2) 

but not receiving a service (No to 

Q1.3), ask why has your child not 

recieved it?

1

Skip to NEXT SERVICE

        1= Yes

       0= No

Skip to NEXT SERVICE

        1= Yes

0      1 0      1

0      17 Disability Fund (government assistance)

up to three responses allowed

2

Assistive devices service (e.g. standing 

frames, special chair, Sign language 

interpreter, wheelchair, hearing/visual 

aids, Braille etc.)

0      1 0      1 0      1

0      1 0      1

Medical rehabilitation (e.g. physiotherapy, 

occupational therapy, speech and hearing 

therapy etc)

0      1 0      1 0      1 0      1

REHABILITATION QUESTIONS 26
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L. Young Lives

Parent and Youth report - young lives ladder

Worst Best

1. Where on the ladder do you feel you personally stand at the present time? 1 2 3 4 5 6 7 8 9

2. What would help you move up the ladder?

3. What would cause you to move down the ladder?

skip if already at bottom of ladder

Worst Best
4. Where on the ladder do you think your child stands at the present time? 1 2 3 4 5 6 7 8 9

5. What would help your child to move up the ladder?

6. What would cause your child to move down the ladder?

Now, display the ladder card with 9 steps. Explain that the ninth step, at the very top, represents the best 

possible life for the caregiver and the bottom represents the worst possible life for. Make sure that the 

caregiver understands that the ladder refers to all aspects of his/her life (economic, health, social, 

personal, etc) and that it a subjective measure of how he/she feels about his/her life in general.  It should 

not be confused with a measure of economic wellbeing.

YOUNG LIVES LADDER
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3 District (tick) 4 Group Name (tick)

1= Agogo CP 6= Dormaa 1= PHC & Physio Unit Agogo 6= PHC & Physio Unit Dorma

2= Bawku CP 7= Duayaw Nkwanta 2= Bawku Physio unit 7= Physio Unit Duayaw Nkwanta

3= Bolga CP 8= Garu-Tempane 3= PHC Bolga 8= Garu

4= Langbensi 9= Sirigu 4= Presby HC Langbensi 9= Afrikids (Sirigu)

5= Dodowa 5= Dodowa

Left in these sites for now as wanted to check whether you wanted numbered codes for subsequent sites to stay the same or changed?

B. Childs Information

5 Child's Study ID Number is this OK or does it have to be separate Qs for cases and controls?

for controls write ID number of the matched child

? 6 7

8 What is the CHILD's gender? 1= male Record CHILD's date of birth __ / __ / __

2= female day/ mo/ year

Note to interviewer: these questions below are about the CAREGIVER for the child

9a We conducted an interview about  X (child's name) last year. Can we confirm that we conducted this with you?  

Person interviewed Action for cases what does this mean?

1= Same caregiver as baseline Continue with caregiver questions

2= Different primary caregiver (state reason) Continue with caregiver questions

3= No primary caregiver available Do not ask caregiver questions

9.b If 3(different primary caregiver) then check:

1= Primary caregiver has moved/died

2= Primary caregiver not available today

3= Other (specify)

A. Demographics

Child's Name What is the CHILD's age (in years)

Demographics 1
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C. Child's Education- for children of 3 or 4 years and upwards?  

1 0= NO

1= YES if yes, skip to Q2

2 Has your child been NEWLY enrolled in school in the last year since the start of the training, 

0= NO

1= YES Go to Q3 if YES

3 If yes What is the main reason your child has enrolled in the last year Go to Q4 if No

1= Child has now reached the correct age for enrollment

2= Transport has been provided

3= The school has accepted the child  (tick ANY     but CIRCLE most important)

4= The family now allows the child to attend

5= Caregiver understands the child is capable of attending school
6= The child is now healthy enough to attend school

7= The child has an assistive device to support access

8= Other

If  yes to child has received support please provide summary detail of key support provided

SKIP if child is not enrolled or has never been enrolled in school

For all children enrolled on school

4 In the last month of school, has your child missed some days?

0= NO If NO, SKIP Remaining Question

1= YES

5 If so, how many days did your child miss? ________
(number of days in missed in LAST MONTH)

6 Is this a typical number of days to miss?
0= NO

1= YES

7 What is the main reason your child missed these days in the last week of school?

"Now I would like to ask some questions about your child's schooling, and 

whether your child has been able to go to school since we last spoke"

 Is your child currently enrolled 

in school?  

hint: if parent can't remember, ask about the last 

week in order to ESTIMATE number of days per 

month missed

Education 3
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D. Cerebral Palsy Knowledge and Diagnosis

"Now I would like to ask you some questions about your child's condition."

1 TICK AND CIRCLE

1 = Perinatal - A problem with/during/just after birth

2 = Trauma/injury before 2 years

CODED 3= Trauma/Injury after 2 years
RESPONSES 4= Child's Illness before 2 years Specify what illness

5= Child's illness after 2 years

6= Mother's illness in pregnancy } Specify what illness

7= Traditional belief (witchcraft, spirit child, curse, etc)

8= 

9= Don't know

10=problem to the brain/cerebral palsy does the parent have to use the words "cerebral palsy"? Some of the causes above seem to overlap

"These are questions about your understanding of your child's condition and health."

note: get out 5 item likert card

2 How would you describe your levels of knowledge about your child’s condition?
0= No knowledge

1= A low level of knowledge renumbered show a response scale - ladder

2= Some level of knowledge

3= A good level of knowledge

4= I feel I have lots of knowledge

3 How confident do you feel in how best to take care of your child? 
0= No confidence
1= A low level of confidence

2= Some confidence

3= A good level of confidence

4= I feel I have lots of confidence

4 Have you heard of the condition called "cerebral palsy"? 0=NO

1=YES

note: please be sure that at least one item above is CIRCLED , indicating the most 

significant cause according to the caregiver

show a response  scale -ladder 

Other (specify)

note to interviewer: these responses are CODED, so choose the best response based on how the 

caregiver responds. Do not expect the caregiver to say exactly  the same words as the coded 

answer.

