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Abstract

Cerebral palsy (CP) is a neurodevelopmental condition that has widely variable physical and
non-physical challenges. Children with CP have long-term care requirements that exceed
that of a typical child and, therefore, are more dependent on parents and caregivers for daily
assistance. CP is the most common disability worldwide; yet, there is limited qualitative
research exploring the experiences of parents and caregivers both internationally and in
New Zealand. This research used interpretative descriptive methodology to explore the
experiences and perspectives of parents and caregivers in New Zealand raising a school age
child with CP. The intention of the research is to provide insight into this topic so that key
stakeholders, such as the government, policy makers, and health professionals, can
understand the experience and use it to provide services, supports, and practice changes
that are evidenced based.

Purposive sampling was used to recruit the 15 participants, all of whom were
mothers as they were the only caregiver to respond to the call for volunteers. Semi
structured one on one interviews were conducted in person or via Zoom and transcribed
through a transcription application (transcribe.com). Analysis of the data revealed an
overarching concept of adjusting to a different way of parenting which is made up of three
themes: a difficult start, rowing upstream, and winning but not as expected.

These themes represent the parenting journey that the mothers had taken. A difficult
start covers a very influential time in the mother’s life which often started with a
complicated labour and led to many experiencing a rollercoaster of emotions. For many, this
time in mothers’ lives had a profound effect both on their physical health and their mental
health and well-being. Overwhelmingly, this difficult start required them to adjust to a
different way of parenting than they had envisaged. Rowing upstream represents the work
and worries mothers experienced and reflects how much harder mothers felt it was
parenting their child with CP. It includes the challenges and battles they faced with schools
and government supports. These variables required mothers to adjust to a different way of
parenting than expected. The final theme, winning but not as expected, represents the place
where mothers arrived at in their parenting journey and consists of growth through

gratitude and the discovery of a warm blanket of community support. All these experiences



led to mothers feeling positive about their parenting journey and that they were winning in
life, just in a different way to what they had imagined and expected.

This study highlights a significant gap in qualitative disability research in New Zealand
while also revealing the resilience and strength of mothers and their children as they
navigate the challenges of disability. It has highlighted the inequities in the NZ health and
education systems responsible for providing disability related support and care and
uncovered the trauma mothers have experienced. These are important findings that both
health and education professionals, policy makers, and disability support organisations
should be made aware of. These research findings are intended to be shared widely to

highlight the important issues that they have uncovered with a view to influence change.
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Chapter One. Introduction

Study Overview

This thesis presents an interpretive descriptive (ID) study that explores the experiences and
perspectives of primary caregivers (mothers) raising a school aged child with cerebral palsy
(CP) in New Zealand (NZ). It is based on a series of 15 qualitative interviews. This chapter is
presented in four parts, beginning with an overview of the structure of this thesis. The
second part provides an overview of the study which includes an explanation of what CP is
and how it presents. Part three explains why this research is important and relevant. The
last part concludes the chapter by outlining the main objectives of the study and describing

how it has been designed.

Organisation of Thesis
This thesis is organised into eight chapters.

o Chapter One. Introduction introduces the topic, the aims, and purpose of the
research.

o Chapter Two. Literature Review presents a review of the literature in three parts. It
covers the parents’ experience of raising a child with CP drawing on international
literature, the parents’ experience of raising a child with a disability in NZ, and a
review of the structure and delivery of support services for children living with CP
and their families in NZ.

o Chapter Three. Methodology and Methods, explains the methodology and how the
study has been designed to conduct the research.

o Chapter Four. Introduction to the Findings, describes the study participants and
explains how the findings have been arranged into three distinct overarching
themes.

o Chapter Five. Theme One, contains important contextual information about the
mothers’ difficult start to parenting their child with CP.

o Chapter Six. Theme Two, describes how many mothers felt like they were ‘rowing
upstream’ against the current.

o Chapter Seven. Theme Three, presents the theme of winning but not as expected.



o Chapter Eight. Discussion, brings the themes together, the implications of their
collective meaning, and how they can be used to influence current practice as well

as future research.

Introduction

CP is a complex neurodevelopmental disorder and the leading cause of neurological
impairment and physical disability in children globally (Sadowska et al., 2020; van Eyk et al.,
2023). The underlying pathophysiology are lesions or anomalies to the developing brain that
occur during the pre- or neo-natal period, and which result in a broad range of non-
progressive, yet often evolving, motor impairments (Agarwal & Verma, 2012; Amatya &
Khan, 2011). These motor impairments vary considerably and can manifest as weakness,
spasticity, and poor co-ordination, all which can have a significant impact on a child’s ability
to carry out activities of daily living (Amatya & Khan, 2011). CP is not purely a physical
disability, as is commonly described; it also encapsulates non-physical challenges that
include epilepsy, perceptual disorders, and cognitive challenges which can significantly
impact the life of the child and their family (Agarwal & Verma, 2012; Amatya & Khan, 2011;
Rudebeck, 2020).

Children with CP have long term care requirements that are different to, and often
exceed, the usual needs of typical children. As such, children with CP are dependent on
parents and caregivers (most frequently mothers) for daily assistance (Elangkovan & Shorey,
2020). Many children with CP need help physically due to limitations with limb function
which affects their ability to be independent with activities of daily living such as dressing,
showering, walking, and participating in all aspects of life (Davis et al., 2010; Novak et al.,
2013). Health care requirements and care management of a child with CP is, therefore,
complex and involves a variety of multidisciplinary services within a health and education
framework. Co-ordination of these services, together with advocacy on the behalf of the
child, has a significant impact on both the physical and psychological health of a caregiver

(Dambi & Jelsma, 2014).

The Physical Presentation of Cerebral Palsy
The physical presentation of CP related impairments can vary dramatically from one child to

the next, and is often individually unique (Sadowska et al., 2020). While there are various
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systems for classifying CP, in general, a diagnosis of CP describes the part of the body
affected and the way it is affected. For example, quadriplegia (4 limbs affected), triplegia (3
limbs), diplegia (both legs), and hemiplegia (arm and leg) describe the parts of the body
affected; while hypertonia/hyperkinesis, spasticity, dystonia, athetosis, ataxia or mixed,
describe how that part of the body is affected (Jonsson et al., 2019; Morgan et al., 2021;
Shevell et al., 2009).

Spastic CP, the most common type, is where the muscles in the limbs are stiff and
tight (Blair, 2010). Children presenting with spasticity usually have their diagnosis described
as spastic quadriplegia, spastic diplegia, and so forth (Michael-Asalu et al., 2019). The
physical impairments are commonly further described using a universally recognised Gross
Motor Function Classification System (GMFCS) (Palisano et al., 1997). Palisano et al. (1997)
developed the GMFCS to define the different levels and stages of physical disability
associated with CP. They did this by organising the physical disabilities into five stages from
least severe (GMFCS 1) to most severe (GMFCS 5) (Figure 1). Each GMFCS level presents
with different challenges for the person living with CP. GMFCS 1, the most common
presentation (Blair, 2010), captures people living with CP who are independently
ambulatory but may have some difficulty with speed, balance, and coordination. They might
experience difficulties with everyday activities that require bilateral strength such as using a
knife and fork or getting dressed. In these cases, it can be easy for an untrained eye to not
recognise a person has CP as the condition may be subtle, such as having a slightly weaker
arm or leg. GMFCS 2 presents as limitations with balance and endurance, a person may use
a wheelchair for long distances or handheld supports such as walking sticks. People with
GMFCS 3 often use walking frames for support or wheelchairs for traveling longer distances.
They can sit and transfer with little or no support. Those with GMFCS 4 can sit and transfer
with support, and will rely on a wheelchair with limited self-mobility but may be able to
stand or walk for short distances with assistance (Paulson & Vargus-Adams, 2017). GMFCS 5
reflects people who live with the most significant physical disabilities which include
impairments in all areas of motor function. People classified as GMFCS 5 are unable to
maintain head and neck position and are reliant on others to provide care (Gray et al., 2010;

S. M. Reid et al., 2011).



Figure 1.

The Gross Motor Classification System
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Note. A figure depicting how physical disabilities within cerebral palsy are classified. From What is Cerebral

Palsy?: How is the severity of CP classified? by R. D. Moen (n.d.). (https://www.madeformovement.com/all-

you-need-to-know-about-cerebral-palsy#scroll4). Used with permission from R.D. Moen, Made for Movement.

The Hidden Challenges of Cerebral Palsy

While the GMFCS system is useful in describing physical disability, there is no single
universal measure for indicating the many invisible impairments that may be associated
with CP. While some people with CP may only be challenged by the physical aspects of CP,
others endure the additional impact of cognitive challenges. These can include disorders
such as epilepsy; sensory and perceptual disorders; learning, social, communication,
executive functioning, and behavioural difficulties, all of which can significantly impact on
the life of the child and their family (Agarwal & Verma, 2012; Amatya & Khan, 2011;
Rosenbaum et al., 2007; Rudebeck, 2020). In addition they can present as behavioural
manifestations such as shyness, depression, anxiety, aggression, problems socialising, hyper
activity/inattention, and problems regulating emotions, all of which can lead to high levels
of parental challenges and stress (Al-Dababneh & Al-Zboon, 2018; Brossard-Racine et al.,

2012; Weber et al., 2016).

Early Diagnosis and Intervention

While CP cannot be cured, providing an early diagnosis (preferably before 6-months-old)
allows parents and caregivers to access early interventions which can significantly positively
impact on the quality of life for a child with CP (Morgan et al., 2021). Early intervention can
optimise motor function, maximise neuroplasticity, minimise secondary complications,
prevent deterioration, and improve parent/caregiver well-being (Novak et al., 2017).

Therefore, the earlier the diagnosis is made and intervention received, the better for the
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child and family (Novak et al., 2017). There are a range of early intervention treatments
available to enable children to maximise their function, reduce spasticity, improve
movement, support communication and behavioural skills (Faccioli et al., 2023; Novak et al.,
2020; Sharma et al., 2023). These include specific repetitive exercises and activities that can
be provided by professionals such as physiotherapists, occupational and speech therapists,
and psychologists, along with treatment such as Botox injections and surgery provided by

doctors (Faccioli et al., 2023; Novak et al., 2020; Spittle et al., 2015).

Cerebral Palsy in New Zealand

While data on people living with CP in NZ are limited, it is estimated that around 2 of every
1,000 babies born worldwide will develop CP and around 8,000-10,000 infants will be
diagnosed each year (Oskoui et al., 2013). Based on the 2/1,000 ratio, and the Ministry of
Health (MoH) population data, Research Officer Alexandra Sorhage of the NZCP Register
(NZCPR) calculated that in NZ this equates to 2,490 children aged 19 years and under living
with CP and an estimated 150 new cases being diagnosed each year (personal
communication, August 27, 2021).

In NZ, children diagnosed with CP and their families are provided disability support
though two distinct pathways. One pathway is through Accident Compensation Corporation
(ACC) and the other is through disability support services (DSS). The ACC scheme provides
no fault personal injury (caused by accident) cover for NZ residents and visitors. It includes
support for medical treatment, rehabilitation, loss of income, and other ongoing costs. It is
funded by the Government via taxes where services are purchased directly with (usually
privately funded) health and disability providers (NZ Government, 2017). The DSS pathway
is where CP related care, intervention, and rehabilitation is delivered by the NZ public
healthcare system known as Te Whatu Ora Health NZ (previously District Health Boards)
(Whaikaha Ministry of Disabled People, 2022b). This pathway is funded by the Ministry of
Health (MoH), informed by the Disability Strategy and Action Plan (Office for Disability
Issues, 2016) and provides whatever support and treatment is available within the public
system. These two pathways dictate how treatment and interventions are structured and
delivered to children living with CP and, subsequently, result in significant variation in
service delivery (MoH, 2017; Whaikaha Ministry of Disabled People, 2022a). Research
Officer Alexandra Sorhage of the NZCPR reports that 10% of children living with CP in NZ are
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supported on the ACC pathway (personal communication, August 27, 2021). The remaining
90%, on the DSS pathway, are less likely to receive the care and treatment they need and
are more reliant on their parents’ ability to understand the system, ask the right questions,
and have the financial means to access important non funded treatment (Williams, Alzaher,
et al., 2021; Wynd, 2015). These pathways and the impact on children living with CP will be
explored in greater detail in subsequent chapters.

There is evidence that the DSS pathway in NZ lacks coordination and has
unexplained variations that affect children with CP across the Te Whatu Ora Health NZ
districts (Smith et al., 2022). Those who are eligible to receive ACC funding, however, are
likely to have better health and social outcomes (Bradley, 2022). This has led to a significant
anomaly in the system resulting in the unequal and unfair distribution of resources
depending on whether the aetiology of CP diagnosis has been caused through accident
related injury or illness (Smith et al., 2022). Additionally, there are further inequities for
Maori (NZ’s Indigenous people) and Pacific children (whose families have migrated from the
Pacific Islands and make up 9% of the population), for those who are socio-economically
disadvantaged, and for those with poorer health literacy (Craig et al., 2016; Statistics New
Zealand, 2024; Waitangi Tribunal, 2019). Launched in 2015, the NZCPR collects information
on people living with CP to inform care pathways for prevention, diagnosis, management,
and support. It captures approximately 55% of all children living with CP but only 26% of
Maori children living with CP (Mackey et al., 2022). According to Alexandra Sorhage
(Researcher Officer for the NZCP Register) there are approximately 1,500 Maori people in
NZ living with CP of whom around 400 are 19 years of age or under year (personal
communication, August 27, 2021). Maori children living with CP have a greater level of
disability and are more likely to live in poverty and be admitted to hospital with a
respiratory illness than their non-Maori counterparts (Sorhage et al., 2022). These factors
add further layers of inequity for these children and their families as well as additional stress
when faced with cultural barriers (such as having to access care through a largely
westernised system), financial constraints, potentially lower levels of education, and the
stigma of having a child with a disability.

While CP remains the most common childhood disability, both in NZ and globally,
there is a concerning lack of local research into the experiences of those living with this

condition and how they understand the support available to them. In NZ, not a lot is known
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about the construct of families raising children with disabilities; however, the studies found
echoed international trends reporting that that disability care in NZ (both paid and unpaid)

is predominantly the role of mothers/women (Hitchcock et al., 2020; Tucker, 2004).

Rationale and Significance of the Study

Children with CP often live with impairments that are complex and chronic in nature. These
result in long-term care needs that are different from, and go beyond, the usual
requirements of typical children and result in them being more dependent on
caregivers/parents for daily assistance (Elangkovan & Shorey, 2020). These impairments
have an impact on the functional level and quality of life for the child and, in turn, can result
in a significant physical, financial, and psychological health burden on the family
(Elangkovan & Shorey, 2020). Hence, parents, and primary caregivers of children with CP
often carry considerable multifaceted responsibilities that take time and energy (Chiluba &
Moyo, 2017).

Health care requirements and care management of a child with CP requires
navigation of a variety of multidisciplinary services within both health and education
frameworks (Bourke-Taylor, Cotter, Lalor, et al., 2018; Elangkovan & Shorey, 2020; Hayles et
al., 2015). For example, within health care and education settings families must navigate
and communicate with different medical specialists, physiotherapists, occupational and
speech therapists, along with specially trained teachers and support staff. Co-ordination of
these people and corresponding services, together with advocacy on behalf of the child,
influences both the physical and psychological health of the parent and/or primary caregiver
(Dambi & Jelsma, 2014).

