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Abstract.

This thesis explores the experience of raising a child who has impairment in bodily
function as well as high care needs. A small group of mothers who are bringing up a
child who has required a high level of parental input were interviewed to explore the

experiences that had influenced the development of parental skill.

The thesis is backgrounded by a literature review that traverses the development of
services to support child disability in New Zealand, meanings and definitions of
disability — specifically those definitions used in New Zealand policy and service
delivery, parenting, implications when parenting a child has a disability, support

systems, accessing services, and the role of caregiver parent.

Data from the interviews carried out was analysed and revealed variables that were
common to all the mothers interviewed. All the mothers had been fully involved in
the clinical aspects of their child’s assessment, treatment and rehabilitation from the
time their child was diagnosed as having a condition that required medical
intervention. All the mothers interviewed could be described as having developed
competency and parenting strength that had lead to them becoming ‘experts” who
were caregivers, medical technicians, advocates and case managers for their child,
because they had the means to become involved in specialist aspects of their child’s

life.



Preface

I enrolled in a MSW programme because I had enjoyed completing an undergraduate
degree. In undertaking academic study after a working career in community and
social work, I was given a view of how a sound understanding of the philosophies and
understandings that come from academic study provide a firm grounding to social
work practice. Having had an opportunity to take up study after working gave me
tools to separate out agency protocol and understandings of social worker practice.
The separation was a process that made it clear that sound social work practice comes

out of fully understanding the philosophies that ground the work.

I took up study part time many years ago (in the late 1970s) when I commenced work
after being a DPB mum. In the mid-1990s I took two years to study full time at
Massey University Albany and I completed a BSW. The work challenged me, as 1
had been working as a social worker whose career over the past 20 years has been

with community, families and children.

When I enrolled in the papers that made up a component of the MSW degree, I
changed employment to working directly with children and their families in a
therapeutic and resolution social work role with families. This move gave me a
working knowledge as I completed the theoretical work required. The work I took up
was with a major health organisation that provided services to children and their
families where the child had a diagnosis of physical disability. It was while I was

employed to work with the families of children who had a diagnosis of physical



disability that I met children and families who viewed their circumstance as one that
gave them challenges, but challenges that were focused around the positives in their

lives.

I also learnt that there is no such thing as one diagnosis to suit every child and that
physical disability, while a diagnosis based upon bodily impairment, is a circumstance
created by moving through an environment where impediment arises in the social and
physical world. Technical equipment and planning for structures in the environment
took on a new meaning for me and changed forever what I see when I look at how our

social and physical worlds are constructed.

I chose to look at the journey of a parent and what has given them the resilience,
strength and tenacity as a parent because of the parents I met while working directly
with children and their families where the child had very high care needs. I met
parents who grappled with services across health and education where there seemed
no rationale for how the services were separated or linked, while all the while
showing a joy and satisfaction with the job they were doing for their child. These
parents seemed to have taken on a world that put great barriers in the way of their
children, yet they had moved themselves into becoming very competent advocates
and case managers for their child. This experience motivated me to complete this

thesis.





