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Abstract
Parents of children with Autism Spectrum Disorder often cope with a range of
challenging and stressful situations beyond those experienced by parents of typically
developing children. Parents’ perception of the helpfulness of supports is a key component in
the effectiveness of support in maintaining good mental health.
Currently, the extent that New Zealand caregivers perceive support to be helpful is
unclear, particularly New Zealanders who are Māori or live rurally. The purpose of this study
was to determine whether parents of children with Autism Spectrum Disorder living in New
Zealand, perceived that they received helpful support from both formal and informal sources,
and to determine the aspects of support that were most helpful to them. Given the distinct
context of living rurally with a child with ASD, and the importance of knowledge about the
specific health needs of Māori, the research also investigated whether the families’ rurality
and ethnicity impacted the availability and helpfulness of support.
A convergent parallel, mixed methods design guided the use of quantitative and
qualitative methods in determining the perceptions of support of caregivers of children with
ASD aged three to fourteen. Quantitative and qualitative data from ninety-three participants
recruited through several online forums including New Zealand based Autism organisations
and Autism-related Facebook groups, were collected simultaneously via an online survey.
Quantitative data collection included the Family Support Scale covering caregivers’
perception of available sources of support, which was analysed using one- and two-way
Analysis of Variance. Qualitative data comprised caregivers’ response to one open ended
question on the survey asking caregivers to highlight aspects of support that were helpful to
them. Comments were analysed using the General Inductive Approach to determine themes
in the responses.
Analysis of the quantitative data indicated that New Zealand families draw on a range
of informal and formal supports when they are available, both of which were rated as
‘somewhat helpful’ on average (informal M= 2.64, SD= 0.659; formal M= 2.57, SD= 0.905;
overall scale M= 2.45, SD= 0.635). There were no significant differences in the perception of
support between rural and urban dwelling families, while Māori families perceived support to
be more helpful than Non-Māori families (F(1, 90)= 3.85, p= 0.05).
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Free text comments by caregivers regarding the helpful aspects of support resulted in
three themes- the caring qualities of supporters, ‘knowledge is the absolute key’ and accessing
support.
This research found that support which is individualised and can meet the dynamic
needs of the child and family is critical to caregivers’ perceptions of the success of this
support. Greater emphasis on the quality of care, particularly the interpersonal skills of those
in paid support-giving roles, and improved knowledge of supporters, was also indicated to
improve the perceived helpfulness of support. Family-centred care is one framework that
could usefully inform these areas of skill development by formal supporters. Given the
relationship between being knowledgeable about ASD and being helpful supporters of
families raising children with this condition, public awareness campaigns about ASD might
also be helpful in improving caregivers’ experience of support from the general public and
those in peripheral support roles.
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Māori Glossary
Throughout this thesis, Māori language will be used when discussing Māori culture
and customs. Definitions of Māori words are provided in the glossary and were sourced from
the ASD guideline (Ministries of Health and Education, 2008), Māori Disability Action Plan
(Ministry of Health, 2012b) and other resources (Bevan-Brown, 2004; M. H. Durie, 2002)
Aotearoa

New Zealand

Hapū

Māori sub-tribe, clan or kinship group

Hinengaro

Mental health; thoughts and feelings

Iwi

Māori tribe or clan

Kapa Haka

Māori cultural group; Māori performing arts group

Kaumātua

Respected tribal leader; elder with the capacity to teach and guide
others about Māori tikanga, history and language

Kaupapa

Policy, principles or ideas that inform customs and behaviours

Marae

The communal and sacred open area in front of the wharenui

Pākehā

New Zealander of European descent

Tangata Whenua

Māori as indigenous people to this land

Te Whare Tapa Wha

Māori health framework

Tikanga

Māori procedures, customs, practices

Tinana

Physical; bodily

Wairua

Spirituality or spiritual health, which encompasses dignity and
respect, cultural identity, personal contentment, and non-physical
spirituality

Whakapapa

Genealogy; family tree; cultural identity

Whānau

Extended family

vii

Wharenui

Meeting house, main house on the marae
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Person First Language
Person-first language is used throughout this thesis. Person-first language is when the
person is described before their disability, (e.g., children with Autism rather than Autistic
children) to reflect that the disability is not their identity. It ensures that the focus is on what
the person is able to do, instead of unable to do (Blaska, 1993).
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Introduction
In this chapter Autism Spectrum Disorder (ASD) is discussed in relation to the
implications for parents of children with ASD, and how the perception of social support is
important to parents’ health and well-being. New Zealand policies are described to illustrate
how these influence the provision of health and disability supports and services, followed by a
discussion of what is known about the distinct support preferences for Māori and those living
rurally in New Zealand. The chapter concludes by explaining the research aims and objectives
in light of the issues associated with raising a child with ASD in New Zealand.
For parents of a child with ASD the implications of the disorder can challenge their
coping strategies and contribute to decreased parental well-being and increased parental
stress. ASD is a Pervasive Developmental Disorder (PDD) of which symptoms include
impaired reciprocal social interaction and communication, and repetitive, stereotypical
patterns in behaviour or interests which are present from early childhood and impair everyday
life (American Psychiatric Association, 2013). The prevalence of ASD worldwide is
estimated to be 1% (American Psychiatric Association, 2013). The disorder is four times
more likely to affect males than females. Many children will begin to show symptoms of the
disorder in their second year of life, although it is possible for symptoms to develop before 24
months, or later in life (American Psychiatric Association, 2013). The symptoms of ASD can
be a source of stress for parents, as the family’s life and environments are adapted.
Stress and ASD
While some amount of stress is normally experienced when raising any child (Burke
& Abidin, 1980), parents of children with ASD can experience amounts of stress that are
above and beyond those involved with raising a typically developing child (Divan, Vajaratkar,
Desai, Strik-Lievers, & Patel, 2012; Weiss, 2002; White & Hastings, 2004). For parents of
children with ASD stress is often experienced in conjunction with significant levels of
depression and anxiety. In a large cohort study in the United States Jeans, Santos, Laxman,
McBride, and Dyer (2013) compared the stress levels of mothers of typically developing
children (n=8500), mothers of children with disabilities other than ASD (n=900) and mothers
of children with ASD (n=100). Using the Centre for Epidemiological Studies Depression
scale (CES-D) and the Parenting Stress Index (PSI) they found that the mothers of children
with ASD had significantly higher levels of stress and depressive symptoms than the mothers
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of typically developing children. Likewise, parents’ mental and physical health (measured
using the Medical Outcomes Study Short-Form Health Survey version 2) was compared
between 304 parents of children with ASD from West Virginia, with age- and gendermatched members of the general population of the United States. Findings showed that
compared to the health of the general population in the United States, parents of children with
ASD have significantly poorer general health (Khanna et al., 2011). The levels of stress,
anxiety and depression experienced by some parents of children with ASD have been found to
be significant enough to be diagnosed as a mental health issue. Of the 149 parents of children
with ASD in Ingersoll and Hambrick (2011), 55.7% had significantly high levels of
depression (using the CES-D) and 85% had significant stress levels (measured using the PSIShort Form). White and Hastings (2004) also investigated the depression and anxiety levels of
parents of children with Intellectual Disability (n=33), including children with ASD, (using
the Hospital Anxiety and Depression Scale) and found that 36% had scores that would likely
result in a clinical diagnosis of depression and 61% had clinical levels of anxiety. The use of
different well-being measures in studies make it difficult to compare results between studies
and populations, although overall the findings highlight the additional pressures faced by
parents of children with ASD and raises questions as to how these pressures could be
minimised.
Parental stress can derive from the impact of their child’s ASD on relationships,
financial resources and the parent’s interaction with the community. Some parents may
become so involved with caring for their child with ASD that it can place strain on their
relationships with others including partners or spouses, their other children and other family
members or friends (Midence & O'Neill, 1999). Additional costs in caring for a child with
ASD can add to financial pressures for the family. Money spent on therapies or interventions,
medical expenses and special diets or medications, or the parent’s inability to sustain
employment due to commitments involved with raising the child with ASD, often exceed the
cost of raising a typically developing child (Jarbrink & Fombonne, 2003). Critical judgment
from members of the public has also been identified as a source of stress (Divan et al., 2012).
ASD has been described as an invisible disability as it does not have physical symptoms
(Midence & O'Neill, 1999). This itself has been described as creating stress for parents,
especially when their apparently ‘normal’ looking child has a meltdown in public, which can
be perceived as a naughty child or bad parenting by people who do not recognise or
understand ASD (Divan et al., 2012). Parents may respond to this stigmatisation by isolating
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themselves from social situations, preferring to only be around those that are familiar with the
child and the disability and who will not be judgmental (Lindblad, Holritz-Rasmussen, &
Sandman, 2007). Consideration of these stressors and how parent and families can be
supported is critical to effective healthcare for these families.
Resilience. Despite the presence of stressors many families function well, reporting
low levels of stress and attribute personal growth to having a child with ASD. Resilience is
the ability to positively adapt and achieve positive outcomes when faced with adversity
(Luthar, Ciccetti, & Becker, 2000; McCubbin, Thompson, Thompson, & Fromer, 1998).
Many parents of children with ASD have remarkable resilience. In a convenience cohort of
170 parents from Chicago (134 mothers, 30 fathers and 11 other caregivers), parents’
comments about the impacts of their child on them were strength-based, and generally
focused on the positive effects their child’s disability had on their family life (Bayat, 2007).
These included acknowledging the positive changes that their child has brought to the family,
the inner strength that the parents have gained, becoming an advocate for their child and the
increased acceptance of others’ differences (Bayat, 2007). Although these attitudes reflect a
restricted sample of Caucasians who were members of local ASD organisations, they illustrate
diverse experiences of having a child with ASD, particularly in relation to parental wellbeing.
Increased resilience is associated with lower parental stress. Plumb (2011) found that lower
levels of parenting stress were correlated with higher levels of resilience in 50 caregivers of
children with ASD aged 6-12. While some families may thrive or seek limited support to raise
their child, others struggle to maintain their mental and physical health. As the experience of
resiliency, coping and stress appears to vary widely for parents of children with ASD it is
likely too, that preference in the type and source of support will also vary. Currently, it is
unclear how parents living in New Zealand differ in their need for and use of supports.
Coping. To maintain the caregiving role, parents of children with ASD require
adequate coping strategies and supports. Coping can be defined as the “constantly changing
cognitive and behavioural efforts to manage specific external and/or internal demands that are
appraised as taxing or exceeding the resources of the person” (Lazarus & Folkman, 1984, p.
141). Coping is a different concept to resilience. Examples of coping include managing,
minimising, avoiding, tolerating or accepting, psychologically stressful situations (Lazarus &
Folkman, 1984). Successful coping can be an indicator of resilience (Lees, 2009). Drawing on
the support from other people is one positive coping strategy frequently used by parents of
3

children with ASD to manage the stressors of their child’s disability. The use of support as a
coping strategy has been associated with the reduction of negative health and well-being
effects that are often a consequence of the stresses and demands experienced by some families
(Diamond, 2006; Weiss, 2002). While the type of support that assists parents to cope well
varies between parents, social support- support received from other people- appears to be a
key factor.
Social Support. Social support is a source of coping used by parents of children with
ASD. Dunst, Trivette, and Hamby (1994) define social support as “the emotional,
psychological, physical, informational, instrumental and material aid and assistance provided
by others that directly or indirectly influences the behaviour of the recipient of these various
kinds of resources” (p. 152). The term ‘social support’ will be used synonymously with
‘support’ throughout this study as both terms are used to mean the assistance that is received
from another person. Other sources of support, such as financial support, will be described
individually. Support can come from formal or informal sources. Formal support is provided
by an agency or organisation, either for free or for a fee, while informal support is that
provided by someone in the individual’s network in a voluntary capacity - usually friends,
family, neighbours or acquaintances (Boyd, 2002). The social and emotional connection
experienced by parents of children with ASD was a key aspect of support from others
appreciated by the parents interviewed in a study by Lindblad et al. (2007), although different
sources of support can assist parents to cope with different stressors of their child’s disorder.
Perception of support. Parent’s perception of whether support is helpful or not is
more important to health and well-being outcomes than an amount or type of support
received. It is argued that whether support is helpful or not to meet their family’s need, is
determined by the opinion of the family who are receiving the support (Hilary K. Brown,
Ouellette-Kuntz, Hunter, & Kelley, 2010). Perceived supportiveness is context-specific,
meaning that help can be perceived as helpful in one setting but not in another (e.g. offering a
mother help with her child who is having a meltdown in the supermarket may be perceived as
helpful on one day, but perceived as condescending and patronizing on another day when the
mother has earlier dealt with judgmental stares and comments from other members of the
public). The context is also influenced by the personal factors of the parent or caregiver,
including their current mood and stress levels, personality traits, coping abilities, ethnicity,
income or geographic location (Hilary K. Brown et al., 2010; Pottie, Cohen, & Ingram, 2009).
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The implications of a child’s disorder and the contextual factors of the perception of support
are individual to each child and family, and therefore supporting parents of children with ASD
is not simply a matter of providing a certain amount or type of support. Hence a greater
understanding of local and specific preferences for types and sources of support can be useful
in the effective and efficient design of support systems for parents of children with ASD.
The Aotearoa/New Zealand Context
This section begins with the discussion of the New Zealand health system to give
context to the provision of supports and services available to New Zealand families of
children with ASD. The health and disability policies and frameworks that guide support and
service provision are then discussed, followed by factors that influence the supports used, and
the limited knowledge we have of the perceptions of support of Māori and rural dwelling
families in New Zealand.
The New Zealand health system. The supports used by families of children with
ASD living in New Zealand are highly dependent on the socio-political factors that shape the
availability and accessibility of supports- largely the New Zealand health system. The New
Zealand health system is governed by the Minister of Health. The majority of health service
planning and provision is controlled by 20 District Health Boards (DHBs) (A. King, 2000). In
the 2013/2014 Vote: Health budget, 7.5% of the total budget, or $1.103 million was allocated
to DHB’s and third-party service providers to deliver disability support service, under which
formal public support services for parents of children with ASD are provided (The Treasury,
2013). The delivery of the health system is guided by the New Zealand Health Strategy (A.
King, 2000). The acknowledgement of the relationship between the Crown and Māori, an
improvement in health for those that are disadvantaged, and equal and timely access to health
and disability services are priorities and goals of the Health Strategy (A. King, 2000) that are
particularly important to families of children with ASD.
In 2012 ‘Better Public Services’ was introduced as one of the four priorities of the
National-led government. The government chose ten results to be achieved by 2017 to create
better public services in New Zealand within tight financial constraints, and to improve the
life of New Zealanders (Ministry of Social Development, n.d.).
The five targets of the Better Public Services initiative are: 1) reduce long-term
welfare dependence; 2) support vulnerable children; 3) boost skills and employment; 4)
5