The international literature highlights that it is the mother who often takes on the
role as the primary caregiver and that they experience significant impact on their time,
freedom, and identity (Afonso et al., 2020; Mokhtari & Abootorabi, 2019; Singogo et al.,
2015). They are also required to make adaptions and sacrifices to their lives in order to
provide care for their child which affects their relationships (often marital) and well-being
(Huang et al., 2012; Mokhtari & Abootorabi, 2019; Singogo et al., 2015). Along with mothers
taking on the primary caregiver responsibilities, the literature illustrates that despite CP
being the most common cause of disability in children globally, there are inadequate
supports in place to maximise the child’s potential and quality of life, and that if parents are
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facing challenges, opportunities for the child may be compromised (Elangkovan & Shorey,
2020).

The literature relating to raising a disabled child in NZ echoes that of the
international literature regarding caregivers’ experiences (Gold, 2016; Lee, 2019). That is,
the mother usually assumes the caregiver role and they find the health system
overwhelming, unsupportive, and difficult to navigate (Gold, 2016; Lee, 2019; Williams,
Alzaher, et al., 2021; Zhang & Li, 2021). Mothers experience social, physical, and financial
barriers with impacts on their mental health and well-being (Gold, 2016; Hitchcock et al.,
2020; Williams, Alzaher, et al., 2021; Zhang & Li, 2021). They report feeling lonely and
isolated and identify the importance of receiving support from friends and family which
leads to them feeling better equipped to cope (Tucker, 2004; Zhang & Li, 2021).

While there has been some research conducted relating to parents of disabled
children in NZ, it is unknown how parents and/or primary caregivers specifically describe
their experience of raising a child living with CP in NZ. There is a lack of local research about
the experiences of living with CP; accessing healthcare services, disability supports, and
information; and culturally appropriate care delivery models. Parents’ experience is an
important phenomenon to understand and conducting specific research in this space would
make a significant contribution to understanding their experiences within the NZ context. It
has potential to assist with obtaining a more meaningful picture of what their experience
looks like and, in doing so, create new knowledge that can be used to inform and advance
practice, theory, research, and policy. International literature supports further research,
indicating that for improvements to happen, specific local studies are needed (Afonso et al.,
2020; Hayles et al., 2015). The results of this study will be used to inform whether there is a
need to change societal attitudes on inclusion and acceptance, develop interventions to
support parents and caregivers, and improve strategies for rehabilitation and support for
children living with CP in NZ. Findings will also be used to inform and educate health and
education professionals and services about this important issue. Furthermore, gaining a
deeper understanding of parents’/caregivers’ experiences has the potential to positively
influence the health outcomes and enhance the quality of life for both primary caregivers

and children living with CP.



Study Objectives
The research question for this study is “‘What are the experiences and perspectives of
primary caregivers raising a school-aged child with cerebral palsy (CP) in NZ?’ The research
aim is to explore and understand the lived experiences and perspectives of primary
caregivers in NZ who are raising a school-aged child with CP. The research objectives are:
1. Toinvestigate how primary caregivers perceive, experience, and navigate their
caregiving roles.
2. To explore and identify how disability services influence primary caregivers’
experiences.

Given the limited understanding of the lived experience of raising a child with CP
within NZ, a qualitative methodology was considered the most fitting approach. Thus, this
qualitative study is designed to provide a platform for primary caregivers to share their
stories, be heard, make a meaningful contribution, and have some influence in an area
where they have historically had little or no choice over the way disability services are
offered (Worcester et al., 2008). By capturing these narratives, the research findings are
intended to be useful for informing government bodies, policymakers, health professionals,
and other stakeholders, to foster a more inclusive and responsive support system for
families living with CP in NZ.

The rationale for focusing on the school age range was because support services for
children with CP and their families change once a child turns 5-years-old and starts school.
For example up to age 5, children with developmental delays or disabilities may receive
support from early intervention services (EIS) through the Ministry of Education (MoE),
which includes specialists like speech-language therapists and early intervention teachers
(Whaikaha Ministry of Disabled People, 2024) along with therapist input from the MoH.
Then, once they turn 5-years-old, a large portion of care is transferred from the MoH to the
MoE (MoE, 2021; MoH, 2012). At the other end of the school age perimeter, in NZ, the MoH
does not mandate a specific age for transitioning children from paediatric to adult
healthcare services. However, according to the Starship Children Hospital guidelines
(Starship, 2019b), the process generally begins between ages 12 and 14, with the actual
transfer often occurring around age 16. This timing is influenced by factors such as the
young person’s health stability and readiness for increased responsibility in managing their

care (Starship, 2019b). Some paediatric disability health services might transfer children
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who have been under their care for most of their lives later than this age, due to long
standing relationships and fear that the adult services will not provide the same attention
and care. The Ministry of Social Development (n.d.) supports transition out of school for

children between the ages of 16 and 21 years.

Chapter Summary

This chapter has provided a brief overview of the thesis organisation and an overview of the
study. It has introduced the topic of CP and parenting a child living with CP, and explained
the relevance and importance of the research, as well as the aim of the study.

Chapter Two will be presented in three parts. The first part presents a review of the
current international literature on parenting a child with CP. This is followed by a review of
the NZ literature into parenting a child with a disability. The third part explores the impact
of local policies and legislation on the structure and delivery of support services for children

with CP and their families in NZ.
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Chapter Two. Review of the Literature

This chapter reviews the existing literature surrounding primary caregivers’ experiences of
having a child with CP and how it relates to the NZ context. The literature review is
presented in three parts. The first part describes primary caregivers’ experience of having a
child with CP and draws on the international qualitative literature. The second part, in the
absence of any research from NZ on caregivers’ experience of raising a child with CP,
explores what is known about the experience of parenting a disabled child in NZ. Part three
reviews the policies and legislation that impact the structure and delivery of support
services for children living with CP and their families in NZ. These three separate but
interconnected reviews inform the design of the research. Parts one and three have been
revised, edited, and published in peer reviewed journals (Smith & Blamires, 2022; Smith et
al., 2022). Links to these articles can be found in Appendices A and B.

The first part of this literature review was initially written as a standalone piece.
Subsequently, a decision was made to develop the review into a publishable paperin
collaboration with my academic supervisor. Although the same body of literature was
examined in both versions, the analytical approach adopted for the published paper (Smith
& Blamires, 2022) differed. Specifically, the published version was structured as a systematic
review, incorporating the Preferred Reporting items for Systematic reviews and Meta-
Analyses (PRISMA) framework and the Critical Appraisal Skills Programme (CASP) tooal,
whereas the initial version did not employ these methods. Additionally, while the original
review considered the experiences of parents more broadly, the published paper focused
exclusively on mothers. This refinement in scope was prompted by the identification of an
existing publication (Elangkovan & Shorey, 2020) that addressed the experiences of parents

raising a child with CP.

Part 1. Parents’ Experience of Having a Child with Cerebral Palsy

The birth of a child is commonly a time of great joy and excitement. However, along with
this joy and excitement comes a need for considerable resource, time, responsibility, and
care (Elangkovan & Shorey, 2020; Kurtuncu et al., 2015). While parents are usually well
prepared for the birth of a ‘normal’ baby, having a child who is diagnosed with CP is often

unexpected (Milbrath et al., 2008) and brings with it an additional set of unique stressors

11



and demands because of a vast range of extra needs. These needs commonly cause
additional stress, and emotional and financial burden to parents as they care for a child that
requires lifelong attention and rehabilitation (Elangkovan & Shorey, 2020; Nyante &
Carpenter, 2019; Rentinck et al., 2007).

A review on parenting and caregiver experiences highlighted the complex and
multifaceted reality of caring for a child with CP (Elangkovan & Shorey, 2020). In that review,
mothers made up most of the participant group (184 out of the 226 participants); and,
although the intention was not to focus specifically on the experience of mothers, the
authors acknowledged a dichotomy between the roles of mothers and fathers (Elangkovan
& Shorey, 2020). Other studies have demonstrated that mothers of children with disabilities
experience higher stress than fathers and are at greater risk of anxiety, depression, lower
psychological well-being, and decreased health (Crettenden et al., 2018; Resch et al., 2012;
Rudebeck, 2020). Despite the obvious and evident burden that mothers carry with regard to
looking after a child with CP, it was deemed important to provide a foreground for this study
utilising a broad approach and to consider not only mothers but all caregivers’ experiences.

Once the decision was made to look broadly at all caregivers’ experience,
consideration was given to the types of research the review would include. An initial search
of Google Scholar revealed some articles using qualitative approaches and an abundance of
articles using quantitative approaches. In brief, quantitative research has its roots in
positivism and uses numbers (e.g., percentages or averages) to explain a phenomenon and
make sense of the world. It believes that there is one truth or reality (Claydon, 2015). Many
of the quantitative studies found included those that used standardised quality of life tools
to survey vast numbers of parents. These studies provided generalised information
indicating a significant negative impact on physical, mental, and emotional well-being
amongst mothers of children with CP (Ahmadizadeh et al., 2015; Ones et al., 2005; Strom et
al., 2012). Two of these studies did comparisons with mothers of children who did not have
a disability (Ahmadizadeh et al., 2015; Strom et al., 2012) and the tools used indicated the
mothers of children with CP were significantly worse off and needed more psychological
support and help. For example, Ones et al. (2005) revealed that mothers of children with CP
had a mean score on the Beck Depression Inventory of 18.30 (indicating a higher prevalence

of depression) compared to 7.34 among mothers of non-disabled children.
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Although these quantitative approaches provide important information about
children with CP and their families, they do not allow for the rich meaningful description and
subjective stories that | sought to provide the scaffolding for my research. It was, therefore,
decided to focus more specifically on the qualitative literature. Qualitative research takes
place in a natural setting where data are collected face to face by the researcher themselves
rather than relying on instruments from others (Creswell, 2013). Inquiry is conducted in
such a way as to not disturb the natural phenomenon and multiple forms of data are
generally used including interviews, focus groups, and observations (Creswell, 2013). The
aim is to capture the meaning and experience of the participant and to understand their
reality (Cypress, 2015). This is based on more interpretivism and the notion of multiple
realities within qualitative research, where the existence of something may depend on one’s
perspective, and language is used to explain and make sense of that existence (Claydon,
2015). For these reasons, and in line with the aim of the first review (to understand
individual parents’ experiences more deeply), a qualitative literature review was most

appropriate.

Method

Aim

The aim of this part of the literature review was to explore the subjective experiences and
individual realities of caregivers raising a child with CP. The question that informed this

review was: What are the perception and experiences of caregivers raising a child with CP?

Design

The review was guided by Bettany-Saltikov and McSherry’s (2016) approach to undertaking
a systematic qualitative literature review in nursing. A qualitative synthesis method was
used through which the findings from qualitative studies were aggregated, integrated,
and/or interpreted utilising Braun and Clarke’s (2019) reflective thematic analysis approach.
Braun and Clarke’s (2019, 2022) reflexive thematic analysis is a flexible approach to
analysing qualitative data by identifying, analysing, and interpreting patterns (themes)

within it.
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Inclusion and Exclusion Criteria

Qualitative research studies published in English were used if they reflected the experiences
of parents of school age (5-16 years) children with CP. Studies were excluded if they used
guantitative research, included children with multiple disabilities, focused only on parents
of pre-school aged children or focused on specific aspects of parenting a child with CP for
example articles specifically about home therapy programmes, as | wanted to approach the

topic from a broader lens.

Search Strategy

Electronic databases (Medline via OVID, SCOPUS, Google Scholar, EBSCO Health, and
CINAHL [Cumulative Index to Nursing and Allied Health Literature] via EBSCO) were
systematically searched for qualitative literature in April and May 2021. The search terms
used were participants (parent* or caregiver® or mother* or father* or guardian®),
phenomena of interest (experience* or perception® or attitude* or view* or feeling* or
emotion* or ‘everyday life’ or ‘daily life’ or ‘living with’), and context (Cerebral Palsy or CP).
The search was limited to qualitative studies published in English from 2000 to 2021 that
explored the experience of caregivers of children living with CP between the ages of 5 and
16 years, and that used a qualitative methodological study design. To ensure rigour of the
literature search process?, an Auckland University of Technology (AUT) librarian was
consulted who confirmed that a thorough and comprehensive search had been conducted.

An AUT postgraduate literature review workshop was also attended.

Data Extraction and Analysis

Once the search of the databases was complete and articles that met the criteria were
identified, a data extraction table was created (Table 1). This table included authors,
publication year, country, research aim/question, methodological design and data
collection, sample and sample size, and any relevant findings. While utilising the data

extraction table, data were examined and analysed using Braun and Clarke’s (2012)

1 This search strategy was formulated by Meg Smith and is included in the following publication which can be
found in Appendix A: Smith, M., & Blamires, J. (2022). Mothers’ experience of having a child with cerebral
palsy. A systematic review. Journal of Pediatric Nursing, 64, 64-73. https://doi.org/10.1016/j.pedn.2022.01.014
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approach to thematic analysis as a framework. This process involves six steps: familiarisation
with data, generating initial codes, searching for themes, reviewing themes, defining and
naming themes, and producing the final findings. Reflexivity, or self-awareness, is central to
this approach. Therefore, | continually reflected on my own perspectives and biases

throughout the analysis (Braun & Clarke, 2012, 2019).

Findings
A comprehensive search of the literature resulted in 17 qualitative articles relevant to the
topic of a parent’s experience of raising a child living with CP. Table 1 summarises the

characteristics of the included studies.

The data collection method utilised in the research articles was predominately interviews.
All the articles included the term ‘parents’ to describe their participants as opposed to
caregivers or guardians. Mothers (n=204) were more commonly interviewed than fathers
(n=37). Some articles also included very small numbers of grandparents, carers, or other
family members (e.g., cousins). The literature was not clustered in one region of the world
but spread over 10 countries representing a wide variety of cultures, resources, and wealth.
There were no studies from NZ. The included studies were conducted in Australia (n=3)
(Davis et al., 2010; Davis et al., 2009; Hayles et al., 2015); Brazil (n=2) (Afonso et al., 2020;
Milbrath et al., 2008); Taiwan (n=2) (Huang et al., 2012; Huang et al., 2010); India (n=2)
(Nimbalkar et al., 2014; Vadivelan et al., 2020); Iran (n=2) (Alaee et al., 2014; Mokhtari &
Abootorabi, 2019); Canada (n=2) (A. Reid et al., 2011; Whittingham et al., 2013); and one
each from Zambia (Singogo et al., 2015), Saudi Arabia (Mohamed Madi et al., 2019), Spain
(Fernandez-Alcantara et al., 2015), and Ghana (Nyante & Carpenter, 2019). The studies used
a range of qualitative methodological approaches including hermeneutic phenomenology
(n=3), interpretative descriptive (n=1), grounded theory (n=5), critical ethnography (n=1),

and qualitative descriptive (n=7).
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Table 12.