}

&What do you think is the cause of the difficulties your child faces? 

 (tick all that 

apply)        

CIRCLE MAIN 

REASON

Disability Diagnosis CP Knowledge 5
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E. General Health Questions

"Now I would like to ask some questions about your child's general health."

1

2

3 Has your child received the diagnosis of EPILEPSY from a healthcare worker (doctor, hospital, pharmacy, etc) 0= NO

1= YES

4 Has your child ever received mediaction for epilepsy? 0= NO

5 Is your son/daughter receiving medication currently for treatment of epilepsy yes/no (Only ask If diagnosis = YES 1= YES

6 If no what are the main reasons for your child not to be take medication?

1= Lack of financial resources to pay for drugs

2= Drugs have run out at home Ask the Q but not the list of responses - tick whichever one matches best. 

3= Drugs are not available at the local clinic

4= I do not think the medication helps

5= Other 

8 Has your child had any serious  health problems in the last 12 months? 0= NO IF NO, SKIP to Q12
(definition of serious: caregiver felt the child needed treatment) 1= YES

9

ask question but then no further probes

10 Where did you seek advice or treatment? (tick ALL that apply)
go to Q11 1

2
3

4

5

6 CIRCLE the most important

7
8

9

10

note: These are questions about the CHILD's 

health

The responses are CODED, so choose 

the best response based on the 

caregiver's response

note: if the caregiver lists several, 

asks where they sought advice first

If yes, what type of serious health event(s) or 

problem(s) did your child experience during this 

period? (Tick all that apply)

Very Good

3

GoodPoor ExcellentFair

1 4

43

2

2

8. Chronic Illness

Pharmacy

Private doctor

Did not seek advice or treatment

Village/community health worker or agent

Hospital

Other (specify)
&

Traditional Healer

10. Don't know/ no information provided

Nutritionist

Tick all that apply

3. Malaria
4. Eye infection/eye problem

1. Severe diarrhea (with dehydration or > 14 days)
2. Acute respiratory tract infection/pneumonia

(ie, the way he or she feels about 

himself or herself and his or her life)

In general, how would you describe your 

child's physical health?

Most of the time, how do you think 

your child feels?

0

0 1

Health centre/post

5. Ear infection/ear or hearing problem

Mobile clinic

9. Accident/Injuries

11. Other (specify)

6. Malnutrition
The responses are CODED, so choose 

the best response based on the 

caregiver's response
7. Vaccine-preventable disease (measles, chickenpox, 

mumps, rubella)

Child's General Health 7
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Complete only if Q10=1

Financial difficulties 

1 = I was refused at the [treatment center] because I had no money (or not enough)

2 = I had difficulty to get food for myself during my stay

3 = I didn't have money for treatment
4 = I didn't have money for medication/objects

Transport, access difficulties

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= No transport - public transit too difficulty, or refused travel on public transport

9= I did not ask anybody because I felt that it was a waste of time

10=I did not have an assistive device (wheelchair, etc)

CODED RESPONSES Difficulties at the health service

11= I did not have the documents required to access health services

12= there was no available medication

13= there was no service available for my need (condition)

14= I was refused because my child is disabled

15= attitude of medical staff was negative

16= The equipment that they gave is not very useful 

17= there is no female professional

18 = no difficulty

19 =other, specify ___________________________

"Thank you for answering those questions about the last year

These are a few questions about your child's health in just the past TWO weeks." from DHSS survey in Ghana

12 Has your child had diarrhea in the last two weeks? 0= NO

1= YES

13 Has your child been ill with fever at any time in the last two weeks? 0= NO

1= YES

14 Has your child had an illness with a cough at any time in the last two weeks? 0= NO

1= YES

15 Has your child had fast, short, rapid breaths or difficulty breathing at any time in the last 2 weeks? 0= NO

1= YES

8= I had difficulty to find someone to go with me because nobody 

had time to take me

11. If you did not seek/receive advice or treatment, what was the reason?

(3 answers possible)

Child's General Health 8
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F. Eating and Drinking

"I would now like to ask you about how your child eats and drinks, and what that is like for you."

1

2

3

4

5

6

7

8

9

1= faster than other child of the same age

2= the same as other children the same age

3= somewhat longer than other children the same age

4= (more than 1 hour) much longer than other children the same age

10 Is your child growing and putting on weight like other children? 0=

1=

11 If not, what do you believe is the reason your child is not growing and putting on weight like other children?

12. How confident do you feel now about feeding your child? (tick one answer)

0 = No confidence

1 = A low level of confidence

2 = Some level of confidence

3 = A good level of confidence

4 = I feel I have lots of confidence

13. Has your child been referred to see a nutritionist?

0 = NOIF NO, SKIP TO Q21 these are the new Qs from Jackie

 1 = YES

14. Did your child see the nutritionist?

How often is it a problem that your child coughs 

or chokes while eating or drinking?

How often does your child have problems wtih feeding 

himself/herself? 0

0

1

1

NO

YES

How often does your child need help with 

feeding?

How often is it a problem that your child is NOT 

eating enough?

How often do you worry about these problems?

How often is it a problem that your child is 

unhappy during mealtimes?

Compared to other children about the same age as (name), how long do typical meals 

require?

0 1 2
3 4

3 4

0 1

0 1 2

4(ie: do meals take a long time, does the child get upset during meals, do you 

have to force your child to eat?)

How often is it a problem that your child does NOT eat 

the same food as other children the same age?