reduce crime; and 5) improve interactions with the government (Ministry of Social
Development, n.d.). The ‘supporting vulnerable children’ priority relates to children with
ASD and their family as many of the supports and services they receive are provided by
government agencies, or by those contracted by government agencies. The changes made
within these agencies to align with the priorities of the government will affect the way that
services are delivered to children with ASD. This priority is also important because changes
to service delivery in response to the priority is likely to affect the perception of support used
by families of children with ASD, as this is a population of children that are particularly
vulnerable to not only child abuse (Ammerman & Patz, 1996), but vulnerable to exclusion
from participating fully in society because of their disability.
The Needs Assessment and Service Co-ordination (NASC) service of the MOH is also
influential in the availability of supports used by parents of children with ASD, particularly
formal supports. NASC has two roles; needs assessment and service co-ordination. The Needs
Assessment aspect of the role is to assess the disability support needs of children and adults
with disabilities and allocate MOH funding to meet these needs. The Service Coordination
aspect is to identify supports and services that are available to the child and their family to
meet these needs. This may include funded supports and services, or facilitating the use of
informal, natural supports that are available (Ministry of Health, 2013). When assessing the
needs of the person with the disability, the NASC also assesses the needs of their family and
whānau. For children with ASD for example, support to ensure the domestic tasks are done
each week may be allocated because the NASC has identified that the parent is unable to do
this as a result of the demand that their child has on the parent’s time. Focusing on the needs
of other family members implements the objectives of the Carers’ Strategy, by supporting and
enabling those that care for a child with ASD.
Support and service provision via NASC for people with ASD has not been consistent
throughout New Zealand, although it is a national scheme. Prior to April 2014, NASC in
different regions of New Zealand had different eligibility criteria for people with ASD to
receive supports (Ministry of Health, 2014). In April 2014, the MOH issued nationally
consistent approach to the needs assessment of people with ASD and no co-morbid diagnosis
is necessary to receive support. The type, source and amount of support offered through the
NASC is determined on the person’s support needs to live a fulfilling life in the community
(Ministry of Health, 2014).
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New Zealand health and disability policy. The supports that are available to New
Zealand families of children with ASD are further guided by the New Zealand Disability
Strategy (Ministry of Health, 2001), The New Zealand Carers’ Strategy and Five Year Plan
(Ministry of Social Development, 2008), He Korowai Oranga: The Māori Health Strategy
(Ministry of Health, 2002) and the New Zealand Autism Spectrum Disorder Guideline
(Ministries of Health and Education, 2008). These policies and documents reflect the national
approach to formal supports for families of children with ASD, such as funded services and
entitlements. As such these policies and documents are key to understanding the context of
formal support in New Zealand they are discussed individually below.
New Zealand Disability Strategy. The primary objective of the New Zealand
Disability Strategy (Disability Strategy) (Ministry of Health, 2001) is to create a fully
inclusive society. The Disability Strategy acknowledges that people with disabilities are
unable to participate fully in society due to a combination of environmental factors and a
person’s impairments (Ministry of Health, 2001). Currently children with ASD may be
excluded from participating in their home, school and community environments because of
their disability and these limitations can extend to impact their family as well.
The Disability Strategy has 15 objectives and associated actions to achieve these aims.
While all objectives are relevant to children with ASD and their family, objective 13 and 15
that are especially pertinent. Objective 13 aims to enable children with disabilities to
participate fully in society. This is important for children with ASD as they are often limited
in society because of the consequences of their disability as well as limitations created by
their environment. Objective 15 specifically outlines the need to value those family and
whānau members that support people with disabilities is especially important for families of
children with ASD, as the impact of the child’s disability on the caregivers has been
demonstrated.
In the 2001 - 2007 progress report (Litmus, 2008), while people with disabilities felt
that there were improvements to the inclusiveness of New Zealand society, they did not feel
that the main aim of the strategy, ‘inclusiveness for all’, had yet been achieved (Litmus,
2008). The Disability Strategy 2013 annual update also outlined the progress towards
inclusion which found that gains are being made, however, these were not measured by the
people with disabilities themselves (Turia, 2013). Furthermore, it is unclear the extent to
which findings in either report relate to parents of children with ASD. Exploring parents’
7

perception of support will help to identify areas that are inclusive and whether the families of
children with ASD feel that the aim of the Disability Strategy is being implemented.
The New Zealand Carers’ Strategy and Five Year Plan. To address the needs of
informal carers in New Zealand, including the parents of children with ASD, the Ministry of
Social Development created the New Zealand Carers’ Strategy 2008 (Carers’ Strategy) and
Five Year Plan (Ministry of Social Development, 2008).The Carers’ Strategy is a guiding
document to acknowledge the effort of informal carers and to ensure that they are supported
so they are able to balance the provision of care and their own needs, hence specifically
impacts parents of children with ASD. The aim of the strategy is that “New Zealand Aotearoa
is a society that values individuals, families, whānau or aiga1 who support others who need
help with their everyday living” (p. 10). It is anticipated that this aim will be achieved by
providing carers the opportunities to participate in a fulfilling life of employment, recreation
and education; and involving carers in the decision-making processes that concern them and
their dependants. Both the Disability, and Carers’ Strategy reflect an intention that parents of
children with ASD are (and perceive they are) supported by New Zealand society through the
provision of services, financial support and through promotion of positive attitudes toward
people with disabilities and their carers in New Zealand society.
To implement the Carers’ Strategy, the Five Year Plan (2008-2012) was created.
There are five objectives of the Five Year plan which are 1) provide information; 2) protect
the health and well-being of carers; 3) enable carers to take a break; 4) provide financial
support for carers; and 5) provide training and pathways to employment for carers. These are
especially important in regard to parents of children with ASD as the implications of their
child’s disability have been identified in the literature to cause stress on the family’s financial
situation, to have a negative impact on the parent’s health and well-being and to limit the
parents’ ability to take part in meaningful employment outside of the home (Divan et al.,
2012).

The New Zealand government and relevant stakeholders such as community

organisations, funders, employers, crown entities and the wider public, are expected to play a
role in implementing these objectives (Ministry of Social Development, 2008).

1

Samoan word for ‘family’
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At the time of submission of this thesis, the 2014-2018 Carers’ Strategy had just been
released (Ministry of Social Development, 2014). After consultation with the public and
stakeholders in 2013, changes included the addition of the new objective to ‘increase public
awareness and understanding of the carers’ role’, as well as up-to-date actions to implement
the objectives for the next five years (Ministry of Social Development, 2013). The
consultation with stakeholders and revisions of the Carers’ Strategy and action plan ensures
that helpful supports are available to informal supports that reflect their needs.
The Carers’ Strategy and Five Year Plan are strongly worded documents that
recognise the role and contribution of informal carers in the healthy development of people
with disabilities. While the goals of the plan are ambitious and clearly relate to parents of
children with ASD, the extent that it achieves its aims for this group are uncertain.
Whaia Te Ao Marama- Māori Disability Action Plan. There are different barriers to
an inclusive society for Māori people with disabilities compared to those that limit inclusion
for Non-Māori people with disabilities, hence the need for Whaia Te Ao Marama, or Māori
Disability Action Plan. Whaia Te Ao Marama, outlines the priorities to enable Māori with
disabilities to reach their aspirations and to mitigate the barriers limiting their full
participation in their whānau, Hapū, iwi and society (Ministry of Health, 2012b). It was
written by Māori with disabilities, their whānau and those that work in the disability sector,
with support from the Ministry of Health. There are four actions of the Whaia Te Ao Marama
that will lead to reaching this goal. They are 1) improving outcomes for disabled Māori by
offering more individualised and culturally appropriate assessment and support; 2) providing
better support for whānau including training for whānau carers to provide quality care for
their whānau members with disabilities; 3) good partnership with Māori by improving
community involvement; and 4) responsive disability services for Māori by improving the
cultural competency of health and disability workers and developing the Māori health and
disability workforce (Ministry of Health, 2012b). The Māori Disability Action Plan is
important, as it has been shown that Māori families prefer health and disability supports that
are culturally sensitive, include whānau members in all steps of the process and respect the
Māori culture (Bevan-Brown, 2004; Nikora, Karapu, Hickey, & Te Awekotuki, 2004),
although research with Māori families of children with ASD and their preferences of support
is limited.
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Culture and health are very closely associated in Māori conceptualisations of self, and
the way that health and disability is perceived by Māori may affect the supports that families
draw on to help them to raise a child with ASD. There are a number of models that explain
how Māori perceive the term ‘health’ that clarify these relationships (Te Wheke (Rangimarie,
1991); Te Pae Mahutonga (M. H. Durie, 1999); Te Whare Tapa Wha (M. H. Durie, 1985)).
All of these models emphasise a holistic view of health that includes aspects of culture, family
and spirituality, however, each model differs in the ways that the external, Non-Māori societal
influences are understood. In this thesis, Te Whare Tapa Wha (see Figure 1) has been selected
to illustrate how culture can influence perceptions of health and disability for Māori, how the
support needs of Māori families of a child with ASD might manifest, and to discuss the
potential similarities and differences between Māori and Non-Māori families.