Characteristics of the Studies Included in the First Review

Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
Afonso, T., da Brazil To explore Semi 13 mothers 1) importance of acquired learning
Costa Silva, S. past demographic 2) the maturation processes
S., & Pontes, experiences inventory, GMFCS 3) the suffering experienced
F. A. R. (2020) and future interviews. 4) the perceptions about happiness and the challenges to be overcome
expectations Grounded theory, Mothers perceived themselves accomplished with the construction of intense
arising from interviews. learning about the care required in CP
mothering a Future — feeling relates to the perception of the child’s lack of adaptive
child with CP. competence
Past — a set of experiences leads to a maturation process which tolerance and
patience are evident.
Alaee, N., Iran To explore the Semi structured 12 mothers Four subcategories in the category of social challenges
Shahboulaghi, needs and interviews. 5 fathers 1) inadequate facilities and services
F. M., challenges of 2) unsupportive interactions
Khankeh, H., parents in 3) limitation of parents’ social relations,
& Mohammad caring and 4) social seclusion of the child and parent
Khan supporting their Three subcategories in the category of psychoemotional challenges
Kermanshabhi, child with CP. 1) intrapersonal conflicts
S. (2014) 2) being worried
3) sense of loneliness
Davis, E., Australia  To explore Grounded theory, 24 mothers 1) no differences in parental QOL among subgroups (i.e., mothers and fathers, age
Shelly, A, impact of caring  semi-structured 13 fathers groups, GMFCS levels)
Waters, E., for a child with interviews. 2) parental QOL ranged across a wide spectrum
Boyd, R., CP: Quality of 3) caring for a child with CP affects a parent’s physical well-being, social well-
Cook, K., life (QOL) for being, freedom and independence, family well-being, and financial stability
Davern, M., & mothers and 4) parents indicated that they often feel unsupported by the services they access
Reddihough, fathers.
D. (2009)

2 This table was formulated by Meg Smith and is included in the following publication: Smith, M., & Blamires, J. (2022). Mothers’ experience of having a child with cerebral
palsy. A systematic review. Journal of Pediatric Nursing, 64, 64-73. https://doi.org/10.1016/j.pedn.2022.01.014 (Appendix A).
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Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
To explore if
impact changes
from childhood
to adolescence.
Davis, E., Australia  To identify Grounded theory, 21 mothers 15 QOL domains were identified including;
Shelly, A, domains of QOL  semi-structured 2 fathers 1) health issues in adolescence
Waters, E., for adolescents interviews. 17 adolescents 2) participation
Mackinnon, with CP from 3) education
A, adolescent and 4) specific CP-related issues (pain and discomfort, communication)
Reddihough, parent 5) family issues practical issues (financial resources)
D., Boyd, R,, perspectives to 6) changes associated with adolescence (sexuality, independence)
Kerr Graham, guide the
H. (2008) development of
an adolescent
version.
Fernandez- Spain To identify Grounded theory, 24 parents Parents experience;
Alcantara, M., feelings of loss semi-structured 15 mothers 1) loss of the ideal child (more complex in the first stage of diagnosis and when CP
Garcia-Caro, in parents of interviews. 9 fathers is more severe), shock, hope, traumatic experience
M. P., Laynez- children with 2) acceptance of child
Rubio, C., infantile CP.
Perez-Marfil,
M. N., Marti-
Garcia, C.,
Benitez-
Feliponi, A.,
Berrocal-
Castellano,
M., & Cruz-
Quintana, F.
(2015)
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Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
Hayles, E., Australia How do parents  Grounded theory, 11 mothers Parents experience health care for their child as a process of
Harvey, D., living in a rural focus group 2 fathers 1) making the most of their body and their life
Plummer, D., area of Australia interview. 2) learning as you go
& Jones, A. experience 3) navigating the systems meeting needs through partnership
(2015) health care for 4) being empowered or disempowered

their children 5) finding a balance

with CP? What Suggestions made on how to modify the system to improve experience.

do parents think

are important

aspects of their

child’s health

care? How do

parents want

their healthcare

needs met?
Huang, Y. P., Taiwan CP: Experiences  Hermeneutic 15 mothers Four shared meanings revealed;
Kellett, U. M., of mothers after phenomenology, 1) feeling out of control and powerless
& St John, W. learning their interviews. 2) mistrusting health professionals
(2010). child's 3) release and confirmation

diagnosis. 4) feeling blame for not following traditional practices
Huang, Y. P., Taiwan To study Hermeneutic 15 mothers Shared meanings revealed four modes of being concerned;
Kellett, U. M., Taiwanese phenomenology, (1) experiencing burden as a sole primary caregiver
& St John, W. mothers’ interviews. (2) managing the challenges by balancing demands
(2011). challenging (3) being marginalised by others

(

experiences
when a disabled
child is born
into their
families in the

4) encountering limited or no professional support
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Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
context of
Chinese culture.
Milbrath, V. Brazil What is the Descriptive 6 mothers Two key themes;
M., Cecagno, adaptive exploratory. 1) experiencing being a woman-mother of a child with CP
D., Soares, D. processes 2) supporting networks necessary to the woman-mother of a child with special
C., Amestoy, S. experienced by needs
C., & Heckler a woman
de Siqueira, H. motivated by
C. (2008). the birth of a
child with CP?
Mohamed Saudi To explore the Critical 6 mothers Three primary themes were identified that specifically influenced and affected the
Madi, S., Arabia perceptions of ethnographic, mothers’ experiences;
Mandy, A., & disability among  focus groups and 1) culture and religion
Aranda, K. Saudi mothers follow-up 2) motherhood and disability
(2019) and to interviews. 3) community stigma and discrimination
understand the
implication of
the meaning for
the mothers of
children with
disability.
Mokhtari, M., Iran Lived Hermeneutic 8 mothers Themes identified;
& Abootorabi, experiences of phenomenology, 1) feelings
F. (2019) mothers of interviews. 2) self-expectation

)
3) levels of relations
4) levels of support
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Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
children with CP Conclusions: Mothers are uncertain about the future. Facilities for rehabilitation
in lran. and treatment (insufficient and inadequate) and levels of satisfaction with caring
systems (dissatisfaction with government agencies/satisfaction with private
treatment centres).
Nimbalkar, S.,  India To explore the Focus groups. 1 grandmother Psychosocial problems experienced by the parents identified as;
Raithatha, S., psychosocial 1 father 1) disturbed social relationships
Shah, R., & problems faced 11 mothers 2) health problems
Panchal, D. A. by the parents 3) financial problems
(2014) of children with 4) moments of happiness
CPin rural and 5) worries about future of the child
urban settings. 6) need for more support services
7) lack of adequate number of trained physiotherapists
Nyante, G. G., Ghana The experience Descriptive 12 carers Two themes;
& Carpenter, of carers of phenomenology, 8 mothers 1) developing personal beliefs to support the caregiving role (3 subthemes)
C. (2019) children with CP semi-structured 1 father 2) demands that shape the experience of caring (3 subthemes)
living in rural interviews. 2 grandmothers
areas of Ghana 1 cousin
who have
received no
rehabilitation
services.
Reid, A., Imrie, Canada If | knew then Interpretive 7 mothers 1) results informed the development of tips for parents and children to enhance
H., Brouwer, what | know description, 2 fathers their family’s experience and interactions with healthcare providers, educators,
E., Clutton, S., now: Parents’ interviews. and others
Evans, J., reflections on 2) parents elaborated upon what was helpful and what could be changed to
Russell, D., & raising a child improve their children’s and family’s experience s through support, advocacy, and
Bartlett, D. with CP. education at different levels
(2011)
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Authors and Country Research Methodological Sample and Findings relevant to the review
year of origin question/aim design and data sample size
published collection
Singogo, C., Zambia Explore the Exploratory, 16 mothers Themes;
Mweshi, M., & challenges interviews. 1) physical challenges
Rhoda, A. experienced by 2) social isolation
(2015) mothers caring 3) perceived causes of CP
for children 4) physical access challenges
with CP in 5) marital problems
Zambia. 6) challenges with the health care system
Vadivelan, K., India To explore the Exploratory, 10 mothers Stressors identified;
Sekar, P., burden of interviews- 1) physical-aches/pains, abusive husband, lack of community support-accessibility
Sruthi, S. S., & caregivers of thematic content barriers
Gopichandran, children with analysis. 2) emotional-guilt blame-emotional abuse-worry
V. (2020) CP: An 3) social-blame, discrimination, lack of inclusive spaces, lack of social support
intersectional groups
analysis of 4) financial-unable to work, lack of job options, insufficient welfare support
gender, 5) informational-lack of knowledge about caregiving options
poverty, stigma,
and public
policy.
Whittingham,  Canada Sorrow, coping Focus groups and 6 mothers 1) some parent found diagnosis distressing while others found it a relief
K., Wee, D., and resiliency: web based cross 2 fathers 2) at times, parents found medical and allied health intervention particularly
Sanders, M. Parents of sectional survey 94 parents challenging
R., & Boyd, R. children with CP (adapted burke completed the 3) authors concluded that the chronic sorrow theory is a useful way of
(2013) share their questionnaireon  survey understanding experiences of parents of children with CP

experiences.

chronic sorrow).

4) parents may experience delayed intense chronic sorrow symptoms following a
triggering event and this is normal
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The total number of parents and caregivers across all studies was 257. The level of
education was often not reported but among those studies that did report on this variable
there was wide variation ranging from no education at all to level one tertiary education.
Some of the studies (Afonso et al., 2020; Davis et al., 2010; Davis et al., 2009; Fernandez-
Alcantara et al., 2015; A. Reid et al., 2011) reported on disability using the GMFCS (Palisano
et al., 1997) as described in Chapter One. This five-level classification system describes the
gross motor function of children and youth with CP based on their self-initiated movement
including sitting, walking, and wheeled mobility. Level one reflects a lower level of physical
disability while the highest level of the GMFCS (five) and is designated for those living with
the most severe mobility issues (McDowell, 2008). In this review, where the study reported
disability status of the child with CP, there was a wide spread of disability with GMFCS scores

ranging from 1 to 5.

Key Themes
The findings from this review are organised into eight themes: coming to terms with CP,
financial challenges, emotional burdens, health and education systems challenges, social
isolation and support, physical challenges, environmental barriers, and spiritual guidance.
The first two themes—coming to terms with CP and financial challenges—represent
parents’ experiences. The second, third, and fourth themes (emotional burdens, healthcare
systems challenges, social isolation and support) reflect the experiences of parents and,
more specifically, the experiences of mothers as the primary caregiver. The last three
themes (physical challenges, environmental barriers, and spiritual guidance) reflect only
mothers’ experiences as that is how it was presented in the literature reviewed.

While some of the studies did include fathers (Alaee et al., 2014; Davis et al., 2010;
Davis et al., 2009; Fernandez-Alcantara et al., 2015; Hayles et al., 2015; Nimbalkar et al.,
2014; Nyante & Carpenter, 2019; A. Reid et al., 2011; Whittingham et al., 2013), all studies
represented mothers either as the majority or exclusively, and provided evidence to

demonstrate that mothers were most commonly the primary caregiver.

Coming to Terms with the Diagnosis of Cerebral Palsy
This first theme presents synthesised findings from 10 of the 17 articles reviewed (Afonso et

al., 2020; Davis et al., 2010; Hayles et al., 2015; Huang et al., 2012; Huang et al., 2010;
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Milbrath et al., 2008; Mokhtari & Abootorabi, 2019; A. Reid et al., 2011; Vadivelan et al.,
2020; Whittingham et al., 2013). Parenting a child with CP is seen as a challenge that has an
additional set of stressors on top of the usual parenting stresses (A. Reid et al., 2011;
Vadivelan et al., 2020). On receiving their child’s diagnosis, families are required to make
swift and unexpected adjustments to their lives and change the way they structure and
organise themselves in order to cater to their child’s higher caregiving demands (Davis et al.,
2010; Milbrath et al., 2008). This unexpected news results in a wide range of emotions being
experienced, including shock, refusal to accept, anger, fear, guilt, worry, and uncertainty
(Fernandez-Alcantara et al., 2015; Huang et al., 2010; Milbrath et al., 2008; Mokhtari &
Abootorabi, 2019; A. Reid et al., 2011; Vadivelan et al., 2020). The magnitude of these
emotions can relate to the severity of the child’s disability (Fernandez-Alcantara et al.,
2015). Parents reported feeling a keen loss for their ideal child (Fernandez-Alcantara et al.,
2015; Huang et al., 2010).

There’s a different kind of grief because you recognise that things are never going to

be the way you planned them to be. And the things that you may have planned for

you and your spouse are no longer going to be that way either. (Parent of Greta,

cited in A. Reid et al., 2011, p. 174)

However, not all the literature reviewed reported on negative and challenging
perspectives, with some conveying positive experiences (Davis et al., 2009; Hayles et al.,
2015; Mokhtari & Abootorabi, 2019). The presence of both good social support and
relationships with health professionals was highlighted as an important influencing factor
for adjusting and coping with the diagnosis of CP (Hayles et al., 2015; Huang et al., 2012;
Huang et al., 2010; Mokhtari & Abootorabi, 2019; A. Reid et al., 2011; Whittingham et al.,
2013). Hayles et al. (2015) reported that parents found a balance through a process of
“continuous evaluation, prioritisation and management of the needs of a child with CP in
the context of all the other challenges” (p. 1147) in their life. This is influenced by parents’
understanding of the challenges faced and the impact on the whole family (Hayles et al.,
2015). Studies reveal that health professionals must be equipped to provide parents with
emotional support and information when they are informed of the diagnosis and
throughout the child’s upbringing so that the parent is able to work though inevitable
obstacles related to their child’s disability (Fernandez-Alcantara et al., 2015; Huang et al.,

2010; Whittingham et al., 2013). Family adaption and the child’s inclusion within society are
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identified as important and the adaptive aspects depend on the characteristics of the

parent, the disability, and existing resources (Afonso et al., 2020).

Financial Challenges

Financial demands related to raising a child with CP was a significant cause of stress and
pressure for parents in India, Ghana, Iran, and Australia (Alaee et al., 2014; Davis et al.,
2010; Nimbalkar et al., 2014; Vadivelan et al., 2020). Parents in these counties reported
heavy health related expenses which they were required to self-fund (Alaee et al., 2014;
Davis et al., 2010; Nimbalkar et al., 2014; Vadivelan et al., 2020). These costs included
privately funded equipment and therapy, doctors’ appointments, medications, spiritual
interventions, and transport to attend appointments (Nimbalkar et al., 2014). Mothers, in
particular, reported having to make significant sacrifices in order to be able to meet these
financial needs (Nimbalkar et al., 2014). “We might eat less but we shall fulfil all that is
required by him” (Nimbalkar et al., 2014, p. 3). Sometimes such sacrifice resulted in mothers
having to leave paid employment so they could adequately care for their child and attend
day time hospital appointments which impacted negatively both the family’s finances as

well as their own identity (Davis et al., 2010; Nimbalkar et al., 2014).

Emotional Burden

This theme first highlights the emotional burden of parents raising a child with CP, followed
by the specific emotional burdens that mothers experienced as the primary caregiver of
their child. It was evident from the literature that parents carry a significant emotional
burden and experience a high level of stress due to the constant and continuous work
involved with caring for their child with CP which, in turn, affects their well-being (Davis et
al., 2009; Nimbalkar et al., 2014). Parents who experience stress report that it has a negative
impact on all aspects of their lives (Alaee et al., 2014; Davis et al., 2010; Davis et al., 2009;
Nimbalkar et al., 2014). Parents can experience negative emotions such as anger, tiredness,
frustration, grief, and a sense of sadness for the lost parenting opportunities and idealised
child. Parents worried about the uncertainty of the future and who would take care of their
child in their absence but were resigned to accepting they had no control over this

(Nimbalkar et al., 2014; Whittingham et al., 2013).
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He’s getting bigger, he’s getting heavier. What’s going to happen when he leaves

school? What role is my five-year-old going to inherit at some point with his brother?

| can’t help but worry about those things. (Whittingham et al., 2013, p. 1450)

They reported feelings of helplessness when they did not see improvements in their
child; for example, achieving milestones (Nimbalkar et al., 2014). At other times parents
reported feeling positive and satisfied with their child’s learning and achievements, and
enjoyed celebrating their child milestones and the mastering of new skills (Davis et al., 2009;
Nimbalkar et al., 2014). Australian parents said they felt inspired by their children and
admired the resilience and courage they showed (Davis et al., 2009).