How often does your child have problems with eating 

and drinking?
Almost Never Sometimes Often Always

3

Never

0 1 2

3 4

1 2
3 4

2
3 4

0 2
3 4

2
3 4

0 1 2

Eating and Drinking 11
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0 = NOIF NO, SKIP TO Q19

 1 = YES

15. If yes, where did you see the nutritionist?Where did your child see the nutritionist? Tick all that apply

1.  At the hospital

2.  At a local community clinic

3.  The nutritionist comes to the house

4.  Other (specify)

16. Have you stopped seeing the nutritionist? (Complete only if Q14=1)

0 = NOIF NO, GO TO Q21

 1 = YES

17. If yes, what was the reason that you stopped seeing the nutritionist? (Ask as an open question, interviewer to code accordingly)

Financial difficulties 

1 = I was refused at the [treatment center] because I had no money (or not enough)

2 = I had difficulty to get food for myself during my stay Tick up to 3 responses

3 = I didn't have money for treatment

4 = I didn't have money for medication/objects

Transport, access difficulties

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= Public transport too difficulty, or refused travel on public transport

8= I had difficulty to find someone to go with me because nobody had time to take me

9= I did not ask anybody because I felt that it was a waste of time

10= I did not have an assistive device to help me with transport (wheelchair, etc)

Difficulties at the health service

11= I did not have the documents required to access health services

12= there was no service available for my need (condition)

13= I was refused because my child is disabled

14= attitude of medical staff was negative

15= The food that they gave is not very useful 

16= The advice that they gave is not very useful

17 = no difficulty

18 =other, specify

Child health

19= My child’s health did not get better

20= My child is better

18. Out of your 3 responses, which one do you feel is the most important? (Write the associated code and answer)

19. If you did not see the nutritionist, what was the reason (Complete only if Q14=0) Tick the 3 main reasons

Financial difficulties 

1 = I was refused at the [treatment center] because I had no money (or not enough) 3 possible main reasons

2 = I had difficulty to get food for myself during my stay

3 = I didn't have money for treatment Circle the most important

4 = I didn't have money for medication/objects

Transport, access difficulties

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= Public transport too difficulty, or refused travel on public transport

8= I had difficulty to find someone to go with me because nobody had time to take me

9= I did not ask anybody because I felt that it was a waste of time

Eating and Drinking 12
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 Questionnaire for Primary Caregivers of Subjects

10= I did not have an assistive device to help me with transport (wheelchair, etc)

Difficulties at the health service

11= I did not have the documents required to access health services

12= there was no service available for my need (condition)

13= I was refused because my child is disabled

14= attitude of medical staff was negative

15= The food that they gave is not very useful 

16= The advice that they gave is not very useful

17 = no difficulty

18 =other, specify

20. Out of your 3 responses, which one do you feel is the most important? (Write the associated code and answer)

21. Do you think that your child needs to see a nutritionist? (ask all participants)

0 = NO

1 = YES

22. What is the reason for your answer? (all participants to answer why they responded yes or no)

23. Has your child admitted to hospital for malnutrition within the last 12 months? amend and tell Jackie

0 = NO

1 = YES

24. How many times has your child been admitted in the last year? (Complete only if Q23=1)

Number of times = 

25. For each time your child was admitted to hospital, how many days did they stay in the hospital? (Complete only if Q23=1)

eg. Admission 1= 2 days, Admission 2 = 10 days

13. Has your child been referred to see a nutritionist?

0 = NOIF NO, SKIP TO Q24 these are the new Qs from Jackie

 1 = YES

14. Did your child see the nutritionist?

0 = NOIF NO, SKIP TO Q16

 1 = YES

15. If yes, where did you see the nutritionist?Tick all that apply

1.  At the hospital

2.  At a local community clinic

3.  The nutritionist comes to the house

4.  Other (specify)

16. If you did not see the nutritionist, what was the reason Complete only if Q13=0

Financial difficulties 

1 = I was refused at the [treatment center] because I had no money (or not enough) 3 possible main reasons

2 = I had difficulty to get food for myself during my stay

3 = I didn't have money for treatment ? Circle the most important

4 = I didn't have money for medication/objects

Eating and Drinking 13
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Transport, access difficulties

5 = there was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= No transport - public transit too difficulty, or refused travel on public transport

9= I did not ask anybody because I felt that it was a waste of time

10= I did not have an assistive device (wheelchair, etc)

Difficulties at the health service

11= I did not have the documents required to access health services

12= there was no available medication

13= there was no service available for my need (condition)

14= I was refused because my child is disabled

15= attitude of medical staff was negative

16= The equipment that they gave is not very useful 

17= there is no female professional

18 = no difficulty

19 =other, specify

20. Have you stopped seeing the nutritionist? (Complete only if Q17=1)

0 = NOIF NO, GO TO Q22

 1 = YES

21. If yes, what were the main reasons that you stopped seeing the nutritionist?

(3 answers possible)Financial difficulties Tick 3 main reasons

1 = I was refused at the [treatment center] because I had no money (or not enough)

2 = I had difficulty to get food for myself during my stay

CODED RESPONSES3 = I didn't have money for treatment

4 = I didn't have money for medication/objects

Transport, access difficulties

5 = There was no available transportation/it's very far away

6 = I had difficulty to find the money for transportation

7= No transport - public transit too difficulty, or refused travel on public transport

9= I did not ask anybody because I felt that it was a waste of time

10= I did not have an assistive device (wheelchair, etc)

Difficulties at the health service

11= I did not have the documents required to access health services

12= There was no available medication

13= There was no service available for my need (condition)

14= I was refused because my child is disabled

15= Attitude of medical staff was negative

16= The equipment that they gave is not very useful 

17= There is no female professional

18 = No difficulty

19 = Other, specify

Child health

20= My child’s health did not get better

21= My child is better

Eating and Drinking 14
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M. Anthropometry - measurements any of these that we shouldn't repeat? Do we repat the GMFC? 