Figure 1. Te Whare Tapa Wha
Adapted from http://www.bpac.org.nz/BPJ/2010/June/mentalhealth.aspx\
Te Whare Tapa Wha illustrates holistic health using the metaphor of a wharenui, the
meeting house on a marae (M. H. Durie, 2002). There are four sides of the wharenui required
to make the meeting house stand strong, which represent the four aspects of health that are all
required for an individual to be healthy. These four walls represent Te taha hinengaro or
emotional health; Te taha wairua or the spiritual health; Te taha tinana or physical health; and
Te taha whānau or family health. Distinctive from many Western depictions of health, Te
Whare Tapa Wha integrates all four aspects into overall health. Ill-health in any one aspect
influences strength and vitality overall, much like weakness in one wall of a house impacts on
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the integrity of the whole house. The four aspects are explained further below, with relation to
how each impacts the health of Māori families raising children with ASD.
1) Te taha hinengaro is the emotional health and well-being of a person - the way someone
thinks and feels. It is an encompassing concept that incorporates someone’s emotions and
how this affects them in their wider context. For example an individual who is experiencing
depressed emotions may find it is affecting their desire to socialise with others or their ability
to perform in their parenting role. An important notion of hinengaro is showing emotion
instead of verbalising it. An individual who shows that they put their own needs, wants,
dreams and aspirations before another’s is seen to be unhealthier than someone who considers
other’s needs before their own. A parent of a child with ASD who puts their own needs (i.e.
socialising with friends, employment) before their child or family’s needs (i.e. therapy for the
child, doctors’ visits) may be perceived as unhealthy from a Māori perspective.
2) Te taha wairua is the spiritual health of an individual and is of great importance to the
Māori culture. It is a concept that is not often included in Western health models. Spiritual
health acknowledges the person’s relationship with their environment, their people and their
ancestry. If an individual is physically unwell, Māori will often look into their spirit to see
whether something in the person’s spirit is making them unhealthy. Māori believe that those
who do not have a spiritual awareness may be susceptible to poor health and well-being (M.
H. Durie, 2002). For parents of children with ASD, factors such as feeling that the ASD has
taken over their identity, affecting their spirituality, could result in being physically unwell
and this would be viewed as an issue that needed to be addressed before the person could
reach optimal health again.
3) Te taha tinana is the physical component of health. While physical health is a common
concept in Western health, it is perceived differently by Māori. For Māori, impaired physical
health is a way of the body communicating that there are other underlying problems. For
example, if somebody’s body is in physical pain, then this may be a way of the body
communicating that they are under too much stress. People offering support to Māori families
of children with ASD must be aware of Māori customs such as not touching other person’s
head, minimal eye contact as a sign of respect and keeping to personal space, as the support
that they offer may affect the family’s physical health and the way that the support is
perceived.
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4) Te taha whānau is the fourth wall of the wharenui and represents the family health and
well-being. The family includes those who are a part of the individual’s immediate and
extended whānau, hapū and iwi. Whānau shapes a person’s identity and is more than just who
they are, but where they come from and who their ancestors are. Te taha whānau includes the
health of the whānau environment and the support that members receive from each other (A.
Collins & Willson, 2008) where inter-dependence is healthier than independence. Whānau
members impact how the parent of a child with ASD views their family’s needs and can offer
invaluable support to the family.
Sources of support that are perceived as helpful and useful by Māori families may be
working within the Te Whare Tapa Wha framework. While specific research examining these
interrelationships is beyond the scope of this study, Te Whare Tapa Wha highlights the need
to better understand the perceptions of support of families who identify as Māori, and support
a premise that the needs and preferences of Māori may differ from Non-Māori.
The New Zealand ASD Guideline. Diagnosis and management of ASD in New
Zealand is guided by the New Zealand ASD Guideline. Although not a health policy
document, the ASD guideline is used to guide the delivery of supports and services for
individuals with ASD and their families. The guideline was jointly funded by the Ministry of
Health (MOH) and Ministry of Education (MOE), and was written with international best
practice evidence to provide guidance for decision making on educational, health and social
aspects of the lives of children and adults with ASD in New Zealand. It was designed to be
used by health and educational professionals, policy makers and funders, parents and carers of
people with ASD and anyone else with an interest in improving the lives of individuals with
ASD (Ministries of Health and Education, 2008). It was hoped that the recommendations will
be implemented by all supports and services that are involved in the lives of individuals with
ASD and their families (Ministries of Health and Education, 2008), although there are
currently no formal outcome measures to evaluate this.
The ASD guideline acknowledges stress experienced by families with a child with
ASD and recommends that parents be provided with co-ordinated and well organised support
that meets each family’s individual needs, including their cultural preferences. This is
consistent with the intentions of the Disability Strategy, Carers’ Strategy and the Māori
Disability Action Plan. It also recommends that families should be given accessible, up to
date and appropriate information about ASD and about the supports and services that are
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available. This information should be available to all family and extended family members.
Parents should be encouraged to attend parent-led support groups to access information about
ASD and help them develop ways of coping with the disorder and related challenges
(Ministries of Health and Education, 2008). The guideline acknowledges that support
provision for Māori families and families living in rural areas of New Zealand arise underrepresented in research and that there is little known about how these families are affected by
ASD. The majority of the best practice recommendations used throughout the guideline are
based on international literature and it is unknown to what extent these ‘best practices’ are
available, relevant and currently used within the New Zealand context. More importantly, it is
unclear the extent to which these guidelines have been implemented in New Zealand and if
this has impacted on the support needs of parents.
The policies and documents described in this section all work alongside each other to
achieve a society that is inclusive and accepting of people with disabilities, and are important
to families of children with ASD. The Disability Strategy, Carers’ Strategy and Māori
Disability Action Plan are guided by the New Zealand government and therefore the
government are accountable for whether the objectives and outcomes are met. The ASD
guideline is a guiding document that consists of best practice recommendations which should
be used to guide the implementation of the priorities of the government strategies.
New Zealand and ASD. It is estimated that there are 40 000 New Zealanders who
have ASD (1% of the population) (Autism New Zealand, 2011; Fombonne, 2003) although
accurate prevalence data has not been collected. The policies discussed above have an impact
on the support and services available to New Zealand families of children with ASD, and
contextual factors such as ethnicity and rurality have an impact on what supports are used and
how these supports are perceived. These are discussed further, in terms of how Māori culture,
and how the service provision in rural areas may affect perception of supports.
Māori. Māori are the Tangata Whenua of New Zealand. There were 561 333 people
living in New Zealand who identified themselves as Māori in the 2013 census, making up
14.9% of the total New Zealand population (Statistics New Zealand, 2013a). There are
significant differences in the health outcomes of Māori and Non-Māori people in New
Zealand. Māori have a shorter life expectancy than Non-Māori (Bascand, 2013) and are overrepresented for chronic health conditions (Ministry of Health & Associate Minister of Health,
2006) therefore it is important to investigate the health and support needs of Māori to ensure
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that these disparities are minimised. The influence of culture on perceptions of health and
disability are likely to impact the supports drawn on by Māori families of children with
disabilities.
Some preliminary research has explored the concept of disability for Māori and found
differences with traditional Western ideas, which may influence the way that Māori families
cope with raising a child with ASD. The concept of disability for Māori was explored by
Kingi and Bray (2000) who interviewed 15 Māori without disabilities. The authors expressed
that participant views of disability were in line with the social model of disability, i.e. that it
was the environment and society that were disabling Māori not their impairments. Disabling
aspects of society reported by the participants included colonisation of Māori, loss of land,
government politics and loss of knowledge about whakapapa and self-identity. The loss of
whakapapa and self-identity relates to the Te taha whānau wall of Te Whare Tapa Wha
model, where acknowledging one’s ancestry is an aspect of having good health and wellbeing (M. H. Durie, 1985). An emphasis on whakapapa, whānau and self-identity in the
Māori culture may translate to a reliance of informal support sources to assist Māori families
to raise a child with ASD.
Barriers to using supports for Māori may include 1) the low socioeconomic status and
employment levels of Māori (Statistics New Zealand, 2013c) meaning that Māori may be
unable to afford disability supports and services; 2) the physical environment where the lack
of accessible buildings or assistive technology is hindering Māori involvement; or 3) legal
and institutional barriers that include the rules and regulations of supports and services which
limit the involvement of Māori (Nikora et al., 2004). The ethnicity and culture of support
providers is an aspect of support identified by Māori which makes support more useful.
Nikora et al. (2004) interviewed 49 Māori living with a disability and 18 whānau carers to
understand what aspects of care they would improve to increase their use of disability
supports and services. Improvements that the participants suggested included having
culturally sensitive staff and having supports that extended beyond the person with the
disability, and to include their whānau in supports. Only 6% of the participants were currently
receiving support from Māori providers, while 82% of those that were not using Māori
providers said that they would if they were given the opportunity, as they felt that Māori staff
would better understand their issues, and that they could relate to Māori staff more than
Pākehā staff. Involvement of the carers and whānau was a major theme that was raised by
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participants in interviews held by Nikora et al. (2004). Participants’ felt that having the
whānau involved in discussing and planning supports would meet the entire family’s needs,
not just the person with the disability. Whānau is a central aspect of Māori values and beliefs
(Ministry of Health, 2012b).
The delivery of Māori-for-Māori health services is a delivery approach that focuses on
Māori health kaupapa. In 2013, $20 million was invested in Māori health providers that
showed a focus on improving Māori health outcomes with an emphasis on child and whānau
health and wellbeing (Ministry of Health, 2012a). The 2013-2017 key priority of the Te Ao
Auahatanga Hauora Māori: Māori health innovation fund is Tikanga ā Tamariki Mokopuna,
which means that whānau health and wellbeing will be focused on through improved child
health outcomes. Strategies that are especially relevant to Māori families raising a child with
ASD include ensuring that services are delivered with whānau centred approaches, focusing
on giving families the control of their destiny be developing their physical, spiritual, mental
and emotional health, and recognising the importance of the whānau, hapū, iwi and
community (Ministry of Health, 2012a).
The studies by Nikora et al. (2004) and J. Kingi and Bray (2000) concur with the calls
for culturally relevant and individualised support for families impacted by disability in the
Carers’ Strategy and Māori Disability Action Plan. Furthermore these studies illustrate the
need for supports which have Māori staff members and that encourage greater involvement of
whānau members in the planning and implementation of support, for Māori parents of
children with ASD.
Inclusion of the Māori tikanga in the support of Māori families of children with ASD
may influence the way that supports are drawn on and perceived. Only one study has
investigated the needs of Māori families and ASD. Bevan-Brown (2004) interviewed 51
whānau members of 19 children with ASD to investigate perspectives of Māori families about
ASD and their perceptions of the supports they were receiving. Bevan-Brown (2004)
emphasised that the perspectives reported were of the individual person and a generalised
view of Māori was impossible, as they were a heterogeneous group as with any other
ethnicity. However, there were themes evident in what the participants shared. An important
aspect of support for these whānau was whether the support was culturally appropriate. The
participants preferred that Māori culture was incorporated into the support that their child
received through ways of considering the child’s whakapapa, involvement of the whānau in
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support and education plans, acknowledging Māori customs, values and practices and
including the child in activities such as kapa haka. Participants also identified certain barriers
that kept them from accessing supports which included a lack of information, that they did not
know what supports their child and family were eligible for, or where to approach for the
support. Although these barriers are experienced by families across different ethnicities (Cain
Spannagel, 2011; Dillenburger, Keenan, Doherty, Byrne, & Gallagher, 2010; Divan et al.,
2012; Mandell & Salzer, 2007) the recognition of families’ wishes to have Māori customs and
culture incorporated into the supports that they receive is important to the provision of helpful
support. Quantitative information indicating the extent that support is perceived to be
adequate for Māori families would add to the findings for better understanding the specific
support needs of Māori parents of children with ASD.
Rurality. The geographic location of families can affect their access and use of health
services. Fourteen percent of the New Zealand population live in rural areas (Statistics New
Zealand, 2006b). Differences in health outcomes and service utilisation of people living in
rural and urban areas of New Zealand have been found (Ministry of Health, 2007). The issues
that face provision of health services to rural populations are relevant in the context of support
services for families of people with ASD. These include difficulty with recruiting and
retaining skilled professionals, limited professional development and training opportunities
(English, 1998); the distance needed to travel to, and the long waiting times to visit service
providers and perceived lower quality of services due to a lack of staff (Panelli, Gallagher, &
Kearns, 2006); and the lack of a guiding framework for service provision in rural New
Zealand (New Zealand Institute of Rural Health, 2008). The ASD guideline identifies that
“rural families and whānau experience significant challenges and disadvantages in accessing
resources and services (e.g., transportation, lack of local support, isolation, financial
resources, lack of employment opportunities) compared with urban dwellers” (Ministries of
Health and Education, 2008, p. 66), although there is limited research on the impact of living
rurally on raising a child with ASD in New Zealand.
While the provision of, and perceived helpfulness of health services and supports may
be adequate in some rural areas of New Zealand, needs and perceptions are not homogenous
and will vary across locations and communities. Investigating the supports used by families of
children with ASD who live in New Zealand will determine what supports are available, what
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is used and how helpful the supports are at meeting the needs of families that raise children
with ASD.
Research Aims
The aim of this research was to identify the sources of support used by families with a
child with ASD in contemporary New Zealand, and to understand the perceptions of the
helpfulness of supports. Given the potential unmet needs of Māori families and families living
in rural New Zealand, these two groups were specifically analysed to determine the impacts
the sources of support, and perception of helpfulness of support used by families of children
with ASD who live in New Zealand. The two main research objectives of the research were:
1) To identify the sources of support used by families of children with ASD in New
Zealand;
2) To determine the perceived helpfulness of the supports used.
It was expected that the sources and perceived helpfulness of the supports would vary
for the participants as it would be dependent on their individual needs and personal factors.
To generate New Zealand specific data, the specific research objectives were:
A) To determine whether there are any significant differences in the sources of support
used by families living in rural and urban New Zealand;
B) To determine whether there are any differences in the perceived helpfulness of
supports used by families living in rural and urban New Zealand;
C) To determine whether there are any significant differences in the sources of support
used by families that identify as Māori and Non-Māori;
D) To determine whether there are any differences in the perceived helpfulness of
supports used by families that identify as Māori and Non-Māori.
Using social support that is perceived as helpful is an important coping strategy
against the potential challenges and implications of raising a child with ASD. In this chapter,
health, disability and ASD have been examined in the New Zealand context, as well as the
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guiding policies and documents that influence the support and service provision available to
New Zealand families of children with ASD. In the following chapter, literature exploring the
sources of support used by parents of children with ASD is discussed, as well as the
importance of investigating parents’ perception of how helpful supports are for their family.
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Literature Review
This chapter reviews literature to outline the importance of understanding the use of
supports by parents of children with ASD, and how their perception of support impacts the
parent in their caregiving role. Firstly, the literature review process is outlined including the
search terms used and the literature databases searched. The chapter then discusses the
literature which assesses sources of support that are frequently used by parents of children
with ASD and how the perception of support may impact on parents in maintaining their
caregiving role for their child with ASD.
Literature Review Process
Two research questions were generated from the research objectives:
1) What sources of support are used by families who have children with ASD?
2) How do caregivers of a child with ASD perceive the helpfulness of that support?
The search terms for the first research question were (caregiver OR family OR parent
OR carer OR mother OR father) AND (children OR adolescent OR autism OR “autism
spectrum disorder”) AND (“emotional support” OR “financial support” OR “psychological
support” OR “formal support” OR “informal support” OR “professional support” OR “paid
support” OR “stress” OR “coping”). The terms for the second research question were
(caregiver OR family OR parent OR carer OR mother OR father) AND (children OR
adolescent OR autism OR “autism spectrum disorder”) AND (“usefulness support” OR
benefit OR hindrance OR qualitative OR experience OR need). These are also tabulated in
Appendix A. Literature Search Terms. The searches were run using the PsychInfo, Medline
and CINAHL databases on the 29th April 2013 and using the Scopus database on the 15th May
2013. Boolean operators or key words searches were used according to each database’s
procedures.
Relevance of identified literature for inclusion in this review was judged using the
inclusion and exclusion criteria in Table 1.
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Table 1.
Inclusion and Exclusion Criteria for Literature Review
Inclusion

Exclusion

Literature includes child or children with
ASD or Developmental Disability

Research focused on typically developing
child/children (does not include when
typically developing children are used as
control group)

Child/children aged between three-14
years, or mean age within this bracket

Children outside of age bracket of three-14
years

Research focused on parent’s stress and
well-being, coping, use of supports or
perception of supports

Not relevant to parent’s stress, well-being,
use or perception of social support

Includes interventions that are used or similar Focused on specific interventions that are not
to those used in New Zealand
used in New Zealand

The process of evaluating the literature found in the search is shown in Figure 2. There
were 408 citations retrieved from the four databases. After title and abstract review full text of
87 articles that appeared to meet inclusion and exclusion criteria (Table 1) were retrieved.
These articles were then read in full by BS. The reference lists of relevant articles were
searched for other literature that appeared to be relevant to the research questions. Twentyfour articles were used in the literature review. Details of these articles, including sample
population, variables investigated, study type and country of research can be found in
Appendix B. Literature Review Results.
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Figure 2. Literature review process

Sources of Support
Receiving social support has been shown to reduce parenting stress, depressive
symptoms and anxiety experienced by parents of children with ASD, although not all types of
support may give equal effects. Formal (e.g. support from therapists) and informal support
(e.g. support from friends or family members) can assist parents to raise their child and
maintain their psychological health. The most commonly identified sources in this literature
review were informal supports. Literature centred on the support from the parent’s spouse or
partner, child’s grandparents and other parents of children are discussed below in relation to
how these sources of support aid the parent to maintain their caregiving role.
Spousal support. While the impact of having a child with ASD on marital discord is
unclear, several studies have identified the spouse or partner as a helpful and valuable source
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of support. In a study of 71 mothers of children with ASD living in England, 69% rated their
partner as a very helpful source of support using the Family Support Scale (FSS) (Bromley,
Hare, Davison, & Emerson, 2004). Because fathers were not involved in the research it is
unclear if they reciprocate this perception of helpful spousal support. Both mothers (n=50)
and fathers (n=23) of children aged 21 years or younger (mean age eight years old) in Hall
and Graff (2011) rated their spouse as the source of support that was most helpful to them
according to the FSS. Mothers rated the helpfulness of their partners a 4.06 out of 5, while
fathers rated their partners a 4.96 out of 5 (measured on a Likert scale of 1- not very helpful to
5- extremely helpful). From this small study it appears that spousal support is highly valued
irrespective of the gender of the parent.
As well as being rated as important by parents, high levels of spousal support is
associated with better health and well-being in parents of children with ASD and is therefore
an important consideration in a discussion of support needs of parents. Higher levels of
perceived support from a spouse was related to lower levels of depression in mothers of
children with ASD aged 0-18 years (Ekas, Lickenbrock, & Whitman, 2010). In contrast
Brobst, Clopton, and Hendrick (2008) reported that parental stress decreased as relationship
satisfaction and commitment to the marriage increased in mothers of children aged two - 12
with ASD. Although it is unclear if a partners’ level of supportiveness promotes or is the
result of positive wellbeing, the research suggests that for parents who receive support from
their spouse that they perceived as helpful; the more likely they are to have a positive wellbeing.
Although the support from a spouse or partner may be valuable, raising a child with
ASD can place strain on the marital relationship. However there is limited and conflicting
data about whether raising a child with ASD is detrimental to a marital relationship, resulting
in increased separation or divorce. In a population-based cross-sectional study, B. H.
Freedman, Kalb, Zablotsky, and Stuart (2012) investigated the impact of raising a child with
ASD on parental relationship status by comparing the proportion of children with (n=913) and
without ASD (n=76 998) aged three – 17, who currently lived with both biological parents.
An odds ratio determined that there was no significant association between whether a child
with ASD lived with their two biological parents or not, indicating that the child’s ASD was
not a significant predictor of whether parental relationships remained intact. However, results
from a smaller study by Hartley et al. (2010) contradicts this finding. A longitudinal study
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compared the divorce rates of 381 families of adolescents and adults with ASD, between 1998
and 2004. These rates were compared to the divorce rates of 385 families matched on
mother’s ethnicity, education level and age, and their child’s sex, age and birth order. These
control families were participants of a national study of adults in the US. There was a
significantly greater rate of divorce in parents of children with ASD (23.53% divorce rate vs
13.81%) which indicates that the presence of a child with ASD in the family may impact the
stability of marital relationships. Comparison between B. H. Freedman et al. (2012) and
Hartley et al. (2010) is difficult though due to differences in sample size, timing and
methodology. Although it is currently unclear how the presence of a child with ASD affects
the marital relationship, it appears that spousal support is a helpful and important source of
support.
Grandparents. Grandparents are another important source of informal support for
parents of children with ASD. Grandparents can offer both practical and emotional assistance
and are often the first port-of-call when support is needed (Divan et al., 2012). They can
provide respite for the child and siblings, or assist the parents with household tasks (Sharpley
& Bitsika, 1997), as with families of typically developing children. Similar to other sources of
support, the impact of the support from grandparents on the parents’ health and well-being is
often dependent on the parents’ perception of how helpful grandparents are (Sharpley &
Bitsika, 1997).
The grandparents’ understanding of ASD influences parents’ perception of the support
they offer. The support from grandparents was perceived to be adequate from 61% (43/71) of
the 22 mothers and 3 fathers of children with learning disabilities including ASD aged three 15 years sampled in Hornby and Ashworth (1994). The parents living in England completed
questionnaires on the support offered by the 71 grandparents. Fifty-two percent of parents
(37/71) indicated that the grandparent understood the child’s disability and needs. The
grandparent’s own perspective on the disorder, their acceptance that their grandchild has a
disability and their opinion on the parent’s approach to raising the child were all aspects
which may affect the help and support that grandparents can offer (Hastings, 1997). This is
supported by Sharpley and Bitsika (1997) who found that grandparents who appeared to
understand ASD and its impacts on the child and family were perceived as more helpful by
the parents and therefore having a more positive influence on the parent’s health and wellbeing (Sharpley & Bitsika, 1997). The relationship between perceived support from family
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members, including grandparents, and the parent’s well-being (n=213) was investigated using
a quantitative questionnaire consisting of standardised instruments and additional questions
designed by the researcher. The parents who perceived that their family members had an
understanding of how the child is affected by their disorder had better scores on depression
and anxiety measures, indicating better health and well-being. The parents also had a greater
confidence in their own ability to raise the child when they perceived their family member
understood the child’s needs and difficulties. Studies cited here were conducted in northern
hemisphere cultures; therefore while there may be similarities with New Zealanders support
relationships with grandparents it is unknown to what extent this occurs.
Other parents and support groups. Other parents of children with ASD are
frequently described in the literature as important and helpful sources of support, information
provision and advice.
Other parents of children with ASD are likely to have dealt with similar stressors,
challenges and implications of raising their child, and can use this experience to offer valuable
support. Mothers of children aged 5 - 26 years old (mean 12 years) with ASD were
interviewed by Gray (2003). Using a naturalistic qualitative process, Gray (2003) identified
that the mothers perceived the other parents of children with ASD as a source of support as
they could appreciate what they had been through and that they were not being judged about
the feelings that they were experiencing when in the company of other parents. Having
sociocultural similarities with a person offering support- e.g. similar experiences, background,
culture or ethnicity- is a determinant of whether the support will be perceived as helpful or
not, hypothesised by Thoits (1986). The majority of the social support used by 26 mothers
interviewed by Altiere (2009) about their family functioning, came from other mothers that
they had met at parent support groups, or other ASD networks. Parent support groups appear
to be a valuable way to facilitate the support from other parents, where they can share
practical and emotional support. The unique geographical make up of New Zealand and
relatively low population level compared to the countries in the above studies may influence
the ways in which parent to parent support occurs in New Zealand and the extent that it is
used.
Parent support groups are a platform for parents to learn coping strategies to deal with
the stressors of raising a child with ASD. Parent support groups were perceived as a useful
way for Greek parents of children with ASD to meet with other parents in similar situations,
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to collect information about the disability, what supports and services are available to the
child and family, and to discuss treatments and interventions (n=299) (Papageorgioa &
Kalyva, 2010). They provide an opportunity for parents to receive both emotional and
informational support (Clifford & Minnes, 2013b). Parent support groups can also teach and
develop parents’ coping abilities and skills.