The literature did provide some advice for emotionally burdened parents and others
in their lives. For example, A. Reid et al. (2011) recommended parents prioritise self-care to
ensure they had the internal resources and capacity to provide the care required for their
child. While Whittingham et al. (2013) proposed the use of positivity and internal
management skills as effective coping strategies for parents which included being proactive
with asking for help from professionals with developing goals and plans. Whittingham et al.
also highlighted that health professionals should be aware that parents can feel intense
grief and sorrow at any time during their journey which may trigger these strong emotions.

Overwhelmingly, the literature highlights how it is most often the mother who takes
on the majority of the caregiving responsibility of the child, equating to a heavy burden
(Huang et al., 2012; Milbrath et al., 2008; Vadivelan et al., 2020). Mothers will experience
the most change and, therefore, have the biggest alteration to their daily lifestyle as well as
biggest sacrifices to accommodate the needs of her child (Davis et al., 2010; Milbrath et al.,
2008). Thus, mothers are also the family member who experience the most diverse range of
emotions (Davis et al., 2010; Hayles et al., 2015; Mohamed Madi et al., 2019; Mokhtari &
Abootorabi, 2019; Nimbalkar et al., 2014; Nyante & Carpenter, 2019; Singogo et al., 2015;
Vadivelan et al., 2020). Mothers from Iran and Australia reported feelings of happiness, joy,
and satisfaction (Davis et al., 2010; Hayles et al., 2015; Mokhtari & Abootorabi, 2019); while
mothers from Ghana, Iran, Brazil, India, Saudi Arabia, and Taiwan reported feeling apathy,
sadness, grief, self-blame, shame, guilt, regret, and stress. These feelings often evolved from
feelings of humiliation and a personal failure that came from not delivering a ‘healthy baby’
and the belief that this misfortune was a punishment from God (Milbrath et al., 2008;
Mohamed Madi et al., 2019; Mokhtari & Abootorabi, 2019; Nimbalkar et al., 2014; Nyante &
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Carpenter, 2019; Singogo et al., 2015; Vadivelan et al., 2020). These mothers felt blamed for
their child’s CP and experienced negative attitudes from their husbands, family, friends,
people within their communities, and health professionals, which affected their ability to
accept the CP diagnosis (Huang et al., 2010; Milbrath et al., 2008; Mohamed Madi et al.,
2019; Mokhtari & Abootorabi, 2019; Nyante & Carpenter, 2019; Vadivelan et al., 2020).

My mother-in-law blamed me for not having a healthy child. Society blames the

mother. In the beginning my mother and my aunt told me to admit him to a disabled

centre and to leave him till he became independent, but | refused. (M6, cited in

Mohamed Madi et al., 2019, p. 7)

Mothers from Ghana, Saudi Arabia, and Taiwan also experienced negative societal
attitudes with their children being labelled as animals, seen as incomplete, or regarded as a
disruption to ancestry, which was described as bringing shame and disgrace to a family
(Huang et al., 2012; Mohamed Madi et al., 2019; Nyante & Carpenter, 2019). In these
situations, mothers often rejected the diagnosis of CP, choosing instead a more acceptable
term such as brain atrophy and preferring to believe that their child would ‘catch up’
(Mohamed Madi et al., 2019). Milbrath et al. (2008) reported that these feelings of guilt led
mothers to fully dedicating their life to caring for their child.

Mothers reported marital problems such as frequent fighting with their husband
(due to the husband’s family interfering or blaming each other for their child’s CP), the
husband becoming an alcoholic, the mother being a victim of domestic abuse or being
rejected by her husband (Mohamed Madi et al., 2019; Mokhtari & Abootorabi, 2019; Nyante
& Carpenter, 2019; Singogo et al., 2015; Vadivelan et al., 2020). In these studies, the
husband often left to start a new family elsewhere (Milbrath et al., 2008; Singogo et al.,
2015; Vadivelan et al., 2020). In contrast, studies from India and Brazil revealed that married
life had not been significantly impacted for mothers, with mothers from Brazil feeling
supported to care for their child by their husband, family, friends, and members of the
community (Milbrath et al., 2008; Nimbalkar et al., 2014). However, mothers in Taiwan felt
pressured by their husbands to have a ‘normal’ son so they could regain their reputation
(Huang et al., 2012).

In addition to feeling complex internal emotions regarding their child with CP,
Taiwanese and Indian mothers also reported that they felt stressed and sorry for their other

children who were frequently expected to help with caregiving of their sibling with CP, as
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well as taking on more responsibility around the house while not receiving as much parental
attention (Huang et al., 2012; Nimbalkar et al., 2014; Vadivelan et al., 2020). Indian mothers
felt this stress more acutely when the healthy sibling reacted in a jealous and angry way to

the situation (Nimbalkar et al., 2014; Vadivelan et al., 2020).

Health and Education System Challenges

Health and education system challenges were experienced broadly by parents across the
studies and more acutely by mothers. Parents from Canada, Ghana, Iran, and Australia
found the health system difficult to navigate and were unsatisfied with support they
received (Alaee et al., 2014; Hayles et al., 2015; Nyante & Carpenter, 2019; A. Reid et al.,
2011). One study reported that this difficulty was due to the complex nature of a “multitude
of systems with different, eligibility, accessibility, availability, policies, procedures and
funding that needs to be navigated” (Hayles et al., 2015, p. 1144).

We don’t know who to approach to get the care that we’re requiring. It all comes

from us and we don’t know what exactly we need. And how long to wait before we

should be getting some direction on what we should be doing... It’s really difficult.

(Hayles et al., 2015, p. 1145)

Hayles et al. (2015) discovered that the more parents knew about their child’s needs
and the services available, the easier it was to find them appropriate care and learn more
about their needs and vice versa. Parents of children that were less physically disabled
reported that their children had even less access to services because they were not
considered a priority (Hayles et al., 2015; A. Reid et al., 2011). Several studies revealed that
parents were frustrated with receiving inaccurate, insufficient, and inconsistent information,
and wanted improved access to services (Alaee et al., 2014; Hayles et al., 2015; Nyante &
Carpenter, 2019; A. Reid et al., 2011). For example, they reported receiving information ‘by
chance’ from health professionals and that they had to be proactive and work hard to get
their child access to the care they felt they needed (Davis et al., 2010; Hayles et al., 2015;
Nyante & Carpenter, 2019; A. Reid et al., 2011). They also wanted health professionals to be
more honest with them, give accurate and individualised information, develop a plan of
care, and treat them as an equal team member (Hayles et al., 2015; Whittingham et al.,

2013).
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Parents reported that inadequate information and support led to difficulties with
balancing the needs of the child and the family. They realised that their ability to meet their
child’s needs was dependent on them competently managing these multiple needs, and
good working relationships with health professionals and health services. When this did not
happen, parents felt unheard, disempowered, and dissatisfied (Hayles et al., 2015; Huang et
al., 2012). Hayles et al. (2015) found that regardless of their child’s age or level of disability,
parents had to deal with an ongoing cycle of evolving needs. Each healthcare interaction
was a cumulative effect of their subsequent experiences which resulted in a ‘learning as you
go’ situation. Parents’ learning happened in two ways, through receiving information and
through experience.

With regards to mothers’ experience of healthcare systems, the literature uncovered
that Iranian, Indian, and Taiwanese mothers found government rehabilitation facilities and
disability services (including obtaining information specific to their child) to be insufficient
and inadequate. As a result, many lost trust and faith in the public system and turned to
private facilities (Alaee et al., 2014; Huang et al., 2012; Mokhtari & Abootorabi, 2019;
Nimbalkar et al., 2014; Vadivelan et al., 2020). Mothers in Zambia and Taiwan found the
health system challenging because of the negative attitude of health professionals (who
lacked empathy and willingness to communicate), a lack of provision of assistive devices,
and lack of help with transport to and from appointments (Huang et al., 2012; Singogo et al.,
2015). Taiwanese mothers reported they did not feel listened to which left them feeling
confused, angry, and disempowered. In the Chinese culture, mothers are expected to be
subservient and compliant, and doctors do not acknowledge the significance of the parent’s
experience or knowledge (Huang et al., 2012). Mothers in Brazil said better treatment for
their children was needed (Alfonso et al., 2020).

Three studies (from India, Brazil and Taiwan) reported that mothers felt there was a
lack of appropriate education and training facilities for their children (Afonso et al., 2020;
Huang et al., 2012; Nimbalkar et al., 2014). Taiwanese mothers reported feeling powerless
and worried about the lack of a disability friendly environment at school for their children

(Huang et al., 2012).
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Social Isolation and Support

The literature uncovered both positive and negative experiences with regards to social
support for parents who reported being affected by the loss of friendship with friends not
understanding the situation (Nimbalkar et al., 2014; Whittingham et al., 2013).

People constantly surprise me... when (my child with CP) was born prematurely, my

best friend drifted away. On my assessment, she couldn’t cope with the

disappointment of me not having the pregnancy and the child that she wanted me to
have. And so she just drifted away because there was no connection anymore, that

was a total surprise. (Mother, cited in Whittingham et al., 2013, pp. 1450-1451)

Parents from Canada and Australia embraced the opportunity for social support and
built informal networks with like-minded parents, describing them as a positive and
powerful place where they could seek support, share information, solve problems, and
receive guidance (Hayles et al., 2015; A. Reid et al., 2011).

There’d be a group of parents sitting on the side and we’d start talking, “oh did you

hear about this?” Or “Did you know that you could do that?” we teach each other

because nobody’s teaching us. (Hayles et al., 2015, p. 1144)

Conversely, parents in Iran reported feeling a lack of social support networks and a
range of challenges including a lack of public awareness and social stigma, isolation, stress,
and worry (Alaee et al., 2014). The literature revealed mothers from Zambia, Ghana, India,
Iran, Saudi Arabia, and Australia reported feeling unsupported by key people, socially
rejected, discriminated against, isolated, and experienced difficulties in maintaining their
own interests and social connections (Davis et al., 2009; Mokhtari & Abootorabi, 2019;
Nimbalkar et al., 2014; Nyante & Carpenter, 2019; Singogo et al., 2015; Vadivelan et al.,
2020).

| have not had so much contact with my friends and neighbours as | stay indoors

with my child most of the time. | am afraid of being laughed at or other people not

accepting my child the way she is, it would hurt. | also don’t want anyone to blame

me for the condition. (M15, cited in Singogo et al., 2015, p. 3)

Mothers reported feeling as though their lives had become very different since
having their child with CP. They found when socialising they could only make depressing
contributions to conversations which, ultimately, resulted in them either withdrawing

socially or limiting their socialising to a few close family members (usually their own
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mothers or other female family members) and/or other mothers of children with CP (if they
knew any) with whom they could feel safe and supported (Davis et al., 2010; Mokhtari &
Abootorabi, 2019; Nimbalkar et al., 2014; Singogo et al., 2015). Mothers reported having a
reduced ability to participate in social gatherings that required leaving their house (including
attending important events such as weddings). Instead, guests were invited to their home
and conversations occurred around the child’s therapy and cares being carried out
(Nimbalkar et al., 2014). Mothers in Saudi Arabia stopped going out of their house to avoid
public discrimination (Mohamed Madi et al., 2019). Mothers found it hard to go on holidays
and felt like they had lost some of their previous freedom (Davis et al., 2009). Many mothers
longed for the resumption of their previous lives that they viewed as a lost period due to
caring for their child with CP (Alfonso et al., 2020).

Many mothers did not know where to go for support or information and they
overwhelmingly lacked knowledge as to what CP was and how to care for a child with CP
(Nyante & Carpenter, 2019; Vadivelan et al., 2020). In all countries there was widespread
ignorance about CP. Overall, the consistent lack of understanding and support from friends
and families and government services, came out as a major cause of both psychological and
physical stress for mothers who felt alone and solely responsible for meeting all aspects of
their child’s needs (Mokhtari & Abootorabi, 2019; Vadivelan et al., 2020). Social networks
play a crucial role in supporting mothers with their ability to cope and adapt, and are also
beneficial to other family members (Afonso et al., 2020; Milbrath et al., 2008; A. Reid et al.,
2011). Some mothers, for example those from Taiwan (in accordance with their Chinese
culture), are taught that it is not acceptable to ask for help or to complain about their
situation. They are expected to ensure they maintain harmony within the family unit as it is
deemed more important than serving their individual needs (Huang et al., 2012). This

expectation creates a culture where mothers are often afraid to ask for support.

Mothers’ Physical Challenges

Mothers in Zambia, Ghana, Iran, India, and Australia suffered significant physical ailments
related to caring for their child with CP, such as shoulder and back pain as well as
generalised body aches (Nimbalkar et al., 2014; Vadivelan et al., 2020). These were reported
to be a direct result of activities such as lifting, carrying, and physically caring for their child

(Mokhtari & Abootorabi, 2019; Nimbalkar et al., 2014; Nyante & Carpenter, 2019; A. Reid et
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al., 2011; Singogo et al., 2015; Vadivelan et al., 2020). Mothers in India reported walking
long distances, carrying their child to and from appointments as they did not have a vehicle
(Nimbalkar et al., 2014). The lack of access to equipment, such as hoists and wheelchairs,
was commonly reported in Zambia, Ghana, and Iran, creating more physical demands for
these mothers and reducing their quality of life (Mokhtari & Abootorabi, 2019; Nyante &
Carpenter, 2019; Singogo et al., 2015). Other tasks, such as changing nappies, bathing, and
dressing children who had spasticity and musculoskeletal issues became increasingly more
demanding as the child grew bigger and heavier, and required mothers to be physically
strong (Davis et al., 2010; Nyante & Carpenter, 2019; Vadivelan et al., 2020).

Sometimes when | am bathing her, she would be struggling with me. She is now

stronger than | am. If she is doing something and | tell her not to do it, she can

struggle with me until we both fall (Nyante & Carpenter, 2019, p. 819).

Mothers’ Environmental Barriers
Mothers in Taiwan, Saudi Arabia, India, and Zambia reported environmental barriers that
inhibited their child’s ability to be an active participant in their community (Huang et al.,
2011; Mohamed Madi et al., 2019; Singogo et al., 2015; Vadivelan et al., 2020). Barriers
included poor design of public facilities such as a lack of ramps, lifts, and sidewalks; lack of
inclusive spaces and disability friendly transport (Huang et al., 2012; Mohamed Madi et al.,
2019; Singogo et al., 2015; Vadivelan et al., 2020).
When we go to town, it is a problem as most shops do not have ramps for
wheelchairs. Hardly any of the lifts on the tall buildings work. That is the same at the
big hospitals. The lifts don’t work most of the time. (M1, cited in Singogo et al., 2015,
p. 4)
These barriers, which left mothers feeling angry and frustrated, were cited as a key driver in
creating isolation and segregation (Huang et al., 2012; Mohamed Madi et al., 2019) and led

to children having limited involvement in activities outside the home and in society.

Mothers’ Spiritual Guidance
In the absence of information about CP, mothers in Brazil, India, Ghana, and Saudi Arabia
looked for answers and meaning to their situation through spiritual and religious support.