"I now need to take measurements of your child to see how they are growing."

"If you have questions during the measurements about your child, please ask me."

note: ask the parent to remove the child's shoes, heavy clothes, and any hair fixtures (ribbons, bows)
note: Record all measurements to the nearest 1 decimal (eg: 54.1)
note: all measurements in centimeters must be completed by both examiners and have a difference of 0.5cm or LESS

REPEAT AS NEEDED until measurements agree
all children will have a measurement of height, weight, head circumference, mid upper arm circumference, and GMFCS

note: both standing height and knee height will use the level, tape measure, and flat piece
recumbant length will use the tape measure and flat piece

these are the guidelines for each child depending on their age

age 0-4 years age 5-18 years just for children who can stand independently
height: recumbant length height: standing height or seated knee height check with David how he

knee height knee height

tibial length tibial length

weight: standing alone or weight: standing alone or

held by parent held by parent or examiner

head circumference head circumference

MUAC & GMFCS MUAC & GMFCS

HEIGHT

LAYING LENGTH (XX.X cm) STANDING HEIGHT - if possible XX.X cm

for age 0-4 years age 5-18 years

1st examiner cm 2nd examiner cm 1st examiner cm 2nd cm

agreement of 0.5cm or less? agreement of 0.5cm or less?

seated knee height (XX.Xcm) tibial length (XX.Xcm)

1st examiner cm 2nd cm 1st examiner cm 2nd cm

agreement of 0.5cm or less? agreement of 0.5cm or less?

WEIGHT XX.Xkg HEAD CIRCUMFERENCE

standing weight (if child can stand without support) head circ 1st examiner ________(XX.Xcm)

head circ 2nd examiner ________

OR, weigh holding child kg agreement of 0.5cm or less?

weight of parent kg MUAC left  arm ______ (XXX mm)

right arm  _______(only if problems with left)

total weight while parent holding child kg

Anthropometry - MEASUREMENTS 15
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K. PEDS QL Family Impact Module  

0 if it is never a problem 0      sɛ ɛnnyɛ ɔhaw

1 if it is almost never a problem 1      sɛ ɛnntaa ɛnnyɛ ɔhaw

2 if it is sometimes a problem 2      sɛ ɛyɛ ɔhaw kakra

3 if it is often a problem 3      sɛ ɛtaa yɛ ɔhaw

4 if it is almost always a problem 4      sɛ dabiara ɛyɛ ɔhaw

There are no right or wrong answers.  

     If you do not understand a question, please ask for help.

Physical Functioning Nsɛm a ɛha nipadua….

1. I feel tired during the day

2. I feel tired when I wake up in the morning

3. I feel too tired to do the things I like to do

4. I get headaches

5. I feel physically weak

6. I feel sick to my stomach

Emotional Functioning

1. I feel anxious

2. I feel sad

3. I feel angry

4. I feel frustrated

5. I feel helpless or hopeless

Social Functioning

1. I feel isolated from others

2. I have trouble getting support from others

3. It is hard to find time for social activities

4. I do not have enough energy for social activities

Families of children sometimes have special concerns or difficulties because of the child’s health. On the 

following page is a list of things that might be a problem for you. Please tell us how much of a problem 

each one has been f or you during the past ONE month by circling:

Ɛ tɔ dabi a, abusuafo a wɔmowɔ nkora, wɔ nsɛm anara ɔhaw ɛfa abofra ne yareɛ ho. Krataa yi so kyerɛ 

nsɛm a abia ɛhawo. Mepawokyew, kyerɛ sɛdia nsɛm no ahawo bosome bako emu.  Kyerɛ dia ɛfa 

woho.

Bosome bako a etwa mu yi, ɛfa woba  n’eyareɛ ho, sɛn na 

nsɛm a edi so yi ho aha wo ……  
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Cognitive Functioning

1. It is hard for me to keep my attention on things

2. It is hard for me to remember what people tell me

3. It is hard for me to remember what I just heard

4. It is hard for me to think quickly

5. It is hard for me to remember what I was just thinking

Communication Functioning

1. I feel that others do not understand my family's situation

2. It is hard for me to talk about my child's health with others

3. It is hard for me to tell doctors and nurses how I feel

Worry

1. I worry about whether or not my child's medical treatments are working

3. I worry about how others will react to my child's condition

4. I worry about how my child's illness is affecting other family members

5. I worry about my child's future

Daily Activities

1. Family activities taking more time and effort

2. Difficulty finding time to finish household tasks

3. Feeling too tired to finish household tasks

Family Relationships

1. Lack of communication between family members

2. Conflicts between family members

3. Difficulty making decisions together as a family

4. Difficulty solving family problems together

5. Stress or tension between family members

In the past ONE month, as a result of your child's health, how much of a 

problem has your family had with...

In the past ONE month, as a result of your child's health, how much of a 

problem has your family had with...

In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...

In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...

In the past ONE month, as a result of your child's health, how much of a 

problem have you had with...
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Next is a list of things that might be a problem for your family. Please tell us how much 

of a problem each one has been for your family during the past ONE month.

0 1 2 3 4

0 1

2. I worry about the side effects of my child's medications/medical treatments
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I. Rehabilitation

There needs to be a very clear question about the health insurance card -- I think - Check when they received it - if they receuve as RESULT OF THE INTERVENTION?   (quite time consuming?)