Clifford and Minnes (2013b) compared the

coping strategies used by parents who had previously attended a parent support group, parents
who were currently attending (both groups either face-to-face or online group) and parents
that had never attended a support group. They found that positive adaptive coping strategies
were more likely to be used by those parents who were currently attending a support group.
This demonstrates that the involvement in parents support groups can develop the coping
strategies that are useful to dealing with the challenges that are involved in raising a child
with ASD. Parents who had previously attended parent support groups used less positive
coping strategies than those who were currently attending, which may suggest that current and
on-going attendance provides important opportunities for the parent to maintain and continue
to use their coping strategies. Ongoing involvement in support groups also increases the sense
of belonging to a group of people who understand the day-to-day life of raising a child with
ASD and decreases feelings of isolation (Law, King, Stewart, & King, 2001). It is unclear to
what extent the support groups available in New Zealand are also perceived as valuable by
parents.
For those that continue to participate in support groups, the benefits from attending
support groups outweigh the barriers of attending. However for others the time commitment,
access and location of support groups, transport issues and difficulty finding childcare may be
some of the are barriers to attending face-to-face support groups (Bevan-Brown, 2004; Carter,
2009). Twenty parents of children with disabilities from Ontario were interviewed by Law et
al. (2001) about the perceived effects of attending parent support groups. The parents were
purposively recruited because they had different characteristics and were from support groups
with varying levels of formal membership, location and length of establishment, giving a
range of perspectives on support groups. They shared that they felt supported by the other
parents in the support group who had similar experiences and even though the groups weren’t
for parents of children with specific disabilities, they had shared experiences and challenges
which they developed a common bond over. The parents felt that they were in a safe and nonjudgmental environment where they could share information about supports used or strategies
to cope with the stresses from their child’s disability. They also felt that attending support
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groups reduced the need for input from professionals, which they valued, as parents preferred
support from someone who had experienced raising a child with a disability. Feelings of
increased parenting confidence and advocacy were outcomes the parents perceived they had
from attending the support group (Law et al., 2001). Attending support groups may not
directly reduce the stress experienced by parents of children with ASD, but may help them
develop coping skills to deal with the stress.
Online support groups are a way for parents to receive the positive outcomes of
attending a support group while reducing the barriers of attending face-to-face support groups.
Parents identify that the support they receiving from their online support group reduced their
feelings of isolation (Carter, 2009). Seventeen mothers of children with ASD living in
Toronto were interviewed about their experiences of using online support groups by (Carter,
2009). The mothers found the online support groups and discussion boards helpful because
they could remain anonymous and observe what other parents have written without having to
reply. The parents also used internet support groups to develop their confidence, self-efficacy
and advocacy skills. Internet support groups have the risks of lack of security and moderation
with malicious comments or criticism, reducing the safe and non-judgmental environment of
the support group. Parents also identified that there is an overwhelming amount of
information on the internet that can be shared within the support group, but is often confusing,
unreliable or contradictory (Carter, 2009). The accessibility of internet support groups
provides an alternative platform which may be more acceptable and accessible for some
parents.
Social support has been shown to influence parenting stress and symptoms of
depression and anxiety experienced by parents of children with ASD. The factors that affect
the helpfulness of this support needs to be understood to enable support providers to offer
quality support that meets the needs of these families. The following section of this chapter
will review the literature on the importance of parents’ perception of support and its influence
on parental well-being.
Perceptions of the helpfulness of supports
Parent’s perception of the value of support is an additional consideration to the
availability or amount of support. A perception of greater helpfulness of support was
positively associated with higher levels of good emotional and physical health for 137
parents’ surveyed using self-report measure which included the FSS. Notably, health and
26

well-being was not related to characteristics of the family (socio-demographic status, income
or marital status) or child (age, developmental quotient or diagnosis). Likewise, increased
perception of the availability of supports was associated with a lower incidence of depressive
symptoms in 60 mothers of children with ASD, recruited through two special schools and an
ASD conference for parents in the US (Gill & Harris, 1991). The survey revealed no
relationship between receipt of support and depressive symptoms. A relationship between the
perception of support and depressive symptoms was also found by Benson (2012), where
there was an association between greater perceived helpfulness of social support and reduced
depressive symptoms in 106 mothers of children with ASD in the US. The majority of
mothers were Caucasian, had a middle-high family income and had an under-graduate or
post-graduate degree. The size of the mother’s social network was positively related to the
perceived helpfulness of support, but there was no significant relationship between selfreported network size and the mother’s depressive symptoms, suggesting that the perception
of support is related to parents’ well-being whereas network size was not. This is also
demonstrated by Khanna et al. (2011) who found that the perception of support from friends,
family and significant others was also a significant predictor of mental and physical health in
parents of children with ASD (n=304) registered with the West Virginia Autism Training
Centre. Social support has also shown a protective effect on perceived caregiver burden.
Measured using the Caregiver Strain Questionnaire (Brannan, Heflinger, & Bickman, 1997), a
greater perception of the adequacy of support was associated with lower levels of caregiver
burden which measures the stress experienced as a result of their child’s disorder (Khanna et
al., 2011). These studies suggest that the parents’ perceptions of support are more significant
to the parents’ health and well-being than the type or amount of support received. However
these studies have recruited participants that were actively involved in support services which
may influence the parent’s perception of support and impact the findings.
Greater perception of helpful support is related to better health and well-being. Parents
of children with ASD living in Ireland (n= 23) reported that they had increased levels of
parenting stress when they perceived the support from their informal and formal supports as
less helpful (Tehee, Honan, & Hevey, 2009). Increased perception of helpful supports was
also associated to positive health and well-being in parents of children with intellectual
disabilities surveyed by White and Hastings (2004). Using the FSS, they found that when
parents perceived the supports as more helpful they had fewer symptoms of depression and
anxiety, and less parenting stress. Supports that are perceived as helpful have been shown to
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have positive impacts on the parents’ health and well-being, which enables the parent to
maintain their caregiving role, hence the importance for supports to be perceived as helpful
and perception of support to be measured.
Limitations of studies in this review
The generalizability of some of the literature included in this review is limited by the
country of origin and cross-sectional design, and with bias also introduced by self-reported
methodology. Of the 24 studies reviewed, only 10 of them were from countries other than the
United States. Another limitation is the cross-section design of the research. This review
included two literature reviews, two longitudinal studies and 20 studies using cross-sectional
design. Cross-sectional research reports only a snap shot of views at one point in time. In
contrast cohort or longitudinal studies that report on the effect of variables on the same people
over more than one time period increases the depth of research and strengthens findings. The
third limitation of the literature included in this review is that the majority of research was
done using self-reporting measures. Self-reported measures require the participant to give
subjective answers about themselves. A participant may provide responses they think the
researcher wants or socially acceptable response, especially if the measure is about a sensitive
subject such as psychological health and well-being. While self-reporting measures are
desirable for research that investigates participant experiences or perspectives, the use of
researcher observations and triangulation of findings with information from other sources
enhance the understandings gained from the above studies. These limitations recognise that
high-quality research would be longitudinal in design and include researcher/observer as well
as self-report measures.
Literature Review Summary
Seeking social support is a potentially effective coping strategy used by some parents
of children with ASD, who may be experiencing high levels of parenting stress and increased
symptoms of depression and anxiety. Spousal support and support from other parents of
children with ASD were frequently mentioned in the literature as helpful sources, as these
people showed an understanding of what the parent was experiencing. Increased positive
perceptions of the helpfulness of supports and satisfaction with supports has been shown to
correlate with reduced stress and fewer depression and anxiety symptoms experienced by
mothers of children with ASD, compared to the receipt of a particular amount or type of
support.
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The over-representation of literature from the United States makes generalisation of
the studies to the New Zealand population of families raising a child with ASD difficult. New
Zealand specific research is required to investigate how the Māori culture and geographic
access to supports affects what is drawn on by families, and how it affects their perception of
the helpfulness of the support.
The majority of literature presented in this review indicates parents’ perceptions about
the supports that are available to them and are used by families. Developing an understanding
of what is not available; or available and not drawn on by families, is lacking but is important
to determine what aspects of support are not meeting the needs of families of children with
ASD.

29

Method
Mixed Methods Research Design
This research followed a mixed methods design, combining both quantitative and
qualitative data to give an understanding of the support needs of New Zealand parents of
children with ASD.
The overall design was a ‘convergent, parallel mixed methods design’ (Creswell &
Plano Clark, 2011). This type of design allows simultaneous collection of the quantitative and
qualitative data which is then analysed over two stages. During the first stage, each type of
data are analysed separately. The second stage of analysis is to combine quantitative and
qualitative findings to answer the research questions and to determine whether the data relate
to each other, and whether any comparisons or differences in the results occurred (Creswell &
Plano Clark, 2011). Stage one of analysis is presented in the Results chapter, in which
quantitative and qualitative analysis are presented separately. Stage two of analysis is
presented in the Discussion chapter where findings are collectively summarised, synthesised
and discussed.
The decision to follow a mixed methods design emerged after data collection, in
response to the extensive qualitative data provided by participants to the single free-text
question in the survey. It had been initially planned that the research would be quantitative in
design with a single open-ended qualitative question to provide some brief context to the
quantitative findings. However, there was an unexpected wealth of qualitative data gathered
which warranted more in-depth analysis and therefore had a greater influence on the ultimate
findings of the study. It is not uncommon for the decision to use a mixed method design to
emerge after data collection in response to the nature of the data that has been collected
(Creswell & Plano Clark, 2011, p. 54). In this study, it was decided that a mixed methods
design would be a more appropriate design to integrate findings from both the quantitative
and qualitative data and answer the research questions. Consistent with a convergent parallel
mixed methods design, neither the quantitative or qualitative data had priority (Creswell &
Plano Clark, 2011) as they both answered the research questions in a different way and the
findings were used to support each other.
A mixed method was a suitable design to answer the two research objectives of this
study. It allowed for the integration of quantitative data on the range of supports used by
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families and their perception of how helpful these were with qualitative data in the form of
parent comments about what they found helpful which gave context to their ratings of sources
helpfulness. Quantitative research collects numeric data which can be used to answer
hypotheses or theory, although it does not often capture the context of which the data was
collected (Johnson & Onwuegbuzie, 2004). It allows for collection of a breadth of data while
qualitative data provides a depth of understanding. Qualitative data is useful to gather
information about people’s experiences or perceptions allowing participants to have greater
control over the scope of information they provide. The information provided by participants
in their comments on the online survey of this study provided context-specific information
which conveyed their experiences of using supports and illustrated examples of helpful and
unhelpful support. Qualitative data compliments the conclusions drawn from the quantitative
data (Johnson & Onwuegbuzie, 2004). The research objectives of this study look at two
separate concepts- 1) sources of support; and 2) the perception of support which neither
quantitative nor qualitative data collection methods could adequately answer alone.
Quantitative data was gathered on both the sources of support used, and a numeric
measurement of the perception of helpfulness. Qualitative data was gathered to understand the
perception and experiences of support. The combination of the two types of data allows for a
deeper understanding of the sources of support used by families, and the participants’
perceptions of the helpfulness of support than either method could alone. The contribution of
each data collection method and the convergent parallel design is depicted in Figure 3.
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Figure 3. The Convergent Parallel Mixed Methods Design adapted from Creswell and Plano
Clark (2011, p. 69)