This helped them cope with the demands of caring for their child, process negative
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emotions, and make sense of why their child had CP (Mohamed Madi et al., 2019;
Nimbalkar et al., 2014; Nyante & Carpenter, 2019). Some mothers attributed their child’s CP
to divine intervention, perceiving it as an act of God. They sought divine guidance from
influential community religious leaders in achieving developmental milestones. Others
experienced conflicting messages; while some were encouraged to accept CP as part of
God’s plan, with hopes for their child’s potential future significance, others encountered
beliefs framing CP as a misfortune or curse, attributed to an ‘evil eye’ cast upon the child
(Mohamed Madi et al., 2019; Nyante & Carpenter, 2019).

| understand it (caring) in the sense that the bible has told us that when we give birth

and we do not cater for the child it is a curse, that being responsible for the child’s

needs attracts Gods blessings. (Nyante & Carpenter, 2019, p. 819)

Discussion of Part 1: Parents’ Experience of Having a Child with Cerebral Palsy

CP is the most common cause of physical disability and neurological impairment in children
in the world. Considering this fact, it is surprising that there is such a limited amount of
gualitative research studying the experience of parents. The 17 studies, across 10 countries
over 13 years, described a wide variation in both wealth and culture; however, there were
consistent themes and similar experiences reported. This is particularly the case with
regards to emotional burden, navigating health care systems, and experiencing social

isolation and changes to support networks.

Emotional Burden

A child living with CP is more physically and psychosocially vulnerable than their neuro
typical peers. As a result, parents (particularly mothers) assume a greater caregiving burden,
often acting as advocates, coordinators of care, and emotional supports. This responsibility
includes navigating complex systems to access services and ensure their child’s quality of
life, while mitigating the impact of their impairment (Davis et al., 2010; Liu et al., 2023). This
is also the case for parents of children with other disabilities (Abeasi et al., 2024; Celik &
Kara Uzun, 2023; Muller-Kluits & Slabbert, 2018; Woodgate et al., 2015). Findings of this
review suggest that caregivers (especially mothers) carry complex and evolving emotional
burden shaped by grief, uncertainty, love, and societal judgment. This sustained emotional
labour places them at heightened risk of anxiety, depression, stress, and compromised
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physical and psychological well-being (Elangkovan & Shorey, 2020; Nyante & Carpenter,
2019; Rentinck et al., 2007; Rudebeck, 2020). These findings align with research on both CP
and other disabilities which highlight the prolonged demands of caregiving and its negative
impact on parents’ daily lives and mental health (Dlamini & Chang, 2025; Kouther et al.,
2022; Muller-Kluits & Slabbert, 2018; Reichman et al., 2008). Such findings raise serious
concerns about systemic failures to adequately support those who provide care to
vulnerable children. These concerns demand global attention and policy responses aimed at
more effectively addressing caregiver needs.

Although some studies in this review included fathers, mothers overwhelmingly
emerged as the primary caregivers and central figures in the caregiving narrative. This
pattern is consistent with findings across other health conditions (Cantero-Garlito et al.,
2020; Chu et al., 2022; Ntre et al., 2022). The gendered nature of caregiving imposes a
disproportionate physical, emotional, and social toll on mothers. This finding invites critical
reflection on how entrenched gender roles, cultural expectations, and healthcare systems
contribute to and sustain inequitable caregiving responsibilities.

This review also reveals that parenting a child with CP profoundly reshapes family
life, a finding echoed across diverse cultural and socioeconomic contexts (Alaee et al., 2014;
Dlamini & Chang, 2025; Rudebeck, 2020). The consistency of these experiences globally
points to structural and systemic inadequacies that transcend national wealth or healthcare
capacity, as highlighted in other studies (Ostojic et al., 2024; Smith et al., 2022). These
persistent challenges continue to be acknowledged in the literature; yet, they remain largely
unaddressed in practice. Beyond emotional tolls, families often face financial and logistical
challenges that exacerbate health inequities and contribute to the disproportionately high
rates of caregiver mental health challenges across the disability spectrum (Abeasi et al.,
2024; Celik & Kara Uzun, 2023; Dlamini & Chang, 2025; Muller-Kluits & Slabbert, 2018).
Nevertheless, there remains a significant lack of psychosocial, emotional, and financial
support to alleviate these burdens (Dlamini & Chang, 2025; Ostojic et al., 2024).

While prior research often focuses on the clinical management of CP, far fewer
studies explore the lived realities of caregiving, particularly through a qualitative lens.
However, an emerging body of research documents heightened psychological distress
among families of children with disabilities (including CP) during the COVID-19 pandemic, as

they faced service disruptions, loss of routine, and increased caregiving demands. This
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includes countries such as Iran (Farajzadeh et al., 2021), Australia (Masi et al., 2021), and
America (Sutter et al., 2021). These challenges span disability types and geographic

contexts, revealing an intensified burden on already stretched caregivers.

Challenges with Navigating Health Systems
This review highlights the challenges families face when navigating complex, often
fragmented, health systems that can lead to or exacerbate caregiver distress. Parents
described encountering inconsistent or inaccurate information, disrespectful and dismissive
attitudes, and lack of an individualised approach from health professionals that contributed
to negative healthcare experiences which are consistent with other studies (Elangkovan &
Shorey, 2020; Pelentsov et al., 2015; Ryan & Salisbury, 2012). In particular, parents reported
feeling overwhelmed by challenges such as long wait times, poor communication,
contradictory advice, proactively having to seek information, and the ongoing need to self-
advocate to access appropriate care (Elangkovan & Shorey, 2020; Pelentsov et al., 2015;
Ryan & Salisbury, 2012). Navigating complex systems can significantly impact parents’
emotional well-being and family life. Many participants in this review and other studies
(Askeland et al., 2025; McCann et al., 2012) describe their caregiving role as akin to full-time
employment, involving extensive administrative tasks and coordination of healthcare
professionals. This finding aligns with existing broader disability literature, which both
reports mothers feeling compelled to act as de facto case managers for their children and
critiques the growing shift of care coordination responsibilities onto families (Badawi et al.,
2020; Dlamini & Chang, 2025; Whittingham et al., 2013; Woodgate et al., 2015). These
findings suggest that many health systems are not always designed with the needs of
families in mind and can unintentionally create additional barriers rather than alleviate
them (Pelchat et al., 2009). Similar concerns have been raised in other contexts (Adugna et
al., 2020; Kuper et al., 2024) reinforcing the urgent need for more equitable and responsive
systems for all. Emphasis should be placed on ensuring health professionals recognise the
significant time and effort parents invest in caring for a child with CP, and how this
responsibility impacts them along with other aspects of family life and well-being.

Despite these challenges, many parents reported gaining a sense of confidence and
control as they acquired knowledge and skills to manage their child’s care more effectively.

Health professionals play a pivotal role in this process by equipping parents with the
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information, tools, and emotional support needed to navigate complex medical, social, and
financial systems (Alaee et al., 2014). Effective communication, advocacy support, accessible
information, and genuine emotional connection should all be acknowledged as essential
components of this partnership.

As reflected in both this review and other studies (Beauchamp et al., 2022; Kaplan &
Celik, 2023; Nimbalkar et al., 2014), systemic inequities further compound challenges for
parents from minority or low-income backgrounds. Barriers such as linguistic differences,
cultural misunderstandings, and limited financial resources can hinder access to adequate
care and support (Adugna et al., 2020; Beauchamp et al., 2022; Kaplan & Celik, 2023).
Conversely, parents with greater financial means and strong support networks were more
likely to access supplementary services and resources, thereby enhancing the health and
well-being of both the child and the broader family (Goudie et al., 2014; Wallace-Watkin et
al., 2023). This disparity raises important concerns about equity and fairness within national

health and support systems (Smith et al., 2022).

Social Isolation and Support

In this review social isolation, stigma, and a lack of support were commonly reported
experiences by mothers caring for their child with CP. This finding is supported by wider
literature which reveals that these experiences often result in a profound sense of exclusion
from broader social and community life (Celik & Kara Uzun, 2023; Inan Budak et al., 2018;
Pelentsov et al., 2015; Vadivelan et al., 2020). Misconceptions about disability, rooted in
limited public knowledge and cultural beliefs, continue to fuel discrimination and social
withdrawal, leaving many mothers feeling marginalised, misunderstood, and solely
responsible for their child’s care. While peer support networks and community-based
connections have been shown to offer substantial emotional and practical benefits,
including reassurance, shared knowledge, and coping strategies (Bray et al., 2017; Celik &
Kara Uzun, 2023; Postma et al., 2024), these opportunities are not universally accessible.
This review found that only mothers in Canada and Australia reported access to informal
support networks that allowed for mutual problem-solving and information exchange. In
contrast, mothers from countries such as Iran, Zambia, Saudi Arabia, and India described
experiences of social rejection, discrimination, and isolation, often linked to cultural stigma,

systemic neglect, and the invisibility of their caregiving labour which is consistent in other
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literature (Gupta et al., 2012; Torres & Ohajunwa, 2025). This disparity points to the
importance of context. The value of social support is well-documented, but its accessibility
and form are heavily shaped by cultural norms, socioeconomic status, and national
infrastructure. For example, in Taiwanese and Chinese contexts, cultural expectations to
maintain familial harmony may discourage mothers from seeking help or speaking openly
about their struggles (Huang et al., 2012). These findings underscore the need for culturally
responsive models of support that recognise the diverse ways caregiving is experienced and
managed across different societies. Moreover, the emotional and physical toll of caregiving
is compounded when support systems, whether familial, social, or governmental, are absent
or insufficient. As evidenced in this review, many mothers lacked access to accurate
information about CP, leading to heightened anxiety, uncertainty, and feelings of
helplessness. Without social networks or reliable sources of support, caregiving can become
an isolating and overwhelming experience.

Importantly, this review also highlights the often-invisible emotional labour involved
in caregiving. Mothers not only perform the practical tasks of care but also shoulder the
burden of navigating social judgment, maintaining family stability, and managing their own
identity in the face of significant life changes. In this context, psychosocial support systems
(both formal and informal) are critical. Such systems should acknowledge the hidden
dimensions of caregiving and create safe, inclusive spaces where mothers can share
experiences, seek support, and build resilience.

Finally, the experiences described by mothers in this review illustrate how they
actively sought meaning and coping strategies within their caregiving journeys. Whether
through informal peer networks, familial relationships, or cultural narratives, many mothers
drew on a range of internal and external resources to adapt to their roles. This suggests the
importance of developing support structures that not only meet immediate needs but also

nurture long-term resilience, tailored to each family’s social and cultural environment.

Summary

This review suggests the main variables that influence the impact of a child’s impairment on
daily life were: the parents’ capacity to adapt (Alaee et al., 2014); the parents’ ability to
provide the required time and resources; the availability of government and private

structures and systems (Rudebeck, 2020); the parents’ ability to navigate, understand, and
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manage often complex and confusing structures and systems; and the level of personal
support that is received (Alaee et al., 2014). Overall, there is clear evidence that parents are
required to make huge adjustments to cater for their child’s needs, they experience
significant impacts and additional stress on all aspect of their life (Davis et al., 2010), and

they are being continually let down by the system put in place to support them.

Limitations Part 1

This review was limited to qualitative literature published in English that focused primarily
on the experiences of parents raising a school age child with CP. It excluded literature that
included children with multiple disabilities, children younger than 5-years-old or that
focused on a specific aspect of CP such as therapy programmes as | wanted to approach the
topic from a broader lens. While studies reported on a mix of mothers, fathers, other family
members (i.e., grandparents and cousins) and even carers, this review focused on the
findings of the studies that reflected the experiences of mothers (because mothers are
predominantly represented in the literature), and to a lesser extent fathers as well as the

collective experiences of parents.

Conclusion of Part 1: Parents’ Experience of Having a Child with Cerebral Palsy

This review highlights the enduring challenges faced by parents, particularly mothers, raising
children with CP, noting little change in their experiences over the years. The greatest
challenges stem not from the child’s impairment but from systemic failures, socially
constructed barriers, and inadequate support and fragmented services, all which place
significant emotional, financial, and logistical strain on families (Alaee et al., 2014; Davis et
al., 2010; Nimbalkar et al., 2014; Vadivelan et al., 2020). Parents must often act as expert
case managers, with better outcomes linked to stronger support networks and financial
resources (Hayles et al., 2015; Nyante & Carpenter, 2019).

This first literature review was relevant for informing my research as it provided
useful information and context on the experience of parents raising a child with CP. It is clear
from the literature that it is a challenging role for parents, and they experience significant
burden of care. However, as no literature could be found on the primary caregiver’s
experience of raising a child living with CP in NZ, a broader literature search exploring

primary caregivers’ experience of raising a child with a disability in NZ was undertaken (July
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2022) to understand the local context. This is important as NZ is a unique country with
distinct cultural diversity and nuances that may not be captured in research outside NZ.
Therefore, understanding parents’ experiences of raising a child with a disability broadly
similar to CP could provide more context and relevant information to inform this study. Part
two of this chapter explores what is known about the experience of parenting a disabled

child in NZ.

Part 2. Primary Caregivers’ Experiences and Perspectives of Having a Child with a Disability
in New Zealand: A Narrative Review of the Literature

As no qualitative literature could be found specifically on the primary caregiver’s experience
of raising a child living with CP in NZ, it was decided to take a different approach and look
more broadly at primary caregivers’ experience of raising a disabled child in NZ. It was
rationalised that although raising a child with CP would have specific differences from
raising a child with another disability, this approach would add another piece of important
scaffolding that could inform the development of the research questions for the current
study. The intention of this part of the literature review was to gain a wider understanding
of the experiences of parents and caregivers who were raising a child with any type of

disability within NZ.

Background

There are an estimated 236.3 million children worldwide living with some type of disability
(Olusanya et al., 2022). The last nationwide disability survey by StatsNZ stated there were
95,000 (11%) children living with a disability in NZ (Statistics New Zealand, 2014); the most
common disability being CP. Other common disabilities in children are epilepsy, hearing
impairments (including deafness), speech or language impairments, visual impairments
(including blindness), intellectual disability, autism spectrum disorder, and attention-
deficit/hyperactivity disorder (Olusanya et al., 2022). Becoming a parent is generally a happy
time; however, this happiness can be overshadowed by the unexpected and upsetting
diagnosis of a disability (Elangkovan & Shorey, 2020; Kurtuncu et al., 2015). Parenting a child
with a disability has an additional set of unique stressors (on top of the usual parenting
stresses) and responsibilities that comes with caring for a child who requires lifelong

support (Gold, 2016; Lee, 2019; Oskram, 2020; Tucker, 2004; Zhang & Li, 2021). These
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stressors include financial, emotional, and physical burdens; lack of both formal and
informal support; and relationship challenges (Gold, 2016; Lee, 2019; Oskram, 2020; Tucker,
2004; Zhang & Li, 2021). There is consistency across the international literature revealing
that regardless of the type and aetiology of a disability, it is likely to have a detrimental
effect on both the child and their family (Rosenbaum et al., 2007; Rudebeck, 2020).
However, there remains an absence of local NZ literature about the experience of raising a

child with any type of disability.

Method

Aim

The aim of part two, in line with the first part of the literature review, was to understand
individual parents’ experiences more deeply. However, part two focuses on the experience
of parents in NZ raising a child with a disability that shares aspects of similarities to CP. The
guestion that informed this review was: What are the perceptions and experiences of

caregivers raising a child with a disability in NZ?

Design

This review was guided by Sukhera’s (2022) approach to undertaking a qualitative narrative
literature review. This narrative review presents a thematic analysis of the qualitative
studies found describing the experience of caregivers raising a child with a disability in NZ. A
gualitative synthesis method was used through which the findings from qualitative studies
were synthesised and interpreted (Sandelowski et al., 2007; Sukhera, 2022). Only one article
specific to CP in NZ (Williams, Alzaher, et al., 2021) was found (and included) and it focused

solely on one aspect of the experience: receiving a diagnosis.