1 = Too expensive 1 = Too expensive

2 = Too far/no transport

3 = Discriminating 3 = Not longer available

4 = Communication bariers 4 = Communication/language barriers

5 = Don't know where to access 5 = Don't know where to access

6 = Service not available 6 = Not really helping me

7= Other (specify)______ 7 = Not satisfied with services

1 = Yes 8= No longer need the service
9=Broken and unable to repair

10=other (specify)

0      13 Disability Fund (government assistance)

up to three responses allowed

2

Assistive devices service (e.g. standing 

frames, special chair, Sign language 

interpreter, wheelchair, hearing/visual aids, 

Braille etc.)

0      1 0      1 0      1

0      1 0      1

Medical rehabilitation (e.g. physiotherapy, 

occupational therapy, speech and hearing 

therapy etc)

0      1 0      1 0      1 0      1

1

Skip to NEXT SERVICE

        1= Yes

       0= No

Skip to NEXT SERVICE

        1= Yes

0      1 0      1

Skip to NEXT SERVICE

2 = Too far/no transport

up to three responses allowed

1.6 If reported once receiving/using service 

(Yes to Q1.3) but not receiving it now (No 

to Q1.4), ask why is your child no longer 

recieving it?

"I am now going to ask you some questions about some 

services specifically for people with disabilities that you 

may or may not have heard of or have used now or in the 

past"

1.2 Has your child 

ever needed this 

service?

1.1 Have you ever 

heard of this type 

of service?

0 = No          Q1.6       0= No

1.5 If reported needing (Yes to Q1.2) 

but not receiving a service (No to 

Q1.3), ask why has your child not 

recieved it?

0 = No             Q1.5

1 = Yes            Q1.4

1.4 If yes, is your 

child currently 

recieving or using 

it?

1.3 Has your child ever 

recieved this service?

REHABILITATION QUESTIONS 18
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4 Health Insurance Card 

Request to see the HIC - current and/or old card

0= NO

4. 1 Do you have a current up to date HIC for child X 1= YES

4 HIC card observed by the researcher 0= NO

1= YES

4 Date of card renewal 

4 Did the training project facilitate obtaining  this new HIC card 0= NO

1= YES

5 Date old HIC card expired date

if available not available

If YES: 

REHABILITATION QUESTIONS 19
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"I'm now going to some questions about assistive devices and your child" ? Add in hint with description of assistive devices

Q.1 Does your child have any assistive devices? ? By assistive devices we mean …. 

Yes / No If yes > Q.2 If no > Q.10

Q1.1 Is your child currently waiting for a device?
Q.2 Which ones? 
1= static seat
2= wheelchair
3= walking frame
4= walking stick
5= glasses
6= adapted cutlery
7= toileting aid

8= communication board

9= hearing aid

10= glasses

11= other

Q.3 How satisfied are you with the device?  Very satisfied/ satisfied / neither satisfied nor dissatisfied / dissatisfied / very dissatisfied

(if received more than one device think of the MAIN assistive device you use)

Q.4 Who provided the device? Facilitator /  Rehabilitation Clinic / NGO / Family / other Free text box 

4.1 other : please specify

Q.5 When did you receive the device? Over 12 months ago / 12-6 months ago / 6- 3 months ago / 3-1 month ago / within last month

Q. 6 Does the device need any repairs?  Yes / No If yes > open text box asking for details

Q.7 Were you given any information or help/training on how to use your child’s device?

Complete or full information / Some information / No Information / Don’t know or can’t remember

Q.8 In addition to this device, do you think your child needs any other assistive devices? 

Yes / No If yes > Q.8 If no > Q 12

Q.9 Which ones? 

Then skip to Q.12

1= static seat

2= wheelchair

3= walking frame

4= walking stick

5= glasses

6= adapted cutlery

7= toileting aid

8= communication board

9= hearing aid

10= glasses

11= other

Q.10 Do you think that your child needs any assistive devices? 

Q.11 Which ones? Circle 

1= static seat

2= wheelchair

3= walking frame

4= walking stick

5= glasses

6= adapted cutlery

7= toileting aid

8= communication board

9= hearing aid

10= glasses

11= other

Q.12 Have you made any changes to your home to make things easier for your child?

Yes / No If yes > Q.13 If no ? Q.14

Q.13 What are the two main changes that you have made?

Open text box

Following questions to be answered by the interviewer based on observations and do not have to be asked verbally unless it is not possible to observe

Q.14 What main material is the device made from? 

Paper or cardboard / plastic / metal / wood / mix / other

Q.15 Please complete the following observations of the accessibility of property:

- from road to threshold Level / steps

- door threshold into property Step / ramp / level

- internal floor surface Smooth / steps / rough or uneven Note - you might ask this at the start of the interview

- seating Standard / adapted / none (assessed by asking caregiver to sit the child )

where they normally are in the day after taking the anthropometric measurements
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K. We now want to ask you about the goals which you set for your child at the start of the training last year

(Review the goals set set by parents & facilitators  & select the top 2 priorities (top 2 physically on the list).  

Priority What changes have there been How satisfied are you with the changes

1=No change 1=Not satisfied

2= Some small improvement 2=Fairly satisfied

3=Good Improvement 3= Satisfied

4=Excellent Improvement 4=Very Satisfied

Q1 : Priority 1 (Copy from home information sheet)

Q1 b. List  any challenges which remain with acheiving this goal

Q2: Priority 2 (copy from home information sheet)

Q2 B. Are there any challenges which remain with acheiving this goal

Q3 Are there any other important goals which your child has achieved? (specify)

Make judgement call in piloting phase - may want to drop the "other" Q 3

General observation about how quality of the goal setting and how SMART the goals are (Record on nexus or separately) 
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L. Young Lives

Parent and Youth report - young lives ladder

"This is a question about YOU and then I will ask a question about your child" Worst Best

1. Where on the ladder do you feel you personally stand at the present time? 1 2 3 4 5 6 7 8 9

2. What would help you move up the ladder?

3. What would cause you to move down the ladder?

skip if already at bottom of ladder

Worst Best

4. Where on the ladder do you think your child stands at the present time? 1 2 3 4 5 6 7 8 9

5. What would help your child to move up the ladder?

Now, display the ladder card with 9 steps. Explain that the ninth step, at the very top, represents the best 

possible life for the caregiver and the bottom represents the worst possible life for. Make sure that the 

caregiver understands that the ladder refers to all aspects of his/her life (economic, health, social, 

personal, etc) and that it a subjective measure of how he/she feels about his/her life in general.  It should 

not be confused with a measure of economic wellbeing.