Pragmatic Philosophical Approach.
Pragmatism was the philosophical approach used to guide the research design and
analysis of this study. The main concept of Pragmatism is that it is used with the intent to
gather knowledge which will make changes or improvements to the phenomenon being
researched (Goldkuhl, 2011). Pragmatism places an emphasis on the consequences of the
research and how the results can be used to make purposeful changes in practice
(Cherryholmes, 1992; Creswell, 2003; Creswell & Plano Clark, 2011; Feilzer, 2009;
Goldkuhl, 2011). Pragmatism allows for a pluralistic approach, allowing the gathering of data
to happen in whatever way works best to answer the research question. It is not restrained by
the separate philosophies of either quantitative or qualitative research hence is a common
philosophical approach for mixed methods research (Creswell & Plano Clark, 2011).
Pragmatism guides the entire research process, not just data analysis. It was therefore
used as the philosophical approach of this study as there was emphasis on the importance of
designing the right research process to produce results that could then be translated into
practical changes or improvements.
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Consistent with Pragmatism, different data gathering methods and data analysis
processes were used in the design of this research allowing for both quantitative and
qualitative data to be collected simultaneously to answer separate aspects of the research
questions. Specifically, the adoption of Pragmatism as the overarching theoretical view
guided the development of the online survey and recruitment of participants as well as the
data analysis, to ensure that the perceptions of New Zealand families of children with ASD
were gathered and used to inform the practice of those that provide support and services to
these families.
Procedure
Participants. Participants were the primary/co-primary caregivers of children with
ASD who were aged between three and fourteen years and living in New Zealand. The age
bracket of three to fourteen years was specified as the scope of the research was to examine
the supports used to raise a ‘child’ in New Zealand and fourteen is the upper limit of the
definition of child by Statistics New Zealand (Smillie, 2001). Three years of age was chosen
as the lower limit of the age bracket for inclusion in this study as the diagnosis for ASD is not
usually confirmed before the age of three (Ministries of Health and Education, 2008).
Participants were excluded from the research if they were not currently living in New Zealand
and had not been for the past six months, as the research was specifically looking at the
supports used by families in New Zealand. Families of children with more than one child with
ASD were invited to participate in the research, but were asked to complete the survey in
relation to the child with the upcoming birthday. A convenience sample of participants
meeting these criteria was obtained.
Recruitment. Multiple avenues were used to recruit participants for this research. The
majority of recruitment occurred through ASD-related organisations and social media groups.
The ASD organisations used for recruitment were Autism New Zealand, Parent to Parent,
Altogether Autism, Children’s Autism Foundation, and Imagine Better. Recruitment through
social media was through the following Facebook groups: Autism Associates NZ, Autism
Support Network for NZ families, NZ Autism Mums, Autism NZ Wellington, Autism Waipa
NZ Support Group, Aotearoa (NZ) Autism and the Pasifika Autism Support Group.
ASD Organisations. The organisations that were used for recruitment in this research
are Autism or disability organisations in New Zealand. These organisations were approached
to advertise the research through their membership emails and websites as they provide
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information and support to families in communities around the country. The invitation to
participate in the research is shown in Appendix C. Survey Invitation. A description of the
organisation follows, as well as an outline of how each organisation advertised this study.
The first organisation through whom participants were recruited was Autism NZ.
Autism NZ (Autism New Zealand, n.d.) is an organisation that aims to support people with
ASD and those that work with them, including parents and families. Autism NZ raises
awareness of the disorder, provides information and resources and offers training and
education programmes. It has branches in 16 areas of the country hence was expected to be an
appropriate and extensive avenue to reach caregivers of children with ASD. Invitations to
participate in this research were advertised via the Autism NZ website, in the fortnightly
Otago and Wellington regional email-newsletters as well as the national and regional
Facebook groups.
The second organisation through which participants were recruited was Parent to
Parent. Parent to Parent (Parent to Parent New Zealand, n.d.) is a national not-for-profit
organisation that supports the parents of children or family members with disabilities through
peer mentoring and training programmes, support groups for siblings of people with
disabilities and an information service on different disabilities. This research was advertised
on the Parent to Parent website and at their support groups across the country.
The third organisation through whom participants were recruited was Altogether
Autism. Altogether Autism (Altogether Autism, n.d.) is a New Zealand web-based
organisation run jointly by LIFE Unlimited and Parent to Parent. Altogether Autism provides
information to anybody who is affected by, or has an interest in ASD. It provides evidencebased information about supports and services available across New Zealand as well as links
to other resources and information based supports (Altogether Autism, 2010). Invitations to
participate in this research were advertised through word of mouth at their support groups, as
a post on their Facebook page and in as an advertisement in their monthly membership
emails.
The forth organisation used for recruitment was the Children’s Autism Foundation
(The Children's Autism Foundation, 2011), a charitable trust that offers support groups,
training workshops and support for parents of children with ASD in the Auckland region.
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Parents were invited to participate in the study through their website and on the organisation’s
Facebook page.
The fifth organisation involved in advertisement and recruitment was Imagine Better
(Imagine Better, n.d.). Unlike the preceding organisations Imagine Better is not a hands-on
service provider, but is a not-for-profit company that works to develop leadership and
motivation within the disability sector. Working with families of people with disabilities and
disability support providers, Imagine Better facilitates professional development on how to
provide quality care, and workshops for families about how to access supports in the
community. The research advertisement was shared on the Imagine Better website.
Facebook groups. Recruitment advertisements were also placed on New Zealand
based Autism groups on the social media site, Facebook. A search using keywords ‘Autism’
and ‘NZ’ was completed on Facebook to find possible groups to advertise the study to. The
Facebook page of each group was checked to ensure that it was New Zealand based and that it
was related to Autism. Facebook pages were not selected if their purpose was to sell products
or advertise events. A brief explanation of the research and survey and a link to the URL of
the survey was sent to the administrator of the page and once accepted, it was posted on the
page’s ‘wall’, meaning that the research description appeared on the page with the link to the
survey. Although the exact number of potential participants who viewed the invitation to the
study through Facebook is not known, the sampling frame for this recruitment channel was
determined from the amount of people that were part of each group as of the 16th May 2013
and is shown in Table 3 in the Results chapter, where responses from each recruitment avenue
are presented.
Participants from all recruitment sources followed a URL link to the survey where
they were introduced to the research purpose and aim. A link to a more in depth information
sheet was available to participants if they wanted further information about the research or
access to the researcher’s contact details (see Appendix D. Information Sheet).
Reminder process. The survey was made available to participants in May 2013 and
was open for seven weeks. Where participants were recruited through Facebook, a reminder
about the research was posted on the relevant pages at two and four weeks of the initial
invitation. Invitations sent through Autism NZ and Altogether Autism membership emails
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were resent after four weeks. No reminders were used on the organisation websites as these
advertisements were left static on the website and were removed once the survey had closed.
Survey Instrument
The survey (see Appendix E. Full survey) comprised of five distinct segments that
together enabled answering of the research questions. The segments were initial screening
questions; section 1- information about the child; section 2- Family Support Scale; section 3Description of helpfulness of support; and section 4- Demographics.
Screening questions. Five screening questions were included in the survey to ensure
that participants met the inclusion criteria before continuing with the survey. These questions
asked: 1) whether the participant was a primary/co-primary caregiver of a child with ASD; 2)
whether the child had been diagnosed with ASD by a ‘doctor’ 3) the age of the child with
ASD; 4) whether the family was currently living in New Zealand; and 5) had they lived in
New Zealand for the past six months. If the participants answered no to any of the screening
questions, the survey went to an exit page, thanking participants for their time. For
participants that answered yes to all screening questions, they were taken to section 2.
Section 1: Information about the child. Section 2 of the survey included questions
about the child with ASD that would provide detail in describing the children that findings
related to. In cases where the participant was the caregiver for more than one child with ASD
they were instructed to answer about the child whose birthday closest to the current date. The
questions asked the child’s age, the child’s gender, what the specific ASD diagnosis was, time
since diagnosis and the type of health professional whom made the diagnosis. The type of
health professional who made the diagnosis was asked as a proxy for estimating the
proportion of participants with informal (e.g., by a friend or self-diagnosed by caregiver)
versus formal medical diagnosis of ASD.
Section 2: Family Support Scale. The Family Support Scale (Dunst, Jenkins, &
Trivette, 1984) (Appendix F. Family Support Scale (1984)) comprised the third section of the
survey and provided the information on the sources of, and perceived helpfulness, of supports.
The FSS is a brief self-report instrument that determines the number of sources of supports
that families have used in the past three to six months from a prescribed list of possible
sources, and the perceived helpfulness of the supports. The FSS has 18 items that measure the
source and perceived helpfulness of each supports. The extent of helpfulness for each source
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of support is rated on a 5 point scale (NA- not available, 1 - not helpful at all, through to 5 extremely helpful) (Dunst et al., 1984).
There are a number of ways in which the 18 item FSS scores can be reported. The
total number of sources of support used by each participant can be calculated by summing all
the supports that were rated as available (i.e. rated 1 or above) to give a result of 0-18. A total
helpfulness score indicates the perceived helpfulness of all 18 items. This is calculated by
summing the ratings (0-5) for each of the items giving a total of 0-90 (Britner, Morog, Pianta,
& Marvin, 2003). In addition five sub-scales of support sources (informal kinship, formal
kinship, professional services, spouse/partner support and social organisations) have been
suggested (Dunst et al. (1994). However, a closer investigation of the allocation of items to
the five sub-scales appears to be unsubstantiated in the literature and made little intuitive
sense at face value therefore was not used in this study. Hence in data analysis in this study
the formal and informal sub-scales proposed by Trivette and Dunst (1992) have been used to
summarise data. Table 2 shows the comparison of how items have been allocated to the
analysis using either the five sub-scales or two sub-scales.
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Table 2.
Allocation of FSS Items According to either the five sub-scales or two sub-scales
5 sub-scales (Dunst et al., 1984)
Informal kinship
- My friends
- My spouse/partner's friends
- My own children
- Other parents
- Church members/minister
Spouse/Partner Support
- My spouse/partner
- Spouse/partner's parents
- Spouse/partner's relatives/kin
Formal kinship
- My relatives
- My parents
Social organisations
- Co-workers
- Social groups/clubs
- Parent groups
- School/day care centres

2 sub-scales (Trivette & Dunst, 1992)
Informal supports
- My parents
- My spouse/partner's friends
- My relatives
- Spouse/partner's relatives/kin
- My spouse/partner
- My friends
- My spouse/partner's friends
- My own children
- Other parents
- Co-workers
Formal supports
- Parent groups
- School/day care centres
- Church members/minister
- Family/child's physician
- Early childhood intervention programmes
- School/day care centres
- Professional helpers
- Professional agencies

Professional services
- Early childhood intervention programmes
- Professional helpers
- Family/child's physician
- Professional agencies

The FSS has been shown to have acceptable internal consistency, demonstrating that
the 18 items of the FSS are all measuring the construct of social support. Dunst, Trivette, and
Jenkins (1988) examined the internal consistency of the FSS when used with 139 parents of
pre-schoolers with disabilities. The Cronbach’s alpha, used to determine the reliability of the
results of the scale over time, was calculated to be α= 0.77 showing the 18 items of the FSS to
be measuring a single construct. This is also supported by a split half value of 0.75, which is
calculated by halving the items of the scale into two scales and ensuring that both halves are
measuring the same construct. This is then stepped up using the Spearman-Brown formula
which determines that the length of the scale does not affect the internal consistency. Internal
consistency of the 18 items was also supported by Hanley, Tasse, Aman, and Pace (1998) in a
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sample of 244 families, enrolled in the Head Start programme run for low income children
and families to promote healthy and stable family relationships. They reported the Cronbach’s
alpha for the total score to be α=0.85 and the split-half score of 0.72. Dunst et al. (1994)
measured the FSS scores of 224 parents of children with, or at risk of, developmental
disabilities and found the Cronbach’s alpha to be α=0.79 for the whole scale and the split-half
reliability to be 0.77, corrected for length using the Spearman-Brown formula. The internal
consistency demonstrated by these literature show that there is good internal consistency and
that the 18 items of the FSS are measuring the same construct, which is the perception of
helpfulness of the support.
Section 3: Descriptions of the helpfulness of supports. Section 4 of the survey
invited participants to make open ended comments about their views on ‘the aspects of
support that they found helpful in raising their child with ASD’. This question also allowed
the participant to make any recommendations about supports. A response was not
compulsory.
Section 4: Demographics. In the final section of the survey, participants were asked a
selection of demographic questions used for descriptive and sub-group statistical analysis.
These questions included their relationship to the child with ASD (i.e., biological
mother/father; legal guardian/foster parent; grandparent; aunt/uncle; brother/sister; other) and
their gender. These questions were asked because the majority of research on children with
ASD is completed by mothers (Autism New Zealand, 2011). In this study, the gender and
relationship to the child with ASD was used to describe the sample population rather than for
sub-group analysis. To determine whether participants lived in rural or urban areas,
participants were asked how long it would take them to drive from their home to their nearest
hospital- either less than 30 minutes or more than 30 minutes, based on research by Brabyn
and Skelly (2002). This question was designed to give insight to the time families would have
to travel to get to local service or support providers. Participants were also asked to indicate
their ethnicity. The question was modelled on the ethnicity question of the 2006 census
(Statistics New Zealand, 2006a). Participants were able to select more than one ethnic group
that they identified with.
Finally the participants were given the option to submit their email address to go in the
draw for a $50 petrol or grocery voucher. Although this reduced the anonymity of the survey,
the participants were informed that their email addresses would be separated from their results
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and that it would not be used to identify individuals in anyway. Email addresses were kept in
a separate spread sheet to the survey results and were deleted immediately after the prize
draw.
Data gathering
Following completion of the cognitive interviews (see the ‘survey piloting and
cognitive interviewing’ section later in chapter) data was collected using an online survey
hosted by ‘Survey MonkeyTM’. Survey Monkey is an online survey tool that allows members
to create a survey with a personalised Uniform Resource Locator (URL) which can be
advertised to participants in emails, on social media sites and through websites. Survey
Monkey allows the researcher to disable the collection of email addresses and Internet
Protocol (IP) addresses, allowing the participant to remain anonymous. Data from the survey
could then be downloaded and analysed accordingly, eliminating the need for data entry by
the researcher which decreased the chance of human error.
Survey Monkey securely stores data while the survey is active, using Secure Socket
Layer (SSL) technology. SSL uses server authentication and data encryption ensuring that the
data collected through the survey is only accessible to the Survey Monkey account holder
(Survey Monkey, 2013). The data held by Survey Monkey is stored on encrypted servers in
the United States that are backed up hourly. The Survey Monkey network is also scanned
daily by the McAfee anti-virus and anti-spyware software. After the data was collected, it was
downloaded in a format compatible with Statistics Package for Social Sciences (SPSS) for
analysis.
Data Analysis
Quantitative Data Analysis. All numeric data was analysed using the IMB SPSS
version 21 software. To obtain a representation of the support needs of the sample population
and sub-groups (rurality and ethnicity), descriptive analysis (frequencies, means, standard
deviation) was carried out on the demographic information.
Missing data was dealt with by excluding all cases from analysis that did not provide
answers to all the demographic questions and the FSS in the survey. One case was excluded
as the participant passed the screening questions and then indicated that their child was
undiagnosed. Cases were still analysed quantitatively if they did not provide an answer to the
optional open-ended question
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The sampling frame for this study was unable to be calculated as the extent of
advertising of the study via the URL to the survey circulated as described above was not
controlled. Control of circulation was not possible due to the ability to ‘share’ or forward the
advertisement on Facebook or through email. It was also difficult to determine the sampling
frame from the advertisement through the Autism organisations, as some organisations could
not provide the number of views to their website, or were unable to provide the number of
people that attended support groups. The inability to control advertisement through word of
mouth also makes it difficult to determine the sampling frame and therefore it was impossible
to calculate how many potential participants would see the URL. Furthermore, the lack of
prevalence data on how many families support children with ASD in New Zealand also
restricts the use of this information as a proxy to an exact sampling frame, especially in terms
of the rural and Māori sub-groups. A sample size of 24 was sought on the basis of power
calculations using α=0.05 and power= 0.8 (Lachin, 1981).
Sources of Support. The 18 sources of support on the FSS were either rated as not
available (NA), or given a rating of helpfulness by participants (from 1 to 5) in accordance to
previous reported use of the FSS (Bailey Jr et al., 1999; Dunst et al., 1994; Hare, Pratt,
Burton, Bromley, & Emerson, 2004). To determine what sources of support were available to
the participants, the frequency of which participants rated the support as any rating from 1 – 5
was calculated. The frequency of unavailable sources of support (where participants indicated
the source as ‘NA’) was determined by summing up the number of NA ratings for each item.
The average number of sources of support used overall, as well as on each sub-scale was
calculated by summing the number of sources of support available to each participant and
dividing it by the number of participants (n=93). The average number of informal supports
available was calculated by summing the number of available informal support items and then
dividing the total by the 10, the maximum number of informal support items possible. The
same process was used to calculate formal supports, summing the available formal support
items and dividing by 8, the maximum number of formal support items possible. The number
of available supports is rounded to the nearest full number to reflect that support was either
available, or not available. As this study investigated the sources and perception of support of
all caregivers instead of individual cases, the mean number of supports used by all
participants was calculated by summing the number of supports used by all participants and
divided by the number of participants overall and in each sub-group of the FSS.
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The difference in number of supports available was calculated using one-way Analysis
of Variance (ANOVA) on 1) the full FSS score; and 2) informal and formal supports between
the sub-groups of the sample for rurality (rural/urban) and ethnicity (Māori/Non-Māori).
Perception of Helpfulness. The participants’ mean rating for all supports (total FSS
score) and for each of the sub-scales was sought. Firstly the mean perception of helpfulness of
all 18 items for all participants was calculated by summing the helpfulness rating of 1 - 5 of
each participant and dividing by the number of participants (n=93), the total helpfulness
score. The total FSS score for all participants was then calculated by dividing the total
helpfulness score by 18, the number of items in the scale, giving a score of 0 - 5. To calculate
the mean helpfulness of supports for each sub-scale, the helpfulness rating of items 1 - 10
were summed, and then divided by 10, to give the perceived rating of informal supports.
Likewise, to calculate the mean helpfulness of formal supports the helpfulness rating of items
11 - 18 were summed and then divided by 8 to give the perceived helpfulness of formal
supports.
Differences in the perception of support helpfulness between Māori and Non-Māori;
and rural and urban families, were calculated using an ANOVA. The dependent variable of
the ANOVA tests was the total FSS score, and the independent variables were ethnicity
(Māori or Non-Māori) and rurality (rural or urban). One-way, between-group ANOVAs are
appropriate when there are two or more independent variables that are independent of each
other, normally distributed and have equal variances (Pallant, 2013). Although independent ttests are more commonly used to measure differences in mean scores between two
independent variables, the ANOVA was chosen because of the ability to later calculate twoway ANOVA on the potential of an interaction between ethnicity and rurality on the
perception of support.
The effect of an interaction between rurality and ethnicity on the perceived helpfulness
of supports was calculated using a two-way ANOVA. Using one calculation to determine an
interaction effect reduced the type I error that would have occurred with multiple t-tests to
give the same result (Pallant, 2013).
To determine whether the data met the assumptions of the ANOVA, the KolmogorovSmirnov statistic was calculated for the total FSS score and sub-scales for the sample and two
sub-groups (ethnicity and rurality). The Kolmogorov-Smirnov test assesses the ‘goodness-of42