Inclusion and Exclusion Criteria

Narrative reviews do not usually have strict inclusions and exclusion criteria; however, Sukhera
(2022) highlighted that boundaries are required. This literature search was limited to studies
conducted in NZ, published in English, exploring the experiences of a caregiver raising a child
with a disability using a qualitative methodological study design. Studies were excluded if they
only explored parents’ experiences of home therapy programmes or other specific rehabilitation

interventions and/or reported on research outside NZ. This was because these experiences were
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deemed to be too specific and the intention of the review was to capture a broader

understanding of caregivers’ experience in general.

Search Strategy

The electronic databases for this second review were searched in July 2022 and included
Medline via OVID, SCOPUS, Google Scholar, EBSCO Health, and CINAHL via EBSCO. The
following disabilities: downs syndrome, muscular dystrophy, spina bifida, were deemed to
be appropriate as they are all common child disabilities that include an element of physical
disability comparable with CP. The search terms were participants (parent™ or caregiver* or
mother* or father* or guardian*or famil* or foster*); phenomena of interest (experience*
or perception* or attitude™ or view* or feeling* or emotion* or ‘everyday life’ or ‘daily life’
or ‘living with’); and context (“cerebral palsy” or CP or disabilit* OR “chronic illness” OR
“down syndrome” OR “muscular dystroph* “OR “spina bifida”).

Due to the small number of articles found, and in line with the more invisible
disabilities that are consistent with CP, a second search of the literature was conducted and
included under context (autis* OR Asperger OR “attention deficit hyperactive disorder” OR
ADHD OR “invisible disability”). Alongside this, a search was conducted of theses in the AUT
thesis database and NZ research.org.nz. To ensure rigour of the literature search process,
following the above search, an AUT librarian was consulted who confirmed that a thorough
and comprehensive search had been conducted. While narrative reviews are not required to
include every piece of relevant literature (Sukhera, 2022), a thorough search of the
literature resulted in nine qualitative research studies relevant to the topic of a caregiver’s

experience of raising a child who is living with a disability in NZ.

Data Extraction and Analysis
Data extraction and analysis followed the same process as per part one of this literature
review. Data were entered into a data collection table (Table 2). The data were then

analysed using Braun and Clarke's (2012, 2019) six steps thematic analysis method.
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Table 2.

Characteristics of the Studies Included in the Second Review

First author

Geographical

Research question/aim

Methodological Sample and size

Findings relevant to the review

and year location design and data
collection
Fitzgibbon, Auckland To investigate the impact Interpretivist 3 mothers Parents who took part in this small research project felt they were resilient
G. (2006) of resilience on the participatory because of what they did to help themselves and how they felt about
experience of parents themselves. Making sense of their different lives, looking after themselves, and
Master’s raising a disabled child. taking control of their lives in a strong and positive manner was what made
thesis them feel resilient.
Gold, J. Wellington To explore parent Narrative inquiry 26 parents Four key themes around challenges were identified: the challenges associated
(2016) experiences and coping qualitative with Asperger syndrome (e.g., their child’s difficult behaviour); challenges
responses when raising arising from a lack of understanding and acceptance in the community that led
Doctoral children with Asperger to stigma and social withdrawal; challenges interacting with health and
thesis syndrome. education services, such as a long medical diagnostic process and inadequate
support at school; and challenges to family dynamics that resulted in increased
tension between family members. Parents successfully adopted positive coping
strategies including developing resources, and planning ahead.
Hitchcock, Christchurch The perceptions and Interpretative 9 mothers Thematic analysis of data from semi-structured phone interviews revealed
B., Hocking, concerns of mothers description mothers’ awareness of delayed motor skills evident in children’s daily
C., & Jones, raising a child with activities. This increasingly impacted the child’s academic achievement as well
M. (2020) developmental as their social and emotional well-being. Mothers used strategies to support
coordination disorder. participation, however, limited knowledge of Developmental Coordination
Disorder amongst health and education professionals meant advocating for
their child’s needs to be understood and addressed. The findings are in keeping
with international studies
Lee, J. Wellington To produce insights into Interpretative 6 mothers Findings showed that there are financial, emotional, practical, and societal
(2019) the understanding of approach challenges that single-mother led families with a disabled child/children face.

single-mother led families

with a disabled
child/children and their

Another key finding was the lack of a readily available database of support
agencies, and the relationships with service providers and professionals.
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First author Geographical

Research question/aim Methodological

Sample and size

Findings relevant to the review

and year location design and data
collection
Master’s journey dealing with the Despite challenges and frustrations, mothers in this research overwhelmingly
Thesis challenges and preferred their current single-parent status to their previous experience of
opportunities of caring for being in a relationship. Mothers valued themselves as experts in their own and
their child. their child’s lives. These mothers were actively engaged in decision making
processes about their child, and able to challenge situations if necessary,
including putting in boundaries.
Oskram, J. Whanganui &  To explore self-care and Mixed methods 25 parents Findings suggested that despite caregiving challenges, there are effective self-
(2020) Palmerston well-being for parents of care strategies which parents use to mitigate risks and improve well-being.
children with high-needs Four main themes were identified; use of formal supports and resources,
Doctoral disabilities and the informal relationships, values, and goals and time. Each theme identified one
thesis development of a area of selfcare that parents discussed as being useful for maintaining their
psychoeducational sense of well-being. All participants believed the booklet provided helpful
resource. information regarding selfcare, the language was clear and easy to understand
and they would recommend the booklet to other parents of children with
special needs.
Topia, M. Auckland To examine the lived Hermeneutic 4 mothers Findings showed that mothering a young child with severe multiple disability
(2015) experience of motheringa  phenomenology encompasses interconnected ‘being’ and that the transition experienced in
young child with severe mothering is not sequential. Rather, a mother can exist in multiple realities at
Master’s multiple disability. any moment, shifting back and forth in the context of being a mother. The
thesis findings also recognise the duality of burden and joy experienced in mothering.
Being a mother is a constant, a role that will only cease in death. Coming to
acquiescence in the lived experience of mothering a young child with severe
multiple disability, a mother comes to recognise the ‘joy’ in spite of the
burden, despite the unique journey, and towards acceptance in her own
version of ‘being a mother’.
Tucker, P. Auckland To examine the Qualitative 5 mothers All five mothers could be described as having developed competency and
(2004) experience of parents parental strength because they had the support and means to become

caring for a child who
experiences disability and
has high care needs in

involved in all aspects of their child’s life from the very early days. They also
shared information with parents in similar circumstances and, in some
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First author Geographical

Research question/aim Methodological

Sample and size

Findings relevant to the review

and year location design and data
collection

Master’s order to establish the circumstances, they moved into working with a parent support organisation to
thesis influences that have built provide other parents with support,

parental strength.
Williams, S. Nz To survey the family Mixed methods 57 people Common themes impacting on families’ experience in the diagnosis and health
A., Wilson, experience surrounding service delivery journey related to provision of information and the style of
N. et al. diagnosis and early communication, with both direct and ongoing communication styles common
(2021) management of infants for greater family satisfaction. Overall, families desired the diagnosis

with CP in NZ. A secondary experience to be informative and timely, with early follow up support and

aim was to identify areas assistance with health sector navigation.

of strengths and areas for

improvement in health

service delivery around

diagnosis and early

management, from the

family perspective.
Zhang, K. C., North Island This paper draws on Qualitative 30 parents Results showed that though the majority of the families appreciated the
& Li, Q. findings from a qualitative flexible time and structures of the early childhood programmes their children
(2021) study on low-income attended, parents were concerned about the lack of intervention services for

families’ experiences of
early childhood inclusive
education in NZ. Parents
participating in this study
came from different
religious backgrounds, and
represented diverse
ethnicities.

their children. In addition, these low-income families reported that they had
limited access to early interventions and resources. The findings also
highlighted the importance of the use of positive coping methods (e.g.,
maintaining a positive outlook and seeking social support), and the role faith
plays in family life.
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Findings

Of the nine studies found, three were published articles (Hitchcock et al., 2020; Williams,
Alzaher, et al., 2021; Zhang & Li, 2021) and six were theses (Fitzgibbon, 2006; Gold, 2016;
Lee, 2019; Oskram, 2020; Topia, 2015; Tucker, 2004). The three articles were published in
2020 (Hitchcock et al., 2020) and 2021 (Williams, Alzaher, et al., 2021; Zhang & Li, 2021).
One did not specify methodology other than they used a qualitative approach (Zhang & Li,
2021), one used interpretative description (Hitchcock et al., 2020), and the other mixed
methods (Williams, Alzaher, et al., 2021). Of the six theses reviewed, four were for a
master’s degree (Fitzgibbon, 2006; Lee, 2019; Topia, 2015; Tucker, 2004) and explored
mothers’ experiences, and two from doctoral degrees (Gold, 2016; Oskram, 2020) that
explored parents’ experiences. Three of the studies were about parenting children with
significant disabilities who were described as having a severe disability or high needs
(Oskram, 2020; Topia, 2015; Tucker, 2004). One researched single mothers (Lee, 2019). All
were qualitative in approach and specified as follows; narrative inquiry (Gold, 2016),
interpretative (Lee, 2019), interpretivist participatory (Fitzgibbon, 2006), hermeneutic
phenomenology (Topia, 2015), qualitative (Tucker, 2004), and mixed methods (Oskram,
2020). No published journal articles could be found reporting on thesis findings. However,
Lee (2019) had contributed to a Child Poverty Action Group publication regarding children
with disabilities needing greater income support (Neuwelt-Kearns et al., 2020).

Studies predominantly used interviews for data collection and covered a variety of
disabilities including Asperger’s Syndrome (Gold, 2016), dyspraxia (Hitchcock et al., 2020),
intellectual disabilities (Zhang & Li, 2021), and CP (Williams, Alzaher, et al., 2021). Studies
took place in specific geographical locations within NZ. Three studies were based in
Auckland (Fitzgibbon, 2006; Topia, 2015; Tucker, 2004), two in Wellington (Gold, 2016; Lee,
2019), and one each in Christchurch (Hitchcock et al., 2020), Whanganui and Palmerston
(Oskram, 2020), North Island (Zhang & Li, 2021), and across NZ (Williams, Alzaher, et al.,
2021). All studies included parents and/or caregivers, and mothers were more commonly

interviewed than fathers.

Key Themes
The thematic analysis revealed five overarching themes reflecting the experiences and

perspectives of parents raising a child with a disability in NZ. These five themes are
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parenting burden; coping mechanisms and self-care strategies; financial challenges;

healthcare and education experiences; support networks.

Parenting Burden
As with the international literature review (part 1), this review also highlighted that
parenting a child with a disability is seen as a challenge that is quite different from parenting
a child without a disability. There is an additional set of stressors on top of the usual
parenting stresses that require significant lifestyle adaptions (Gold, 2016; Lee, 2019;
Oskram, 2020; Tucker, 2004; Zhang & Li, 2021). Also consistent with part one, this literature
review highlighted that mothers often assumed the role of primary caregiver and take on
the subsequent burdens that come with the role. Mothers experienced hard physical work,
loneliness, loss of income, and additional financial stressors (Gold, 2016; Hitchcock et al.,
2020; Lee, 2019; Oskram, 2020). The caregiving role also impacted their mental health,
family dynamics and relationships, as well as quality of life (Gold, 2016; Lee, 2019; Topia,
2015; Tucker, 2004; Williams, Alzaher, et al., 2021). Mothers of severely disabled children
reported going through a ‘mothering journey’ while they came to accept the burden of
being a mother (Topia, 2015). Stages of this journey include “being visible” (Topia, 2015, p.
61), “being challenged” (p. 76), and “being acquiescent” (p. 101). The findings of several of
the studies revealed that parents experienced anger, grief, hopelessness, and felt
overwhelmed (Fitzgibbon, 2006; Lee, 2019; Oskram, 2020; Topia, 2015). Mothers also
reported feeling challenged by strong emotions such as regret and guilt for not meeting self-
imposed parenting expectations (Topia, 2015).
| feel guilty that | fail as a mother if | don’t do her stretching programme every day or
therapy based programmes every day and that’s a burden on me that | have to deal
with... | know they are really important in helping to keep her well but | just find that
such a drag some days. The time and energy it takes when putting her in
equipment... is so time consuming and it drives me to distraction some days. People

have no idea. (Topia, 2015, p. 68)

Coping Mechanisms and Self-care Strategies
Parents adopted self-care and coping strategies in direct response to the constant challenge

they faced with balancing the additional demands of parenting a disabled child (Oskam,
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2020). The literature reported on a large variety of strategies being utilised by parents
including adopting a positive outlook on life (Fitzgibbon, 2006; Gold, 2016; Lee, 2019; Zhang
& Li, 2021); establishing clear routines and boundaries (Gold, 2016; Lee, 2019; Oskam,
2020); taking control and being proactive (Fitzgibbon, 2006; Gold, 2016); building formal
supports and resources (Oskam, 2020); maintaining informal relationships (Oskam, 2020;
Zhang & Li, 2021); considering values, goals, and balancing time (Oskam, 2020); managing
appointments (Lee, 2019); seeking support in faith (Zhang & Li, 2021), managing difficult
emotions, and finding ways to mentally switch off (Lee, 2019; Oskam, 2020).

What | find meaningful... My family, they mean the world to me. So being there for

them and being able to be there for them. Being happy, | say that like I'm not but |

am. | think it is an emotional wellbeing... Enjoying the little things, despite everything

I’'ve got going on, there are some good things in my life (Aroha, cited in Oskam, 2020,

p. 98)

Mothers used crying, mindfulness exercises, psychosocial support, or purposeful
distraction to manage difficult emotions (Oskam, 2020). Another important coping strategy
was establishing boundaries which included asking for medical appointments to be grouped
together, and being open and honest with their children about their emotions (Lee, 2019).
Seeking support through faith had a positive effect on general health and well-being;
however, when faith led to feelings of blame and punishment this could have negative
effects (Zhang & Li, 2021). Many parents highlighted how the successful adoption of coping
strategies was instrumental in supporting them to maintain their well-being and gave them
a sense of control, acceptance, awareness, appreciation, and achievement (Fitzgibbon,
2006; Gold, 2016; Lee, 2019; Oskram, 2020; Topia, 2015). This led them to a space where
they could feel positive, competent, resilient, overcome their own challenges, be
themselves, and appreciate what they had (Fitzgibbon, 2006; Topia, 2015; Tucker, 2004).
Parents reported to finding strength in being their child’s parents, gaining new abilities (such
as public speaking and writing), and a sense of self confidence (Topia, 2015).

| think cuddles are probably the best thing. | never tire of the opportunities to sit and

cuddle. She loves that too. Seeing her smile and laugh is the best thing because that

is what she can really do well, so if we can find an activity that she really loves, then

that’s rewarding. (Topia, 2015, p. 99)
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However, Oskram (2020) revealed that supporting mothers with coping mechanisms and
selfcare strategies are often not considered by formal disability services which tended to

focus solely on the child’s well-being.