YOUNG LIVES LADDER
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M. Training evaluation questions

We now want to ask a few questions about the training groups that you have attended in the last year

1 The parent group meetings 

Would you recommend this training to other families with CP

If no or not sure, main reason why

If Yes - Q2

2 What did you find most useful in the training? 

1= Meeting other parents with a child with CP at group meetings

2= Learning about what causes your child's condition 

3= Developing new skills for caring for your child e.g. feeding/communication

4= Learning about Disability Rights

5= Gaining confidence in how to look after your child

6= Learning from other parents

7= Learning from the facilitators 

8= Having a home visit

9= Other (specifiy)

2.b Are you continuing to meet up with any  caregivers in the group since completion of the training

1=yes

2=no



298 
 

Appendix 10: Qualitative Interview Guides: Baseline, Mid-term, Endline 

Qualitative baseline-term interview guide: May 2015 

This interview will be in several components: 

Main interview to the primary caregiver  

Second interview to the child if > 8 years (See separate sheet) 

Third interview to another family member as identified by the primary caregiver. 

Introduction: 

Good morning and thank you for your time. I am ___________ I am here today to as part of 

the research study we discussed before and which you kindly agreed to take part in.  Your 

child has been assessed recently by --------------------------------(CBM partner details) and you 

have been asked to join a parent training support group which will start in 

……………………………………   

The purpose of today’s interview is for us to better understand the lives of families of 

children with disabilities, and the support that you have in caring for your child. We will also 

want to talk to  someone else in the family who helps you in caring for their child. We will 

ask you who that is   

Remind them of the issue of confidentiality which is fully explained in the info sheet.  

You can stop me at any time if something is unclear.  If there us anything that you do not 

want to answer then you do not need to. 

Interviewee: 

Code:    District/village name/order of interviews 
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Interviewer: 

Date: 

Site: 

General Observations: 

Where is the child at time of interview, interaction between parent and child, is the child 

playing, and who with. 

Your  family:Can you tell me about your family  

Prompts: Who lives in the house, no of children, (no need for detail as this will be covered 

by the quantitative baseline) who goes out to work, who is the head of the household.  If 

primary caregiver living on her own, explore why that is the case.  

 

Your child with cerebral palsy  

Can you tell me about your son/daughter (child X) and what you know about their 

condition? What do you think caused this condition?  What have you been told about the 

condition? By whom? 

 

Daily life of caregiver and child 

I want to better understand how this condition affects your child by looking at what your 

child does during the day, and what you do during the day? 
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Highlight what kinds of activities she/he (child x) is able to do in the house? E.g. 

Dressing/feeding/washing him/herself, able to help with household chores, school work,  

Could you tell me what she does outside of the house ? able to attend social events e.g. 

attend church, playing with other children? 

Are there any things are more difficult or not possible for your child, that other children of 

the same age do? Or compared to their siblings. Explore why more difficult .What is it that 

makes some of these activities more difficult? (Physical access/about being welcome to 

events/other children do/don’t come to play etc.)  

Is child X going to school? If not explore why not, main reasons? 

Describe the type of things that interfere with your child’s participation in the above- 

mentioned  

Please describe the type of things that help with your child’s participation in the above- 

mentioned activities.   

Networks of support 

We would, like to understand who helps in caring for child X.   

 

Who is doing the main caring (mother /father/siblings) for child X. Is there anyone else who 

helps-– in what way to they help you/your child. Explore the nature of that support.  If 

father isn’t mentioned ask why they are not involved in the caring role. 

Other people who might provide support? Probe for people beyond the immediate family in 

the house? Neighbours? In-laws. Explore the nature of their support?  
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When was the last time you had a problem and you needed some support with. Who did 

you go to for some support?  

Community groups that they belong to, other organisations who are helping them? The 

church? (v imp in Ghana) 

 

Have they joined any support groups for parents with disabilities? Are they aware of any 

such groups?  Do they know of any other children with cerebral palsy in their own 

community? If they have been linked into any such group how has it helped (In theory they 

have been chosen as they have not been a member of such a group) 

 

Exploring attitudes towards disability & levels stigma 

Refer back to the networks diagram and level of support they receive.  

 

If they are getting little support explore why - Why do you think you are getting very little 

support? How do you think other people view your child’s condition? Family 

attitudes/community attitudes?  

 

If getting some support for your child. How do you think other people view your child’s 

condition? Family attitudes- your in-laws/community attitudes?  

 

Understanding access to health and rehabilitation services 
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We also want to understand what health and rehabilitation services you have used. Check 

they understand ‘rehabilitation services’ eg. Seeing a physiotherapist  

 

Are they accessing any rehab services?  Has this helped? Why? Why not? 

 

Has their child received an assistive device – ask to see it if the child is not obviously using it. 

How has it helped  

 

Have they heard of the Disability Fund?  Have they accessed that?  In what way has it 

helped?  

 

Understanding the impact of caring 

Refer back to the daily activities and caring cycle: 

Which part of the day is more enjoyable for her (the caregiver)? Why? And which part of the 

day is more difficult, and why? 

Use the Young Lives LADDER – (we plan to use this in the quantitative with pre-coded 

answers) but good to explore it in the qualitative with small no of families. 
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There are 9 steps on the ladder. The top step represents the best possible life for you and 

the bottom represent s the worst. Where do you feel you are on the ladder at this present 

time?  