fit’ of the data, to determine if it is sufficiently normally distributed. A non-significant
statistic determines that the data is normally distributed and that it meets the assumption of
the one- and two-way ANOVA. To determine if the variances of the sub-group’s total FSS
scores were homogenous, the Levene’s Statistic was calculated. The Levene’s statistic
determines if the FSS scores of the sample have equal variances. Again, a non-significant
statistic shows that the assumption has been met and that the variances of the sub-groups
scores meet the assumptions of the one- and two-way ANOVA.
Qualitative Data Analysis. The qualitative data gathered through the open-ended
question of the survey was analysed using the General Inductive Approach (GIA) (D. R.
Thomas, 2006). The GIA is a general systematic procedure of qualitative data analysis which
allows themes and main concepts to emerge appropriate to focused evaluative questions, such
as in this study.
General Inductive Approach Process. The process of the GIA follows a series of
structured steps (Figure 4). Data analysis begins by formatting the raw data into a readable
presentation i.e. tabulating with the same font and font size. The researcher then reads and rereads each participant’s raw comments to develop a sense of understanding of what the
participant is saying. Short notes are made in the margins about what the data segment is
portraying. This process is completed for each participant separately. After developing an
understanding of each participant’s comments, the researcher then reads all the comments
again noticing emerging themes or categories that are evident across all participants. Related,
overlapping or contradictory themes are collapsed into sub-themes, which are continuously
refined and revised to ensure that the sub-themes and themes represent the essence of the raw
data. Finally, direct quotes from the participant’s raw comments are chosen to support each
definition and to show the transparency of each sub-theme and theme.
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Figure 4. The General Inductive Approach, adapted from (D. R. Thomas, 2006)

GIA was chosen as the qualitative analytical technique for three reasons:
1) The GIA does not require the researcher to have a specific ontological perspective.
The GIA allows the researcher to analyse the data without necessarily applying an
epistemological stance (D. R. Thomas, 2006) although GIA may be consistent with several
epistemological stances, including Pragmatism. Pragmatism is relevant to use with the GIA of
qualitative data analysis in this mixed methods design as it is not restrained by a qualitative
philosophical approach, allowing the most important themes from the participants’ comments
to be presented (D. R. Thomas, 2006).
2) GIA allows for the analysis to be focused around the research objectives and is
appropriate for limited interpretation of data.
Although the results of qualitative analysis must represent the raw data, the GIA
allows analysis that ensures that the data interpretation has met the research objectives.
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Therefore while evaluating the participant’s comments about helpful aspects of support, the
research objectives were kept in mind so that the findings directly answered the research
questions. For example, while the participants answered the open-ended question ‘what
aspects of the support that you use make it helpful’, the GIA analysis allowed the researcher
to interpret the comments and extract the helpful aspects in response to the research objectives
and questions, to determine the participant’s perception of the helpfulness of supports.
3) GIA follows systematic steps which makes it appropriate for novice researchers.
The GIA follows systematic steps to analyse qualitative data through all stages of
analysis. The clear stepwise procedure makes GIA an appropriate technique for novice
researchers, particularly when asking discrete, evaluative research questions.
Another benefit of using the GIA to qualitative analysis in this research is that it is
open to acknowledgement of how the researcher’s background and experiences can influence
the interpretation of the data. Consequently, the following section outlines my work
experiences and background, allowing my influence on the analysis to be clearly understood.
Because of the personal and reflective nature of this explanation I have written it in the first
person.
Researcher’s Background. For the past two years I have worked as a care coordinator
for a Non-Government Organisation that provides home-based and respite care for children
and young people with disabilities in the Otago region of New Zealand. Most children who
are enrolled in the service have ASD. Within this job it has been my role to work closely with
families to develop a care plan that meets the child’s domestic and personal, or respite care
needs. Personal and domestic care needs are met with home-based, one-on-one supports. The
respite care needs are met through a recreational programme that runs after school, during the
weekends and in the school holidays. The main aim of the respite programmes is to enable to
children to take part in recreational activities that may be otherwise limited to them because of
their disability, as well as providing respite to the family and child.
A major component of my role is to work with families to develop goals for their
child, and then coordinate support staff to meet these goals. The goals may include increasing
the child’s independent living or socialisation skills, accessing community activities, or
providing the family with assistance during their morning routine. The goals are dependent on
the child and family’s needs. Often the support provided by the agency is part of a wrap45

around service, where I am required to liaise with other agencies and organisations, ensuring
that common goals are being targeted.
As a support provider, I enjoy meeting families and children and discussing ways and
methods to support their child to meet their goals. Having family input in the development of
the care plan and goals is important, as family members are a major influence on whether the
goals will be achieved, and are often themselves impacted by the child’s achievements. To
support goal achievement, I assess the care plan and goals regularly and alter the structure and
provision of the home-based or respite care as necessary. I also enjoy spending time with the
children during the respite programmes and encouraging them to try new activities. The most
rewarding part of the job is to hear from the child or family that the care they receive, either
home based or the respite programme is making a positive difference. This is measured
through the child either achieving their goals, the child enjoying themselves at the respite
programme or that the family is able to receive respite, which they often describe to me as
allowing them to better cope with raising their child. For me the most challenging part of
working with these children and families is when our agency is unable to provide the right
type or amount of support to help the family due to staffing, funding or policy restrictions.
I am passionate about families receiving the right support and services that they need
to enable them to manage their child’s disability within their wider family context, while
minimising the difficult aspects of parenting a child with ASD. My experiences of meeting
families and witnessing their support needs has developed my interests in what supports are
being used by the children and families, and whether the supports, including those provided
by the agency I work for, are of any help to support families to raise their child with ASD.
Admittedly, my background and experience working with these families has left me
with an inclination to see the struggles and challenges that families deal with, instead of
seeing the ways that families cope and adapt to their child’s disorder. As a result, I often
perceive that available supports are inadequate to meet family’s needs, or that more supports
would better meet their needs. This has influenced my ability to analyse and interpret the
participants’ perceptions and comments without looking for negative comments about the
need for more support.
In acknowledging my own experiences and perceptions I attempt to make my biases
explicit and, to the extent that it’s possible, to ‘bracket’ my influence on the analysis
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(Creswell & Miller, 2000) and interpretation of findings. To further support the credibility of
findings, peer debriefing (Creswell & Miller, 2000; D. R. Thomas, 2006) was used on several
occasions of the data analysis phase. Peer debriefing involves the review of the research
process and data analysis another researcher who is familiar with the study. It can enhance to
credibility of the study by challenge any assumptions or influences of the main researcher
(Creswell & Miller, 2000). A senior researcher who is also an occupational therapist read the
theme titles, theme definitions and raw comments allocated to each theme to ensure that there
was consistency and transparency of the themes and to make explicit where my assumptions
and experiences had influenced the creation of the themes. Themes were refined as a result of
these debriefings.
Survey Piloting and Cognitive Interviewing
Cognitive interviewing (Beatty & Willis, 2007) was conducted as part of the piloting
of this survey (including the FSS and demographic questions) to ensure it was interpretable to
New Zealand caregivers. Cognitive interviewing is a technique used to determine if survey
questions are understood in the way the survey designer intended (Beatty & Willis, 2007) and
as such is good practice prior to delivering any survey. Although the FSS had been used
extensively in the past, studies widely report on its use with North American families and
some of the language used in the scale may not have a common meaning in New Zealand.
The remainder of the survey was designed specifically for this thesis by the researcher, a
novice in questionnaire design; hence piloting of the survey was an important step in
improving the quality of the survey. As the outcome of the cognitive interviewing was not
related to research questions, the process and findings of the cognitive interviewing is
reported here rather than in the Results chapter.
There are two main techniques used in cognitive interviews- ‘think aloud’ and
‘probing’ which guides the researcher’s questioning. The think aloud technique involves the
researcher asking the participant to verbalise their thought processes as they answer the
questions (D. Collins, 2003) allowing the researcher to understand the thought process used
by the participant to answer the question. Thinking aloud increases the cognitive demand put
on the participant and some participants may feel uncomfortable with verbalising their
cognitive processes as they don’t want to say the wrong thing, hence sensitivity to the
participants experience is needed when using this technique (D. Collins, 2003). The second
technique is ‘probing’ which involves the researcher asking the participants questions, or
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probing for the participants’ views and experiences as they complete the survey. Examples of
probes include “what does this term mean?” or “how did you remember that?” Probing can be
done during or after the survey, but it has been suggested to increase artificiality, changing the
flow of the survey as it causes the participant to stop the survey to answer probing questions
(Beatty & Willis, 2007) and therefore should not be overused. Probing is also useful when
there are specific areas or sections of the survey that the researcher is interested in finding out
about, allowing the researcher to guide the conversation around these areas, and to keep the
participant on track (Beatty & Willis, 2007). In this research, only the probing technique was
used as it allowed a more standardised interview with the participants, as questions and
probes were predetermined.
Cognitive Interview Process. Five participants undertook the cognitive interviews
(four females and one male). Cognitive interviews should be done with participants that are as
similar to the research sample population as possible, as their thought process are expected to
be similar (Beatty & Willis, 2007), therefore the interview participants were also parents of
children with ASD aged three-fourteen. These parents were a convenience sample and they
were all known to the researcher through her place of employment.
Participants in the cognitive interviews were provided a link to the online survey and
asked a series of questions by the researcher as they read and completed the survey for the
first time. They were asked questions about the meanings of terms used in the survey, to
paraphrase certain instructions, to provide insight on how they came to the answer they gave,
and any problems they found with the wording, format or concepts of the questions in the
survey (see Appendix G. Cognitive interview probes). The probes and questions were asked
while the participant completed the online version of the survey and interviews took
approximately fifteen minutes.
Notes were made verbatim from the participant’s interview answers and were not
audio recorded. The notes were then summarised according to the probe or question asked and
commonalities or differences in the answers between the participants were determined. If the
participant gave an answer that was not an intended response to the survey question, or they
commented on issues in the wording or format of the survey, a relevant change was made and
a new probing question was created to ask in the following cognitive interviews to check if
the issue arose for the next participant. Changes involved adding examples or additional
information (see ‘cognitive interview results’ below for examples). No terms were deleted
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from the original FSS. After the fifth interview, no new concerns arose from the interviews
and the survey questions were generally understood by participants in the way the researcher
had intended therefore cognitive interviewing ceased. The results of the interviews are shown
below, explaining the responses from the probing questions and how their responses were
used to improve the survey design.
Cognitive Interview Results. The results of the cognitive interviews are presented in
two sections. The first section gives the results of the probing about the FSS, and the second
about the general survey questions.
FSS cognitive interview results. Interview participants were asked to define what was
meant by certain terms in the FSS. When asked who was meant by ‘other parents’, the first
participant was unsure of whose parents the item was about. To reduce confusion, ‘e.g. other
parents of children with ASD’ was added alongside the item in the scale. The wording was
then retested in subsequent interviews and no issues were raised.
The cognitive interview participants were also asked for their view on differences
between two sources of support listed on the FSS as separate items: ‘professional helpers’ and
‘professional agencies’, as these two terms were identified by the researcher as having the
potential to be interpreted differently by different participants. The general difference between
professional helpers and agencies were that professional helpers were the frontline staff
members, therapists or carers that provided the care for the child and family whereas the
professional agencies were the companies or businesses that organised and co-ordinated the
supports and services. This was the desired understanding of the terms. The FSS already
includes examples of professional helpers and agencies. These examples were added to, to
include New Zealand specific names or terms. With the responses from the cognitive
interview participants and the New Zealand specific examples, the researcher was confident
that survey participants would correctly determine the difference between the two items.
General survey cognitive interview results. The interview participants were also
asked questions about aspects of the general survey to enhance its clarity. Initially participants
had been asked to indicate whether they live in a rural or urban area, although it was apparent
through the interviews that the terms ‘rural’ and ‘urban’ were unclear to participants.
Participants queried how remote constituted rural or how large were towns to be urban. In
response the question was changed to the time taken to travel by car to the nearest hospital49

either less than or more than 30 minutes- as Brabyn and Skelly (2002) calculated that most
New Zealand families would have access to their nearest hospital in 25.5 minutes. The time
was rounded to 30 minutes for easier calculation and recall. Travel time to hospital was
therefore used as the criteria for indication of whether families lived in a rural or urban area.
The new question was trialled in subsequent cognitive interviews and participants showed a
clear understanding of the intended meaning of the terms.
With these changes made, the participants appeared to understand the meanings of the
main terms of the FSS and those used in the general survey and the researcher was satisfied
that the survey participants would understand the terms and concepts. No changes were made
to demographic questions.
The cognitive interview concluded by asking the participants to comment on the
formal presentation of the survey. Initially all items of the FSS scale were presented on the
same page of the survey, but participants commented that answering the second half of the
FSS was difficult as they were required to scroll to the bottom of the page, losing the
instructions and rating scale from their view. In response the FSS was split across two pages
(items 1 - 9 on one page and items 10 – 18 on the second page) which allowed for the
question, instructions and rating scale to be seen when answering all items. No other
comments about the formatting and presentation of the FSS were made following the changes,
indicating that the presentation across two pages was an improvement.
Ethics
Ethical approval. Ethics approval was gained from the University of Otago Human
Ethics committee (see Appendix H. Ethics Approval). Māori consultation was taken with the
Ngai Tahu Research Consultation Committee at the University of Otago (see Appendix I.
Māori Consultation).
Ethical considerations. A key ethical issue of this study was the conflict of interest
between the researcher’s employment and recruitment avenues.