Financial Challenges
Financial challenges were cited as a significant cause of stress for families who made
sacrifices to pay privately for services, non-funded medication, and equipment (Hitchcock et
al., 2020; Lee, 2019). Several mothers said they lost income as they either could not work or
worked less hours to support their child (Hitchcock et al., 2020; Lee, 2019; Williams, Alzaher,
et al,, 2021; Zhang & Li, 2021). Mothers rated paid employment as important for both
alleviating their financial pressures and their mental health; however, some struggled with
finding appropriate childcare so they could go to work (Lee, 2019).
| would be keen to do some part time work, probably teacher aiding, something to
give back. But | need to find something that will fit in around my son, that’s my
biggest challenge. (Lee, 2019, p. 62)
Some mothers reported that they struggled to pay for what they considered
prohibitive babysitting costs which led to them feeling isolated and unsupported.
| have no social life. | have no friends. | sit at home on my own watching TV. | just
can’t be spending $50 to get a babysitter, who has to be a specialised babysitter in

case he has a tantrum or a meltdown, he can trash the house. (Lee, 2019, p. 50)

Healthcare and Education Experiences

Some parents were dissatisfied with their healthcare experiences (Gold, 2016; Williams,
Alzaher, et al., 2021; Zhang & Li, 2021). Parents reported that doctors lacked compassion
and had poor interpersonal skills which contributed to negative experiences (Williams,
Alzaher, et al., 2021). Single mothers found it hard to ascertain what support was available
and often found out information by chance or through informal networks (Lee, 2019). Many
parents found the health system overwhelming, unsupportive, and difficult to navigate due
to factors such as long diagnostic process, inadequate resources and interventions, and a
lack of service integration and coordination (Gold, 2016; Hitchcock et al., 2020; Lee, 2019;
Williams, Alzaher, et al., 2021; Zhang & Li, 2021).
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There we so many opportunities for medical professionals to inform us that our son

was high risk of having CP however this information was never passed on to us. |

know doctors can’t look into the future, but giving a parent an idea in what to expect

would be helpful. Your whole world turns upside down at diagnosis stage.

(Participant 53, cited in Williams et al., 2021, p. 9)
Mothers revealed feeling tired and frustrated about having to fight for support that was
often inadequate and suggested that a disability navigation service would be helpful (Lee,
2019).

Some parents also expressed dissatisfaction with the education system (Gold, 2016;
Zhang & Li, 2021). Parents revealed they felt unsupported citing inadequate resources,
interventions, and services (Hitchcock et al., 2020; Lee, 2019; Zhang & Li, 2021). While other
parents expressed dissatisfaction with teachers’ lack of disability knowledge and inability to
understand how best to support disabled children and their families (Gold, 2016; Hitchcock
et al., 2020). Some reported feeling very upset when their child was excluded from
attending school because of their disability (Topia, 2015). They felt they had to fight to be
heard and to get their child’s needs met by disability services (Fitzgibbon, 2006; Gold, 2016;
Oskram, 2020). “He can’t fight for his own rights, he can’t fight for what he needs or wants.

But | can” (Fitzgibbon, 2006, p. 47).

Support Networks
Parents in several studies reported the value of support groups, and described them as a
place where they were able to gain expert knowledge and support from other parents
within the disabled community (Gold, 2016; Oskram, 2020; Topia, 2015). Research revealed
the significant positive benefits of support from a wider community (which spanned friends,
cultural, religious and work place networks) and led to practical and emotional support,
guidance and advice, and a sense of belonging (Fitzgibbon, 2006; Gold, 2016; Oskram, 2020;
Topia, 2015; Tucker, 2004).
They knew where | was coming from and | could understand where they were
coming from and it was just being there and talking over coffees and getting to meet
everybody else and getting together regularly was really good for me. (Fitzgibbon,

2006, p. 42)
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When mothers felt supported by wider family, friends, and professionals, they were
able to meet the parenting challenges presented to them and be fully engaged in the
process of caring for their child’s special needs (Tucker, 2004). Some parents felt that an
important aspect of support was getting assistance from friends and family to help address
the lack of understanding and acceptance from the community (Gold, 2016). Conversely,
other mothers said they felt forgotten about and believed people had deliberately distanced
themselves (Topia, 2015). Some mothers admitted they had withdrawn socially because of a
lack of awareness, understanding, and acceptance of their child’s disability from friends and
society (Gold, 2016; Lee, 2019). A significant deterrent to leaving the house was the social
perception of their child’s behaviours as being inappropriate (Lee, 2019; Gold). Parents felt
they needed support from friends and family to help reduce the isolation that raising a

disabled child can bring (Zhang & Li, 2021).

Discussion of Part 2: Primary Caregivers’ Experience and Perception of Having a Child with
a Disability in New Zealand

The findings of this review into parents’ experiences of raising a child with a disability in NZ
is consistent with much of the international literature into parenting a child with CP and
other disabilities. This was particularly the case with regards to emotional burden, health
system challenges, and support. The review also emphasised the importance of coping

mechanism and self-care strategies for mothers.

Emotional Burden
This review revealed parents raising a child with a disability experience emotional burden,
additional stress and significant lifestyle changes, a finding that aligns with international
literature which reports that parents of children with disabilities experience added stress,
negative health outcomes, and emotional burden (Abeasi et al., 2024; Brekke & Alecu, 2023;
Broll et al., 2025). The widespread nature of this finding is concerning and, as with the
findings of the first review, it continues to raise serious concerns about systemic failures to
adequately support those who provide care to vulnerable children. These concerns demand
global attention and policy responses aimed at more effectively addressing caregiver needs
Additionally, this review reveals that disability care in NZ (both paid and unpaid) is

predominantly the role of mothers/women and that the caregiving burdens
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disproportionately fall on mothers. This finding aligns with previous studies (Cantero-Garlito
et al., 2020; Chu et al., 2022; McCann et al., 2012; Ntre et al., 2022). As with the discussion
in the first part of this review the gendered nature of caregiving imposes a disproportionate
physical, emotional, and social toll on mothers, and invites critical reflection on how
entrenched gender roles contribute to and sustain inequitable caregiving responsibilities.

Despite there being considerable evidence to support this inequity, change is still to happen.

Health System Challenges

Mothers in NZ found the health system overwhelming, unsupportive, and difficult to
navigate due to factors such as long diagnostic process, inadequate resources and
interventions, and a lack of service integration and coordination. These negative
experiences align with findings from other studies as well as the first part of the review
which highlighted that parents often felt overwhelmed by challenges such as long wait
times, poor communication, contradictory advice, proactively having to seek information,
and the ongoing need to self-advocate to access appropriate care (Elangkovan & Shorey,
2020; Pelentsov et al., 2015; Ryan & Salisbury, 2012). These widespread experiences suggest
that system design and delivery (as opposed to the child or disability) drives much of the
caregiver stress and that the need for integrated child and family-centered services is

urgent.

Coping Mechanism, Self-Care Strategies and Support

Many mothers in this review developed a range of personal coping mechanisms to navigate
the complex realities of raising a child with a disability. This is consistent with international
research which reveals that despite the challenges that come with parenting a child with a
disability, most parents are able to effectively adopt positive coping strategies to support
their mental health and well-being such as prayer, searching for information on the
diagnosis, and seeking support (Abeasi et al., 2024; Bourke-Taylor, Cotter, Johnson, et al.,
2018; Celik & Kara Uzun, 2023). Along with coping strategies, this review highlighted both
the challenges and importance of support networks. Parents reported not feeling
understood by their friends, family, and community which is consistent with other
international studies (Celik & Kara Uzun, 2023; Mohamed Madi et al., 2019). Formal and

informal support networks were identified as being important, with the makeup of informal
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supports sometimes changing with the loss of friendships due to stigma associated with
disability. Again, this finding is consistent with international literature which discusses how
parents (mainly mothers) reshaped their social support network due to people in their lives
distancing themselves because of their child’s disability and becoming friends with other
parents of children with disabilities (Celik & Kara Uzun, 2023; Inan Budak et al., 2018).

Both coping mechanism and support networks are identified as being essential to
parental well-being; however, they are often unsupported or overlooked by formal disability
services, which tend to prioritise the child’s needs over the holistic well-being of the entire
family. Involved professionals should understand how parents cope with stress and what
strategies they adopt to cope, including consideration of cultural factors that may impact
strategies. By understanding these variables professionals will be better equipped to tailor
support for parents aimed at reducing stress, enhancing wellbeing, and strengthening

parents’ capacity to support their child.

Summary

The burden of care, particularly for mothers, seems to be a global phenomenon and
deserves to be addressed. Additionally, the perception of being misunderstood by social
networks (Mohamed Madi et al., 2019) and the intersection of financial, environmental,
healthcare, and systemic challenges (Vadivelan et al., 2020; Williams, Alzaher, et al., 2021)
highlight the persistence of socially constructed barriers rather than impairment-related
limitations. This situation requires urgent redress. There is considerable work ahead to
ensure that caregivers of vulnerable children are adequately supported to maximize their
child’s opportunities and outcomes, and support systems are appropriately holistic and

family focused.

Limitations of the review of Part 2: Primary Caregivers’ Experience and Perception of
Having a Child with a Disability in New Zealand

This review was limited to qualitative literature published in English that focused primarily
on the experiences of parents raising a child with a disability in NZ. Due to the limited
available literature, the inclusion criteria used included a wide range of disabilities which led
to generalising findings across a group of parents that could be experiencing quite different

challenges depending on their child’s disability. Inclusion criteria also led to studies being
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included that focused on specific aspects of disability such as diagnosis and experiences with
early childhood education. This review focused on the findings of the studies that reflected
on mothers and the collective experiences of parents, as this was what was represented in
the literature. Therefore, the experiences of father and other caregivers, such as

grandparents, were not captured and remain unknown.

Conclusion of Part 2: Primary Caregivers’ Experience and Perception of Having a Child with
a Disability in New Zealand

Despite the diversity of studies in the second literature review, there was consistency within
the results and conclusions drawn. The studies revealed the main variables influencing the
impact of a child’s disability on daily life is the parents’ ability to adapt and adjust their
parenting style to manage the additional stressors and responsibilities that present when
parenting a child with a disability (Gold, 2016; Lee, 2019; Oskram, 2020; Tucker, 2004; Zhang
& Li, 2021). Parents reported an absence of support to help them with these challenges
leading to increased pressure which put them at greater risk of mental health issues such as
anxiety, depression, and stress (Gold, 2016; Hitchcock et al., 2020; Williams, Alzaher, et al.,
2021; Zhang & Li, 2021). Of concern, during the 20 years that this research has been

conducted, there appears to be no significant change in the parents’ experiences reported.

Summary of Parts 1 and 2
Together, parts 1 and 2 of the literature review clearly evidence that parents (and more
often mothers) experience a significant burden of care and are required to make substantial
lifestyle changes to accommodate their child’s needs. The same conclusions are repeatedly
drawn; that is, the systems around the family and child have a significant role to play. There
is consistent evidence that the stress and impact of raising a child with any type of disability
is largely because of socially constructed barriers and inadequate health, education, and
social systems. Together, these fail to provide the needed support for parents and
rehabilitation therapy for children as opposed to the cause being the child themselves. This,
in turn, puts significant responsibility (and therefore stress) on parents.

As my research is focused on the experiences of primary caregivers of children with
CP in NZ, and one aim is to explore the influence of disability services on this experience, a

review of the literature was undertaken (in August 2021) to discover how support services
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for children with CP are structured and delivered in NZ. This third review includes an
analysis of the government legislation and strategies relating to the structure and provision

of the disability services currently available in NZ.

Part 3. The Impact of Policies and Legislation on the Structure and Delivery of Support
Services for Children with Cerebral Palsy and their Families in New Zealand?

In NZ, children who are diagnosed with CP and their families are provided disability services
though two distinct pathways. This is either through the application of the Accident
Compensation Corporation (ACC) legislation (the ACC pathway) or through the Disability
Support Services (the DSS pathway), where care is delivered by Te Whatu Ora Health NZ
districts (Whaikaha Ministry of Disabled People, 2022b). These pathways dictate how
treatment and interventions are structured and delivered to children living with CP and
subsequently result in significant variation in service delivery based on post code and
pathway allocation (MoH, 2017; Whaikaha Ministry of Disabled People, 2022a). Maori and
Pacific families face additional challenges and barriers to comprehensive care based on
limited culturally specific services within these two pathways (Ratima & Ratima, 2007).
Learning how to navigate these two complex systems creates additional anxiety and stress
for families who are already living a complex life (Smith & Blamires, 2022). Service gaps and
inequity are evident in the current model of service delivery, and it is timely to highlight
these barriers, given the establishment of Te Whatu Ora Health NZ and Whaikaha - Ministry
for Disabled People in July 2022. Considering there is limited literature available, this review
seeks to describe how disability services are structured and delivered to children living with

CP and their families in NZ through policy and legislation.

3 Note: In this section, the introduction, search strategy, conclusion, parts of the discussion and documents
referenced in Appendices C and D were written by Meg Smith and are included in the following publication
(Appendix B): Smith, M., Blamires, J., & Foster, M. (2022). The impact of policies and legislation on the
structure and delivery of support services for children with cerebral palsy and their families in Aotearoa New
Zealand: A professional perspective. Nursing Praxis in New Zealand, 38(3), 1-10.
https://doi.org/10.36951/001c.38925
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Search Strategy
A comprehensive search of grey literature took place in August 2021 with the intention to
identify key documents and legislative acts related to disability services for children (16
years and under) and their families living with CP in NZ. Grey literature refers to literature
produced on all levels of government, academics, business and industry in print and
electronic formats that are protected by intellectual property rights, of sufficient
quality to be collected and preserved by library holdings or institutional repositories,
but not controlled by commercial publishers. (Schépfel, 2010, p.17)
The sources searched included key governmental and service provider websites: MoH, MoE,
Ministry of Justice, Office for Disability Issues, Parliamentary Counsel Offices, ACC, Office of
the Auditor General, Taikura Trust, ABI Rehabilitation, Ohomairangi Trust, Starship Child
Health, Southern Health, Counties Manukau Health, and Waitemata Health. Key documents
and policy related to the health and education systems and disability services were
reviewed, along with legislative acts. | read through the documents looking for common

content and topics which | then grouped as below.

Key Documents and Legislative Acts

This review revealed that the system is solidly grounded on seven key documents (Appendix
C) and five significant legislative acts (Appendix D). The seven key documents lay out a clear
structure and framework that underpins the expectations, policy, responsibilities, strategies,
and plans for how the health system should operate and deliver healthcare services. The
legislative acts provide the legal framework for NZ’s health and disability system and play a
significant role in how children and young people with CP and their families experience
health care in NZ. These acts work together to provide a framework for how the health
system is organised and services delivered (New Zealand Public Health & Disability Act
2000). Legislation is enacted to ensure accountability in the public health system to promote
the health and well-being of the people of NZ (New Zealand Public Health & Disability Act
2000). The acts guide the laws about preventing injuries and the rehabilitation and
entitlements of injured people (Employsure, 2021). They also make financial provisions by
way of disability allowance payments to carers of children with CP (Social Security Act 1964,

NZ).
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Current Services

Services for children in NZ with CP are delivered by two MoH (2018a) funded, distinct,
disability support pathways (see Fig. 2). These are the ACC pathway and the DSS pathway.
Children may be eligible for a variety of support services within the primary, secondary, and
tertiary healthcare settings depending on the specifics of their diagnoses, where they live,
and which pathway they are allocated (MoH, 2018a). Each pathway has different inclusion
criteria depending on the aetiology of the child’s brain injury. These pathways are complex

and have led to inequities and gaps in service delivery (Williams, Alzaher, et al., 2021).

Figure 2.