What would help you move up the ladder – can be a number of things- explore why 

What would cause you to move down the ladder- can be a number of things – explore why 

 

 n thin  else that we ha en’t    ered ab  t  arin  f r a  hild that     w  ld li e t  add?  
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If time allows: Ask them to show you round the house to look at the environment where the 

child plays, the sanitation facilities – talk as you are going around the house about where 

the child spends most of her time, and other issues which may emerge to provide a more 

rounded view of the context. 

 

Thank you for your time 
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Qualitative mid-term interview guide: Nov 2015 

 

Preparation: 

Check on baseline interview and baseline data in advance of each interview to develop 

specific probes for each family. 

Interview the facilitator about the family 

To take: Copies of photos from the first interviews to give to families 

Check if child has received an assistive device 

Introdu ti ns and   tlinin    r  se  f t da ’s inter iew and  

Observation of any changes in the context since the last visit:  

Where the child is sitting, engaged with an activity -Child able to sit/using an assistive 

device/playing with toys/child looking happy & engaged with an activity 

General health and well-being of the child 

How has X been since our last visit in May? 

What changes has she seen? What has brought about those changes? (links to nutritionist, 

changes in care practice, access to HIC card, access to an assistive device, home visits, 

learning in the group etc) 

What has been the most important change that she has seen? Why important….(e.g. able to 

lie child down and free up time for working)  

Do you think life for your child is getting better?  If so in what way? 
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Do you think you have changed in how you are caring for your child?  How? (Prompts - How 

you position him/her?  Do you think you are more patient? Why?) 

Changes in feeding – what child is fed, how you feed him? Anything which is still difficult? 

Any links in the community – with nutritionist etc. (a particular issue given v high levels of 

malnutrition) 

Any changes in the home environment- interactions with the family -  

 Experience of the parent support groups & home visits (check if they have been regularly 

attending) 

Please tell me about the group that you are going to?  Anything you like about the groups?  

Do you like attending? Any sessions you have particularly liked?  Why? Any difficulties with 

attending? Would it just be easier if you had home visits?  Explore why? 

(Note: parents often talk in very general terms about the sessions, so to be more concrete 

ask about the last session- what if anything they found useful/liked/disliked) 

What have you been learning in the groups –  ask to see the handouts – good to ask if they 

have shared these materials with anyone else in the family 

Relationship with the other caregivers.  Please tell me about the other mothers in the group.  

Did you know any of them before?  Do any of them live locally? Explore if any contact with 

groups members outside of the meetings?  If so, do they meet up between meetings 

What they value from the group? 

If not attending regularly – understanding main reasons for this Tell me about the home 

visits from X 
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Explore ‘added’ benefit of going to the groups vs just home visits 

General health and well-being of the caregiver  

We have been talking a lot about X, now I want to ask you how you are?  

Is life getting any better for you? Or worse?  

(prompt – now able to work, do household chores, less exhausted? emotionally – 

understand more, more worried/less worried? Communication – with other families 

members, get more help from other family members) 

To get a more concrete example – ask about something that has happened to the child 

recently – such as taking to a family event – how did they feel about that 

Wider learning in the family /community 

(How is the learning in the parent groups being translated into changes at home and 

engagement with other family members) 

Do you feel there is greater understanding in the family of your child’s condition?  Why?  

Why not? How do they know this – perhaps a concrete example 

Can you share with me the parent handout – has it been useful to have this? Shared with 

other family members (despite being in English?) have you been able to share any learning 

from the group?  

Greater understanding in the community?  In what way? (huge levels of stigma, beliefs that 

child a spirit child- what can you say to people?  Have you shared any of this information 

with other neighbours etc.) 

Support networks 
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Where do you go to for support if you have a problem about your child – who do you talk 

to? (ask the facilitator, bring problem to group) 

Overall, do you think your life is getting better for you? And your child? What would 

improve the quality of your life more? 

Other: Thank you for your time and for sharing your experience of the training with us.  

Other parents in Ghana will benefit from your stories.  Is there anything else important 

which I haven’t asked you which you want to share with us? 

Endline Qualitative Interview guide: Getting to know CP  

Final 

 

Materials & preparation: 

Preparation: print our interviews and summarise key issues to further explore for each 

individual family based on the last visit. 

Print out pictures from the last visit 

Ask for pictures of each group – print out and use for prompting  

Copy of the ‘ladder’  

A total of 14 interviews 

 

Overall aim: To explore if here have been any changes over the last 6 months 
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How these changes came about (underlying processes and ‘empowerment’ within that 

journey). 

To follow up on some very specific issues since the last visit for each family 

To follow up with secondary caregivers about their perception of any changes 

 

Introductions and   tlinin    r  se  f t da ’s inter iew 

Observation of any changes in the context since the last visit:  

Where the child is sitting, engaged with an activity -child able to sit/using an assistive 

device/playing with toys/child looking happy & engaged with an activity 

 

General health and well-being of the child 

How is (insert child’s name) since I last visited?  

Has anything changed? Explore in concrete terms e.g. Functional changes, what brought 

that about , change in general health of the child, child feeling happier, child able to go to 

school 

For each change – explore further what the caregiver thinks has brought about that change  

Individual factors e.g, change in knowledge/understanding, a change in practice- what was 

it? 

Assistive devices e.g, new chair, different equipment for feeding etc- can I see – how has 

this helped  
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Family level changes: more support in the family, change in attitudes of family- more help in 

the house? 

Wider changes: Referrals and links to other services e.g. access to nutritional 

support/schools. What did that support look like – can you take me through the last time 

e.g. last visit from the community nutritionist. 

Other?  