While completing this

research, the researcher was also working for an agency in Otago, New Zealand, that provided
care to families of children with disabilities. To minimise the influence of this conflict of
interest, it was ensured that the research was not discussed with agency clients as they were
potential survey participants and the researcher was in a position to effect whether the client
was involved in the research and the responses they could give. No advertising took place
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through the agency and the only way that clients of the agency were involved with the
research is if they followed the survey link through the recruitment avenues.
However, recruitment for the cognitive interviewing was done purposively through
contacts made while working for the agency. Survey results generated through the cognitive
interviews were excluded from the main study, as the cognitive interview participants had a
personal relationship with the researcher which may have influenced their responses.
Protection of the anonymity of participants was another important ethical
consideration. Anonymity of the participants’ responses was enhanced by declining the option
to collect the participants’ computer IP addresses through Survey Monkey. It was also
enhanced by only collecting non-identifying demographic information. The sex, ethnicity and
rurality of each participant were collected through the demographic questions, but analysis
was only done on the sample collectively, not on individual participants, eliminating the
chance that the identity of the participant could be deduced from the reported findings. Where
participants mentioned names or identifiable information in their free-text comments, these
were changed to pseudonyms. In the reporting of quotes from the qualitative data participants
were allocated numbers according to the order of survey submission and these are presented
in square brackets when their quotes have been used. Anonymity was however compromised
if the participant chose to submit their email address for the prize draw. The email address
was separated from the survey data and was not used to identify individual responses.
Informed consent was given by the participants when they completed the survey. It
was explained to participants that by completing and submitting the research, they were
giving their informed consent for their results to be used in the analysis of the research. The
researchers’ contact details were included in the further information section of the survey
which allowed the participants to contact the researchers if they had any issues or questions.
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Results
This chapter presents the results of the quantitative and qualitative analysis of
caregivers’ use of supports and their perceptions of the helpfulness of these supports. First,
the assumptions of the quantitative analysis are presented and demographic characteristics of
caregivers are described. This is followed by quantitative findings in which the supports used
and the perceived helpfulness of the supports is reported in relation to related sources of
support (as measured by FSS subscales) as well as specific sources (as measured by
individual items from the FSS). Finally, the qualitative results following GIA analysis are
presented as aspects of support that caregivers described as helpful.
Participants
Survey responses were received from 119 primary/co-primary caregivers (from here
on referred to as ‘caregivers’) of children aged three to fourteen years with ASD. Of the 119
responses, 93 caregivers (79%) completed all required questions of the survey (FSS and
demographic items). Data from these 93 are the focus of all quantitative analysis. Of those 93
participants that completed the quantitative sections of the survey, 86 answered the free-text
question.
The majority of participants were recruited through the social media site, Facebook
(48/93, 52%). The sources of recruitment and the number of participants that responded from
all sources are shown in Table 3. Responses from the individual Facebook pages were
combined to make a total number of participants recruited through Facebook.
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Table 3.
Number of Participants According to Source of Recruitment

Source of Recruitment

Method of Dissemination
of Survey

Potential
views a

Actual
views
(from
survey)

Autism NZ
- Otago and Wellington
regions

Website, emails, support
groups

-b

Parent 2 Parent

Website, support groups

-b

15

Altogether Autism

Membership emails, support
groups, Facebook page

-b

8

Children’s Autism
Foundation

Website, Facebook

-b

5

Imagine Better

Website

2334

0

Facebook- Autism
Associates NZ

Facebook page

49

Facebook- Autism Support
Network for NZ families

Facebook page

251

Facebook- NZ Autism
Mums

Facebook page

125

Facebook- Autism Waipa
NZ Support Group

Facebook page

4

Facebook- Aotearoa (NZ)
Autism

Facebook page

478

Pasifika Autism Support
Group

Support group, community
news, emails, Facebook
page

193

17
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Note: a Potential views indicates the potential sampling frame for each source of recruitment given that the
accurate estimates of the sampling frame are not possible.
b

Unable to ascertain number of potential views

The majority of participants were the parent/guardian of a child with ASD (92/93,
99%). One participant was the grandparent of a child. Most caregivers were female (86/93,
93%), lived in an urban area of New Zealand (72/93, 77%) and identified themselves as NonMāori (81/93, 87%).
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The children with ASD of whom caregivers were describing their support needs were
mostly male (77/93, 82%). The mean age of the children was 6.2 years (SD= 3.30). Diagnoses
of the children included Autism (66/93, 71%) and Asperger’s Syndrome (27/93, 29%). The
average timeframe since diagnosis of children was ‘one - three’ years (see Table 4).
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Table 4.
Caregiver and Child Characteristics (N=93)

Characteristic
Child gender
Male
Female

n

%

76
17

82
18

Diagnosis
Autism
Asperger’s Syndrome

66
27

71
29

Time since diagnosis
Still waiting
<12 months
1-3 years
4-6 years
7+ years

1
6
41
26
19

1
7
44
28
20

Participant gender
Male
Female

7
86

7
93

Participant relationship with child
Parent/guardian
92
99
Grandparent
1
1
Rurality
Rural
Urban

21
72

23
77

Ethnicity
Māori
Non-Māori

12
81

13
87
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Quantitative Analysis
The Kolmogorov-Smirnov and Levene’s Statistics were calculated and showed that
assumptions of the ANOVA calculations were met, indicating that ANOVA was an
acceptable statistical analysis to use with this data.
Sources of support available. Families of children with ASD living in New Zealand
draw on the full range of sources of informal (Table 5) and formal (Table 6) supports
described within the FSS. Caregivers used an average of 14 supports (SD=3.25) of the 18
listed in the FSS. More supports were available to Non-Māori families (M=13.95, SD= 2.88)
than they were to Māori families (M= 11.91, SD= 2.84) F(1,90)= 4.8781, p= 0.03). The
number of supports used by rural families (M= 13.857, SD= 3.103) was not different to the
number of supports used by urban (M= 13.472, SD= 3.306) dwelling families, F(1. 90)=
0.2263, p= 0.6353.
Overall, the majority of informal supports (M= 8, SD= 2.26), and formal supports (M=
6, SD= 1.44) were available to the caregivers. Non-Māori families (M= 8, SD= 2.2) used more
informal supports than Māori families (M= 6.45, SD= 2.38), F(1, 90) = 4.7023, p=0.0328,
although there were no differences in the number of formal supports used (Māori- M=5.45,
SD= 0.82; Non-Māori- M=5.94, SD=1.49). Rural families (M=7.67, SD= 2.18) used the same
amount of informal supports as urban families (M= 7.75, SD= 2.47). Rural families (M=6.19,
SD= 1.44) also used the same amount of formal supports as urban dwelling families urban
(M= 5.71, SD= 1.58) (see Figure 5).
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16
14

Number of sources used

12
10
Overall
Maori

8

Non-Maori
6

Rural
Urban

4
2
0
Total FSS (out of 18)

Informal (out of 10)

Formal (out of 8)

Sub-groups

Figure 5. Number of Supports Used By Sub-Groups

Friends were the most available source of support to all caregivers, available to 88/93
(94.6%), while church ministers/members were reported as the least available, available to
25/93 (26.9%) of caregivers.
Perceived helpfulness of support. Caregivers rated the majority of the available sources as
not very helpful with 14/18 (77.78%) sources rated negatively i.e. ‘not helpful’ or ‘sometimes
helpful’. Overall, supports were not perceived to be very helpful to the caregivers. The overall
rating of helpfulness for the whole FSS scale was ‘sometimes helpful- generally helpful’ (M=
2.85, SD= 1.37). Both the informal (M= 2.78, SD= 1.41) and formal scales (M= 2.95, (SD=
1.32). were also rated as ‘sometimes helpful- generally helpful’.
Of the supports that were available, the caregivers’ spouse/partner was rated as the
most helpful source of support, rated as ‘extremely helpful’ by 50/93 (53.8%) caregivers
(M=4.15, SD=1.26). The least helpful item of support that was available was their
spouse/partner’s relatives or kin, rated as ‘not helpful’ by 34/93 (36.6%) caregivers (M=1.90,
SD=1.15).
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Figure 6 shows the rating of helpfulness for each sub-group. Families that identified as
Māori (M=3.3, SD=1.36, 12/93, 13%) reported supports overall to be more helpful than
families that identified as Non-Māori (M=2.80, SD=1.40, 81/93, 87%) F(1, 90) = 3.850, p=
0.05. There was no difference in the perception of informal supports between Māori (M=
3.31, SD= 1.32) and Non-Māori (M=2.73, SD= 1.40) families. There was also no difference in
the perception of formal supports between Māori (M=3.28, SD= 1.32) and Non-Māori (M=
2.91, SD= 1.31) families.
The difference in perception of helpfulness overall between families living in rural
areas of New Zealand (M=2.80, SD= 1.40, 21/93, 28%) and families living in urban areas (M=
2.87, SD=1.37, 72/93, 77%), was not significant. There was no difference in the perception of
informal supports between rural (M=2.81, SD= 1.41) and urban (M= 2.78, SD= 1.41) dwelling
families. There was also no difference between the perception of formal supports of rural (M=
2.78, SD= 1.39) and urban (M= 3, SD= 1.29) dwelling families.
Neither the rurality (F (1,90) = 0.214, p= 0.645) nor ethnicity (F (1,90) = 2.702, p=
0.104) of the caregivers effected the perceived helpfulness of supports. Furthermore, there
was no significant interaction effect between rurality and ethnicity F(1,90) = 0.077, p= 0.785
indicating that the perceptions of caregivers that were both Māori and lived rurally had no
effect on the results overall.
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Figure 6. Mean Perceived Helpfulness of Supports by Sub-Groups
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Table 5.
The Availability and Helpfulness of Informal Supports as Indicated in the FSS (Dunst et al., 1984)

Subscale

Item

M

SD

NA

1

2

3

4

5

Not
available

Not helpful
at all

Sometimes
helpful

Generally
Helpful

Very
Helpful

Extremely
Helpful

n (%)
-

n (%)
-

n (%)
-

n (%)
-

n (%)
-

2.78

1.41

n (%)
-

My parents

3.28

1.45

17 (18.3)

7 (7.5)

25 (26.5)

9 (9.7)

10 (10.8)

25 (26.9)

My spouse/partner's parents

2.00

1.28

30 (32.3)

32 (34.4)

13 (14)

9 (9.7)

4 (4.3)

5 (5.4)

My relatives/kin

2.47

1.23

14 (15.1)

19 (20.4)

27 (29)

17 (18.3)

9 (9.7)

7 (7.5)

My spouse/partner's relatives/kin

1.90

1.15

24 (25.8)

34 (36.6)

19 (20.4)

9 (9.7)

3 (3.2)

4 (4.3)

My spouse/partner

4.15

1.26

13 (14)

4 (4.3)

8 (8.6)

10 (10.8)

8 (8.6)

50 (53.8)

My friends

2.72

1.12

5 (5.4)

10 (10.8)

34 (36.6)

22 (23.7)

15 (16.1)

7 (7.5)

My spouse/partner's friends

2.17

1.25

24 (25.8)

29 (31.2)

14 (15.1)

15 (16.1)

7 (7.5)

4 (4.3)

My own children

3.15

1.26

26 (28)

5 (5.4)

19 (20.4)

18 (19.4)

11 (11.8)

14 (15.1)

Other parents

3.19

1.21

21 (22.6)

2 (2.2)

25 (26.9)

17 (18.3)

13 (14)

15 (16.1)

My Co-workers

2.48

1.29

37 (39.8)

13 (14)

22 (23.7)

9 (9.7)

5 (5.4)

7 (7.5)

Informal supports
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Table 6.
The Availability and Helpfulness of Formal Supports as Indicated in the FSS (Dunst et al., 1984)

Subscale

Item

M

SD

NA

1

2

3

4

5

Not
available

Not helpful
at all

Sometimes
helpful

Generally
Helpful

Very
Helpful

Extremely
Helpful

n (%)
-

n (%)
-

n (%)
-

n (%)
-

n (%)
-

2.95

1.32

n (%)
-

Parents groups

2.69

1.22

25 (26.8)

10 (10.8)

27 (29)

12 (12.9)

12 (12.9)

7 (7.5)

Social organisations/clubs

2.49

1.25

48 (51.6)

11 (11.8)

16 (17.2)

6 (6.5)

9 (9.7)

3 (3.2)

Church members/minister

2.32

1.44

68 (73.1)

10 (10.8)

6 (6.5)

3 (3.2)

3 (3.2)

3 (3.2)

My family or child's doctor/GP

2.38

1.15

8 (8.6)

21 (22.6)

32 (34.4)

15 (16.1)

13 (14)

4 (4.3)

2.94

1.25

31 (33.3)

9 (9.7)

14 (15.1)

20 (21.5)

10 (10.8)

9 (9.7)

School/day care centre

3.35

1.22

7 (7.5)

4 (4.3)

22 (23.7)

19 (20.4)

22 (23.7)

19 (20.4)

Professional helpers

3.66

1.11

5 (5.4)

2 (2.2)

14 (15.1)

20 (21.5)

28 (30.1)

24 (25.8)

Professional agencies

3.02

1.44

11 (11.8)

17 (18.3)

17 (18.3)

10 (10.8)

23 (24.7)

15 (16.1)

2.84

1.38

24.73%

14.28%

21.15%

14.34%

12.25%

13.25%

Formal Supports

Early Childhood Intervention
Programmes

TOTAL FSS SCORE
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Qualitative Analysis
Of the 93 caregivers who responded to the survey 84 (90.3%) also responded to the
optional free-text question. Findings drawn from the qualitative data are therefore based on
the comments from these 84 caregivers.
In response to the open-ended question “what aspects of the support that you use make
it helpful” caregivers answered in both the positive, with reference to what they found helpful,
and in the negative, describing what was unhelpful. Responses provided far richer data than
was predicted and ranged from one word to 757 words, (average 99 words). This allowed
greater interpretation of the responses than was originally anticipated.
The three main themes that were evident from the caregiver’s comments about the
helpful aspects of support were 1) The Caring Qualities of Other People; 2) “Knowledge is
the Absolute Key”; and 3) Accessing Support. The main themes and related sub-themes are
shown in Figure 7.