Two Pathways for Disability Support
Two pathways for disability support

1\

Accident Compensation Disability Support Services (DSS)
Corporation (ACC)
(provided through Te Whatu Ora,

Case manager to help Health New Zealand)
navigate parent and child on
journey No case manager, services variable

and often uncoordinated

l l

ACC service providers Paediatric Rehabilitation service
(e.g. SRS and ABI Paediatric Orthopaedic service
Rehabilitation) > General Paediatric service
Paediatric Neurosurgery service
One stop shop Child Development team

Other providers i.e. (Orthotic Centre)
Supplemented with privately funded therapy

The Accident Compensation Corporation Pathway
A child on the ACC pathway will have acquired a brain injury following a treatment injury,
trauma or accident (e.g., hypoxic brain injury following a complicated labour). They will be

accepted by ACC under the ACC Amendment Act 2019 (Accident Compensation Act 2019,
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NZ). Of the 1,380 children included on the NZCP Register (NZCPR), Research Officer
Alexandra Sorhage of the NZCPR reports that only 8% (or 110) are funded by ACC (personal
communication, August 27, 2021). Dr Pauline Penney, Operations Manager at ABI
Rehabilitation NZ, explained that a case manager is allocated who can provide coordinated,
holistic wrap-around care based on an individual assessment. Dr Penney elaborated that
there is also access to a multidisciplinary team of health professionals providing physical
therapy interventions and other support (personal communication, October 20, 2021).
Children can also access the Disability Support Service (DSS) pathway for disability related
services such as surgery and specialist care (Whaikaha Ministry of Disabled People, n.d.).
While the ACC pathway is considered the gold standard of care, children can still experience
inconsistencies and variations when accessing services on the DSS pathway. Once on the
ACC pathway a person can stay on it for life, receiving care, support, and therapy based on
individual needs. Dr Pauline Penney, Operations Manager at ABI Rehabilitation NZ, revealed
that it is estimated that one person on the ACC pathway over their lifetime may cost up to
NZS40 million (personal communication, August 20, 2021). It is not surprising, therefore,
that ACC has a rigorous process for accepting cases, especially given that the aetiology of
brain trauma is not always clear and the costs involved with a lifelong condition such as CP
are high. The process of applying for ACC can take many years to resolve and have a
significant additional impact on the health and well-being of parents (Smith & Blamires,

2022).

The Disability Support Service Pathway

A child under this pathway will have suffered an injury to the brain (e.g., an unexplained
stroke) that leads to a diagnosis of CP. Due to the unexplained nature of the cerebral event
they are unlikely to meet the ACC criteria and will therefore follow the DSS pathway
(Whaikaha Ministry of Disabled People, n.d.). The DSS pathway was developed by and is
funded through the MoH. It is informed by the disability strategy and action plans. This
pathway provides whatever support and treatment is available within a public system that is
variable and complex. Children on this pathway are likely to be more impacted by their
parents’ ability to understand and navigate the system (Williams, Alzaher, et al., 2021).
There are 1,270 children (19 years and under) registered on the NZCPR who are not funded

by ACC. However, based on a prevalence estimate of 2 per 1,000 and MoH DHB population
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data, Research Officer Alexandra Sorhage of the NZCPR estimates that the actual number
may be up to twice as high (personal communication, August 27, 2021). Support will be
provided via a district or regional hospital’s child development service (Whaikaha Ministry
of Disabled People, 2022a) which consists of a multidisciplinary team of health professionals
who focus on teaching parents to provide physical therapy interventions to their child.
Equipment and specialist input can also be accessed. Care provided on this pathway varies
considerably and is often delivered in a fragmented, uncoordinated way (Whaikaha Ministry
of Disabled People, n.d.). There is free access to a needs assessment and service
coordination (NASC) provider, which is a not-for-profit organisation funded by the MoH
(e.g., Taikura Trust). Services offered through NASC consist mainly of support for the main

caregiver (respite support) or allocated capped individual funding (Taikura Trust, n.d.).

Ministry of Education Support

Families with children on either pathway (ACC or DSS) can also access MoE support when
their child is under 5-years-old through the Early Intervention Service. This means that
families on the DSS pathway get preschool support from both MoH and MoE. Specialist
support includes early intervention teachers, Maori cultural advisors, education support
workers, psychologists, and speech-language therapists. The early intervention team can
work with families and early childhood centres to provide support with developmental
delay, behaviour, and communication issues (MoE, 2020). Once a child on the DSS pathway
starts school, care is transferred from MoH to MoE. Those on ACC can also access this
support on top of their ongoing ACC support. The MoH to MoE transfer results in supports
moving to a targeted focus on the child’s educational needs and includes a variety of
services aimed to support children who have significant learning needs to access the school
curriculum (MoE, 2021). Children considered high needs and meeting a strict criteria can
access the ongoing resource scheme (ORS) which includes access to a teacher aide whose
role is to support the classroom teacher to support the child (MoE, 2021). The physical
disability service provides a specialist therapist to make recommendations on how the
school can support a child’s physical needs. Children with high learning or behavioural needs
may be eligible for teacher aid assistance through the in-class support service (MoE, 2021) if
they do not receive ORS funding. The learning and behaviour service provides support to

teachers who have children with significant learning needs in their class.
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Cultural Considerations

Te Tiriti o Waitangi is a founding human rights document (New Zealand Government, n.d)
that has a significant place in NZ’s society. Te Tiriti o Waitangi requires acknowledgement
and recognition on how legislation, policy, and service delivery are structured. However, it is
clear that the foundational documents that lay out expectations for Maori (e.g., the Maori
Health Strategy and Maori Disability Action Plan) are not meeting their health needs
(Waitangi Tribunal, 2019). The Wai2575 Kaupapa Inquiry into Health Services and Outcomes
report found numerous breaches of the principles of Te Tiriti o Waitangi (Waitangi Tribunal,
2019), and while the Maori Disability Action plan, 2018-2022 states that all organisations
must have capability and capacity to provide services responsive to Maori cultural needs
(MOH, 2018b), there are still a number of cultural barriers faced by Maori children and
families that impact their access to disability services. These include negative attitudes and
underlying unfriendliness to Maori on the part of service providers.

Another example is the rural urban divide. This is a phenomenon where children and
families in major urban centres are more likely than those in rural communities to have
access to a wide range of disability services including specific types of service delivery that
take a Kaupapa Maori approach (Ratima & Ratima, 2007; Ratima et al., 1995). Dr Pauline
Penney Operations Manager at ABI Rehabilitation commented that “occasionally clients ask
for a Maori provider and we try to meet this request, but it’s not easy as this segment of the
workforce remains under-represented” (personal communications, October 20, 2021). The
MoH (2018b, 2018c) website describes both Maori and Pacific support service pathways.
These pathways indicate that there are culturally appropriate disability services available;
however, it is unclear how they have been translated into practice. Paul Harvey, Portfolio
Manager at the MOH, and Renata Kotua, lived experience and CP Society Member Support
worker, both reveal that in reality it appears that all children, regardless of ethnicity, are
required to access the disability system in the same way and particular attention to
individual cultural needs is based on the service provider’s capability and/or resources to do
this (personal communication, August 25, 2021).

Discussion of Part 3: The Impact of Policies and Legislation on the Structure and Delivery
of Support Services for Children with Cerebral Palsy and their Families in New Zealand
NZ’s disability system is complex with a range of legislative, policy, and strategic
documentation in place that shape the delivery of disability services (Starship, 20193;
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Whaikaha Ministry of Disabled People, 2022a). However, the way these various documents
have been translated into practice has led to a wide range of inequities in care delivery to
children and families living with CP. The current system allows for children with the same
level of CP related disability, albeit caused by different events, a different pathway of care. A
child on the ACC pathway can access one stop case managed wrap around care while a child
with CP on the DSS pathway may experience difficulty in navigating a more fragmented and
under-resourced system. These children are less likely to receive timely and appropriate
treatment. Further, access to support is heavily dependent on parents’ capacity to navigate
the system, ask the right questions, and have the financial means to supplement necessary
therapy privately that is not readily available through the public system (Bradley, 2022;
Williams, Mackey, et al., 2021; Wynd, 2015). The Health and Disability System Review (2020)
report describes a complex and unnecessarily fragmented healthcare system where
significant duplication of activity and variation creates a post code lottery when it comes to
accessing services. A child’s access to care should not be determined by where they live, yet
this remains the reality for many families (Health and Disability System Review, 2020).
Neuwelt-Kearns et al. (2020) revealed that families of children living with disabilities
experience considerable financial and social burden.

The ACC pathway is not without issue. While it promotes an evidence-based,
consumer-informed approach, critiques have highlighted a lack of integration of feedback
into operational improvements (Bradley, 2022; Provost, 2014). Furthermore, while the ACC
pathway appears to have more resources available for children and families living with CP, it
is often very difficult and time consuming to have applications to be accepted approved
(Bradley, 2022).

Additionally, the present system fails to adequately address the need of Maori and
Pacific children. One contributing factor is that it appears that both the ACC and DSS
systems and pathways were established without meaningful incorporation of Te Tiriti o
Waitangi and Maori cultural values. This foundational oversight has inadvertently caused
more health inequity for Maori (Craig et al., 2016; Waitangi Tribunal, 2019). Maori continue
to experience poorer health outcomes than non-Maori across all areas of health, including
access to and quality of disability services (Bowden et al., 2015; Reid et al., 2017). Socio-
economic deprivation and lower health literacy further compound these disparities, making

it more difficult for Maori to access the care and support they require (Neuwelt-Kearns et
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al., 2020; Waitangi Tribunal, 2019). Neuwelt-Kearns et al. (2020) described the system as
privileging “those who have networks, disposable time and resources, and navigational
knowledge of Pakeha systems” (p.5).

There is evidence of a need for greater government investment in financial
assistance and meaningful data collection to inform resource allocation, legislative
documentation, and policy development (Neuwelt-Kearns et al., 2020). Without such

measures, inequities in the system are likely to persist or deepen.

Limitations of the Review of Part 3. The Impact of Policies and Legislation on the Structure
and Delivery of Support Services for Children with Cerebral Palsy and their Families in New
Zealand

This review was limited to grey literature available on the internet in August 2021. The
intention was to identify key documents, policy, and legislative acts related to the health
and education system and disability services for children (16 years and under) and their
families living with CP in NZ. Therefore, information was excluded if it was not relevant to

these variables.

Conclusion of Part 3. The Impact of Policies and Legislation on the Structure and Delivery
of Support Services for Children with Cerebral Palsy and their Families in New Zealand

The current arrangement of the health and disability support system in NZ is complex. It has
led to inequities that impact on the health, well-being, and opportunities of children with CP
and their families. The DSS pathway lacks coordination and has unexplained variations
affecting all children with CP across the Te Whatu Ora Health NZ districts and the country. In
addition, there is a lack of literature on the child’s caregivers’ or families’ experience of
living with a child with CP, access to healthcare services, or information on ethnic
disparities of care delivery. For positive changes to be made, work needs to occurin a
careful, coordinated, timely manner. It is only when all these variables are explored and
considered, along with legislation, policy, and strategies that guide the system, that
opportunities can be created for meaningful change. Only then can improvements happen,

and inequities be addressed.
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Conclusion of the Combined 3 Part Review

This three-part review of the literature has highlighted how raising a child with CP and/or
other disabilities results in significant impact and stress on many aspects of life and requires
primary caregivers to make significant lifestyle adjustments (Lee, 2019; Nyante & Carpenter,
2019). Lack of understanding from friends, family, and community (Gold, 2016; Lee, 2019;
Mohamed Madi et al., 2019); the physical challenges of caring (Singogo et al., 2015;
Vadivelan et al., 2020); as well as financial and environmental challenges, all contribute to
struggles and stress for the primary caregiver (Vadivelan et al., 2020; Williams, Alzaher, et
al., 2021; Zhang & Li, 2021). The literature highlights that for parents to feel positive and in
control, and for the child to live their best life, parents need to understand and competently
navigate the complex health, education, and social systems within their country (Alaee et
al., 2014). For parents to do so, they must receive appropriate support and resources. There
is overwhelming evidence in the literature that this does not occur in a clear, consistent,
coordinated, and adequate way. There appears to be a mismatch between support and
services needed and those delivered resulting in a deficiency of support across the whole
system. It is evident that until this is addressed, children and their families will continue to
be negatively impacted, feel unsupported, and have their opportunities compromised.

The third part of the literature review highlighted how legislation, policy, and strategic
planning has informed the way disability services are shaped and delivered in NZ. The way
these have been implemented has led to wide variations in care resulting in inequities which
have impacted children living with CP and their families, and particularly for Maori and
Pacifica families (Sorhage et al., 2022).

This three-part review of the literature has highlighted significant gaps with regards
to the NZ context. While some things about the local experience of raising a disabled child
are known, there is a lack of understanding of the experience of raising a child living with
CP. It is also not known if there is a difference in experience in relation to the type of
disability services and support children living with CP and their caregivers receive. It is clear
from the literature on parents’ experience that this is an important phenomenon to
understand and that conducting specific research would make a significant contribution to

the understanding of this situation within the NZ context. International literature supports
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this perspective, indicating that for improvements to happen, specific local research is
needed (Afonso et al., 2020; Hayles et al., 2015).

There is untapped experience and knowledge within NZ primary caregivers of
children with CP. By exploring the experiences of parents more deeply, there is an
opportunity to understand the extent of the current situation and provide a more
meaningful picture into what this experience looks like. This, in turn, could assist with
ascertaining whether any changes are required to the way disability supports are provided
in NZ. A study with this focus could inform whether there is a need to change societal
attitudes on inclusion and acceptance, develop interventions to support carers, and improve
strategies for rehabilitation. Findings could also be used to inform and educate health and
education professionals and services about this important issue. Through understanding this
experience there is also the potential to positively impact the health outcomes and quality
of life of primary caregivers and children living with CP as new information could be used to

inform recommendations that lead to changes in policy and legislation.
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Chapter Three. Methodology and Methods

Chapter Two presented a three-part review of the literature as a way of understanding
current knowledge of primary caregivers’ experiences of having a child with CP and how this
relates to the NZ context. The first part reviewed primary caregivers’ experience of having a
child with CP. The second part explored what is known about the experience of parenting a
disabled child in NZ. The third part reviewed the policies and legislation that impact the
structure and delivery of support services for children living with CP and their families in NZ.
This thorough and multipronged review of the literature provided the first part of the
theoretical scaffolding for the current study and confirmed my “initial hunch that the
problem is worth studying” (Thorne, 2016, p. 60). Given the limited understanding of
primary caregivers’ experiences of having a child who lives with CP within NZ, and the aim of
the current study to create new knowledge, a qualitative approach was considered fitting.

Qualitative research originates from the social sciences as a method to study human
phenomena that cannot be otherwise quantified, specifically when interpretation and
human subjectivity are involved (Thorne et al., 2016). Therefore, it is the preferred approach
for explaining human experiences as it provides detailed information and gives insight into
people’s individual health and illness experiences which is consistent with the intent of this
study (Thorne, 1997). When considering which qualitative methodological approach to take
for this study, | explored phenomenology, grounded theory, and interpretive description
(D).

Adopting phenomenological methodology would have framed this research as
seeking to explore how individual caregivers make meaning of experiences, delving into the
essence of caregiving in this context was not aligned with my intent to understand the
experiences and perspectives of caregivers in relation to personal and systemic challenges
and influences (Creswell, 2013; van Menan, 1997). | wanted to explore boarder contextual
influences as opposed to understanding the essence of their lived experience.
Phenomenology, with its focus on individual core meaning removed from context seemed
limiting and not the right approach or fit. It did not lend itself to producing findings that
could be practically applied nor allow my knowledge and experience to be acknowledged. |
would have had to ‘bracket” my experience and preconceptions which did not fit well with