Livelihoods – last time I saw you explained that you were not able to pay for X ……….you 

were not able to work- has this changed? In what way?  

How do you feel about these changes? 

Insert specific follow up probes for each family which will vary: 

Use of the assistive device- can I see the assistive device-what has it allowed the child to do?  

Support around nutrition- what did that mean – can they take me through the last visit to 

the nutritionist, changes in food, feeding practice 

Child’s  eneral health (physical and emotional)    w has    r  hild’s health been   er the 

last 6 months (from last Christmas)?  If hasn’t been well explore what caregivers did? Use 

of local health services – payment for services?  An up to date health insurance card?  

Most Significant Change. Looking over the changes, which do you think is the Most 

Significant Change for your child?  Why?   For You what has been the most important 

change 

The role of the support group 
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Have a copy of the training manual and pictures of the group and group activities as visual 

prompts. 

Can you tell me what is happening in the pictures- who are the other families in the group, 

what are you doing in this activity? (show 2-3 pictures). 

So can you tell me how your support group works?   Is it still meeting? 

How did you find the group? Good things?  Any sessions you have particularly liked? Didn’t 

like?  

Can you tell if there is anything that you value about the group? Probe around not just 

learning new things and general comments but on the value of being a member with other 

caregivers 

Prompts: Meeting other mums, Being able to share your problems?  

Do you find other mums share their experiences? In what way? Is it just focussing on their 

child?  

Learning from others ?  

Language?  

Would it just be better if you had home visits?  Explore why/why not? 

Joint group activities:  Has your group organised anything together/planning to organise 

something e.g, a Durbar? Community meeting? How has that come about?  How do you feel 

about that? 

If you were to say ONE thing that was of most importance to you from the support group, 

what would it be?  
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If the family was not able to attend regularly?  And if not, why not (will have the attendance 

data so probe on families who missed sessions 

Now that the group has stopped are you in touch with anyone? Plans to stay in touch? If 

not, why not? 

The role of the home visit 

Refer to the parent handouts. 

Reflect back on last visit and whether this material was being shared with other family 

members- have you been sharing it?  Have you had time?  Family members interested?  

What are your views on the home visits – how have they worked? Do they help?  In what 

way? Are other family members involved at all, and if so, in what way?  Has that made any 

difference in terms of caring for child X?  

Changes for you as the caregiver 

We have been talking a lot about X, now I want to ask you how you are?  

Has life changed for you over the last year? If so, in what way?  

Prompts around changes Individual: changes in how you understand things, Family: changes 

in support, wide support group or community support) 

Prompts – now able to work more/less, do household chores, less exhausted? emotionally – 

understand more, more worried/less worried? Communication – with other families 

members, get more help from other family members) 
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To get a more concrete example – ask about something that has happened to the child 

recently – such as taking to a family event – how did they feel about that?  When the child 

started to feed better/attend school?  

Re-visit the Ladder.  A year ago I has his ladder and I ask you to tell me where you thought 

you were on the ladder – can you remember that (explain the ladder exercise again).  

Where do you think you are on the ladder at the moment? Why?  Is that an improvement 

from last year or not? What do you think has helped improve things? What has stopped any 

improvement? Why do you think life has changed/not changed? 

And where would you now put your child on the ladder in terms of the quality of their lives? 

What would improve it further, and why?  What could make it worse, and why?  

Support network? Who do you go to support?  So if you have a problem now with child X 

(for example refer back to an example from the ladder), who  would you go and discuss this 

with?   

In your role as caregiver, What is the Most Significant Change for you over the last year?  

Wider learning in the family /community 

(Exploring here how is the learning in the parent groups being translated into changes at 

home and engagement with other family members) 

Do you feel there is any change in how other family members view your child’s condition?  

Why?  Why not? What does that mean in practice?  Who looks after the child when you 

need to work? How do they know this – perhaps a concrete example 
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Refer to the parent handout – has it been useful to have this? Shared with other family 

members (despite being in English?) have you been able to share any learning from the 

group?  

Greater understanding in the community?  In what way? (huge levels of stigma, beliefs that 

child a spirit child- what can you say to people?  Have you shared any of this information 

with other neighbours etc.) How did this come about? Do you think it’s really making any 

difference? (group activities, role of the facilitator) 

 

Other  

Thank you for your time and for sharing your experience of the training with us.  As we think 

about conducting this training and home visits with other parents, is there anything else 

important which I haven’t asked you which you want to share with us? Other 

recommendations?  
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Appendices Part 2 Supplementary papers 

This second set of appendices consists of four papers: 

• Zuurmond, M., Mahmud, I. & Hartley, S. 2018. Children with cerebral palsy in 

Bangladesh: Their contribution to the development of a rehabilitation training 

programme. Disability, CBR and Inclusive Development, 29, 25-42.2.2 

Zuurmond, M., Mahmud, I., Polack, S. & Evans, J. 2015.  

• Understanding the Lives of Caregivers of Children with Cerebral Palsy in rural 

Bangladesh: Use of Mixed Methods. Disability, CBR & Inclusive Development, 

26, 5-21. 

• Polack, S., Adams, M., O’Banion, D., Baltussen, M., Asante, S., Kerac, M., 

Gladstone, M. & Zuurmond, M. 2018. Children with cerebral palsy in Ghana: 

malnutrition, feeding challenges, and caregiver quality of life. Developmental 

Medicine & Child Neurology, 60, 914-921. 

• Donkor, C. M., Lee, J., Lelijveld, N., Adams, M., Baltussen, M. M., Nyante, G. G., 

Kerac, M., Polack, S. & Zuurmond, M. 2019. Improving nutritional status of 

children with Cerebral palsy: a qualitative study of caregiver experiences and 

community‐based training in Ghana. Food science & nutrition, 7, 35-43. 
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