The Caring
Qualities of
supporters

"Knowledge is the
Absolute Key"

Accessing Support

Understanding

Seeking
Knowledge is
Empowereing

"When you get
support its
great"

Family love

Other People's
Knowledge

Finding the right
carer

Acceptance of
who s/he is
Figure 7. The Aspects of Support Which Caregivers Find Helpful
The caring qualities of supporters. In describing the aspects of support that were
most helpful, caregivers largely described the interpersonal qualities of the people who
supported them. Qualities that were valued are represented in the sub-themes of
‘Understanding’, ‘Family love’ and ‘Acceptance for who s/he is’, which caregivers applied to
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both formal and informal sources of support. The theme ‘understanding’ consists of the
caregivers’ appreciation for people who understand how the ASD impacts the child and
family’s lives while not being judgmental. ‘Family love’ covers the affection and support
towards the child and family, and the third sub-theme ‘Acceptance for who s/he is’ explains
how helpful supports are when they accept the child for who they are and focus on the child’s
abilities.
Understanding. Caregivers expressed that people who were empathetic and
understanding of how ASD affects the child and family’s life were most helpful.
Understanding included knowing about how the disorder affects the child’s behaviour and
impacts the family’s life, as well as an empathetic understanding of the emotional experiences
of the family. Although having knowledge about ASD (i.e. an intellectual comprehension of
the disorder) was a component of being helpful (see theme ‘knowledge is the absolute key’),
the emphasis of comments about those giving support was on the interpersonal qualities of
warmth, empathy and compassion, and having a positive relationship with the family.
Perceptions that people understood how the child and family were impacted by ASD and
compassion regarding the family’s circumstances and challenges were highly valued as these
quotes illustrate:
They can recognise it’s actually a hard life to live in our shoes. Compassion
and understanding that it's not easy. [20]
Having an understanding, caring and positive attitude towards my child. [8]
The theme ‘understanding’ also represents the caregivers’ feeling of being listened to
and that the person offering support understands what they are going through. The
consequence of a lack of understanding from support was the feeling of being judged in their
parenting approach or judgment of their child’s behaviour. As these caregivers’ quotes show,
they found it helpful when people listened to them and did not apply their judgments to the
situations:
When you are able to talk to someone and [they] are listening instead of
judging first. [71]
Practical non-judgemental support - caring for my son, not giving advice
based on neuro-typical children. [61]
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Biggest challenge socially, as a mum, is that few of my friends see the issue, so
assume we think the worst of our child. [81]
Although understanding and empathy were described as coming from a range of
sources, other parents of children with ASD were frequently mentioned as being
understanding of what the family were going through, as illustrated by the following
caregivers’ comments:
Meeting other parents with children with ASD is probably the best support for
me as they will be the only ones who truly understand what you have to go
through on a daily basis. [35]
Meeting other parents of children on spectrum, particularly with Asperger’s
[Syndrome] has been extremely helpful, especially in reducing my guilt (that I
should do better) and stopping me feeling like I'm going nuts because others
often don't see my son's challenges. [81]
Family Love. Support that came with the quality of love from family and close
friends, or the lack of it, was described by many caregivers. Many caregivers described
support from their family that contained an element of love and affection which was not as
prominent (or expected) from other sources of support, yet was expressed as being invaluable
support. The language used by caregivers when describing support from family indicated a
depth of affection, warmth and dependability from their family that was distinct from the
description of helpful support from other sources, and was a highly valued component of
support as evident in caregivers’ comments below:
Having the love & support from my wonderful Mum, siblings & larger family
helps our family soooo [sic] much as both my husband & I work fulltime, as
well as have another child other than our daughter on the ASD spectrum. [1]
My parents are great for respite care and love my son no matter what. [11]
Conversely, when the support from family and friends was not helpful or available,
this was keenly felt. Some caregivers expressed disappointment and sadness that their family
or friends did not support their child and family.
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My husband's family are not interested in helping out whatsoever; we are
firmly in their "too hard" basket. [37]
I still feel bitter about the lack of support and understanding from family. [73]
A range of reasons given by the caregivers for the absence of support from their
closest family and friends included a lack of understanding and knowledge of ASD, difficulty
spending time with the child and family due to the child’s disability or that they lived too far
away.
Acceptance of who s/he is. Respect for the child with ASD as an individual and
acceptance of the child as s/he is, were qualities of support that were perceived as helpful by
the participants. Caregivers found it helpful when the people offering support were excited to
get to know their child, enjoyed spending time with them and included them in activities
irrespective of their abilities, as illustrated by the following quotes:
My son is treated as someone they are thrilled and excited to know, not a
burden. His differences are seen as just that, not something that needs to be
changed or manipulated. He is accepted for who he is. [34]
Very happy with my child’s school, is small country school with wonderful
kids, all very accepting of my daughter and inclusion is BIG [sic] at this
school. [74]
Focusing on the child’s personality and abilities instead of the disability was identified
as helpful, especially in the child’s school environment. Caregivers shared that when people
have genuine interest in the child, focused on the child’s positive behaviours and developed
the child’s areas of interest, the support was more helpful than a focus on the child’s
undesirable or anti-social behaviours.
Having a carer in [home-based childcare] who has had the time and patience
to let Mitch see the world through his own eyes but also in helping him into a
'normal' life has been amazing. Without this I reckon we'd really have suffered
way more. [69]
The teacher has been able to bring my son into the classroom (began school
this year) and settle him. She is amazingly organised and pretty much runs her
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classroom brilliantly for someone with an ASD! Is able to settle him when his
anxiety is getting out of control. [54]
Our son’s teacher and teacher aide are fantastic supports as well. We have
regular IEPs [Individual Education Plans] at school and they are always filled
with positive things and areas to develop. At these IEPs we discuss ideas to
help with his interaction with others and his meltdowns and strategies that
work at school to try at home. [39]
On the other hand, it was identified that when the focus was put on the child’s
negative behaviours or qualities, support was perceived as unhelpful. This is illustrated in the
caregiver’s comments below, which highlight caregiver’s disappointment with educational
staff when opportunities to develop the child in areas that they could excel were missed.
My main battle over the last year has been getting Tom’s giftedness recognized
by the school (as opposed to constantly focussing on behaviour) and utilized as
a tool to engage him in learning. He has an adult reading ability, an incredible
memory for facts, and a strong interest in a wide variety of science subjects, at
a level far above his peers. [73]
We felt let down at her Primary School where they focused on the negatives
rather than the positives. [63]
Caregivers identified that those people who were understanding, loving and accepting
were often those who have knowledge about the disorder, as these caring qualities were often
mentioned alongside comments related to knowledge. At the same time, the caring qualities
were distinct from knowledge in that knowing about the disorder without having a caring,
empathetic interaction style was not described as helpful. Having knowledge alongside these
caring qualities appeared to increase the helpfulness offered by people providing support.
“Knowledge is the absolute key”. Gaining and sharing knowledge was an important
aspect of support. Caregivers identified that having knowledge was vital, which is represented
within the two sub-themes ‘Knowledge is Empowering’ and ‘Other People’s Knowledge’.
Caregivers expressed that having their own knowledge and understanding of the disorder
empowered them to seek for support and provide care to their child. The second aspect of
knowledge is the knowledge that other people (including doctors, educational staff, informal
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supports) have about ASD. This knowledge improves their approach to caring for a child with
ASD and enhances their understanding of the day to day challenges the child and family must
face.
Seeking knowledge is empowering. Caregivers shared that gathering their own
information and developing their own knowledge enabled them to take some control of the
often challenging and confusing process of supporting their child with ASD and the wider
family. They also recognised that it assisted them to develop strategies to understand and
manage their child in light of the disorder as the following quotes demonstrate:
Information is knowledge and knowledge put[s] you back in control.” [76]
Having knowledge is the absolute key for us… Short of thinking I was going
absolutely crazy because my son would constantly cry, act out when things
were changed and never slept at night for the first 3 years… Autism NZ has
given me the keys to the door of Autism and I feel semi normal again now that
I actually live as an ‘autistic parent/person’. There is soooo [sic] much to
learn. [69]
They also shared that having their own knowledge of the disability support and service
system increased their ability to access supports without having to rely on others.
I found out all the information I needed to make our lives a little less stressful,
and was able to access other support agencies that led to much needed
financial support and carer support. [73]
Without the support of other mothers who have been through all of this guiding
me and telling me what I was eligible for or who to go to for what it would of
been a very slow process working it out for myself. [17]
Other people’s knowledge. Many caregivers acknowledged that to have positive
interpersonal qualities, the person must also have an understanding of what ASD is and how it
affects the child and therefore, the child’s family. They identify that often the knowledge and
the desired qualities are combined and both are required for the support to be helpful to them,
as shown in the following quotes:
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Knowledge and understanding are so helpful and encourage us as parents to
struggle on whereas judgment is so harsh. [13]
I guess all the supports I’ve felt helpful relate to advice from those who know
what they are talking about, or the listening ear/emotional support for me
when things get tough - which they do. [61]
Our parents have been incredibly helpful, including researching ASD and
attending seminars on how to play with children with ASD. [9]
Accessing Support. Although caregivers were asked to comment on the aspects of
support that they found helpful, many answered by describing issues surrounding access to
supports and maintaining the access. ‘Accessing Support’ has therefore been included as a
major theme, despite not directly answering the question posed, in order to represent the voice
of the caregivers. Caregivers expressed their feelings about the challenges of gaining and
maintaining adequate support, and the impacts on the child and their own health and
wellbeing when support was and was not available to their family. The theme Accessing
Support comprises two sub-themes: When You Get Support it’s Great; and Finding the Right
Carer. The first subtheme, ‘When You Get Support it’s Great’ describes caregiver views that
having support is helpful but gaining access and maintaining the access is challenging. The
second sub-theme describes the challenges involved with finding and accessing adequate
carers for respite.
When you get support it’s great. Caregivers identified that simply receiving support
was helpful, be it from friends, family or funded sources. Although there were important
components to support, such as carers being the ‘right person’, there was a sentiment
expressed by many caregivers captured in this comment that “something would be better than
nothing” [20]. When support was available caregivers described relief and gratitude, enabling
them to maintain emotional and mental well-being, as illustrated by the quote below:
With ASD support needs to come in many forms. Not only the time out factor
so parents can recharge but also emotional and mental support. I have found
that all of these combined can make it an easier road to travel for both parent
and child. [46]
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Other caregivers commented on the value of particular types of support when these
could be accessed, such as funded respite care, as in the case of the following caregiver:
The carer support hours [government funded respite allowance] are a life
saver for myself and my son, every person I have dealt with has been great.
[64]
Similarly, another parent drew attention to the value of funded assistance with their
child’s education:
Thankfully, through the hard work of our speech and language therapist, my
son qualified for ORRS [Ongoing and Reviewable Resourcing Scheme] funding,
before his official diagnosis came through. The staff at the Ministry of
Education have always been extremely helpful and supportive (but then I guess
that is their job!). [78]
Equally, when support is not available to the child for various reasons, caregivers
described feeling unsupported and isolated which affects not only the child but the rest of
their family.
…can't find any support for respite care, struggle to get my son to sports as we
can't take Michelle, we can't go movies as Michelle freaks, and my son's
friends have stopped having him for sleep overs as they can't come here in
return. This is an incredibly isolating condition for our entire family. [74]
Caregivers shared that while there were apparent times during the child’s life that
there was an increased need for support (i.e. at the time of diagnosis, as the child got older);
difficulties with accessing support appeared to be across all ages and stages of the child and
family. A number of caregivers expressed difficulty initially accessing supports while others
had issues with maintaining support, perhaps reflecting their current situations. Challenges
with gaining initial support included not knowing who to approach for support, lengthy
waiting times to see therapists, multiple application forms for each source of formal support
and problems with the accuracy of the diagnosis. Accessing support was challenging and took
considerable persistence and energy to the extent that some caregivers believed that it
impacted on their health as the following quotes illustrate:
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It took numerous nervous break downs and years to get access to the respite
and holiday care. [19]
Once you do FINALLY [sic] get a diagnosis for your child, you shouldn’t then
be required to apply for each individual bit of help; WINZ [Work and Income
New Zealand] subsidy, carer support, special ed [Special Education]
etc...There should be a blanket allocation of resources. I know that this is
entirely down to govt [Government] funding and is a highly political issue, but
each step takes a lot of energy and is a constant reminder of how different your
child is. [87]
We've had no end of trouble getting support.

Actually, we don't get any!

We've been turned down for every type of assistance saying 'he's not bad
enough to be helped' yet when we go to the Autistic Paed [Paediatrician] he
says he is....go figure. [69]
For those using formal supports, maintaining the support for the long term was
important. Reasons for discontinuation of support included changes to funding and staff
turnover, both of which were seen as impacting negatively on caregivers and their family.
Now that my son is at Junior High School he unfortunately doesn't qualify for
a lot of support so it has been a bit harder for him to cope socially and
complete some activities etc. I just wish there was more support available for
him as he struggles to make friends, cope in noisy or unsure situations and
cope with some of his school work at times. [62]
Most supports are not helpful at all actually, the supports that we're [sic] once
helpful were all from his early years, in the last year we have received very
little help at all, which has been extremely frustrating. [51]
We used to use carer support hours for a program that was run in Auckland
[New Zealand city] called Brightsparks. Unfortunately this program ended in
2010 which was a great shame as it was a very well-run and valuable resource
for many parents. [58]
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Finding the right carer. Caregivers expressed a two-fold difficulty related to
accessing respite caregivers provided by both formal and informal supports. Firstly there were
difficulties finding a carer to provide the respite care, and then ensuring that the carer had the
desired caring qualities as mentioned in the first theme.
Many caregivers in this study shared that they used their ‘carer support days’ (days of
respite funded by the Ministry of Health) to pay respite carers. Although there was an
appreciation for this funded support, there were often complications finding someone who
was available and willing to look after the child. Difficulties described included a perception
that living away from the main towns made it more difficult to find a suitable carer, and that
the government funded rate of pay for carers did not attract respite carers.
I use carer support to pay carers to give me some respite which is great. It is
just not always easy to find people available to be the carer. [84]
Only life [live] 15 min[utes] out of Gore [New Zealand town], but can't find
any support for respite care…I do have funding for carer support but at only
$74/ 24 hour day no one is interested. [74]
The second identified issue with finding the right respite carer was ensuring that the
carer had the right qualities (as described in the theme ‘The Caring Qualities of Supporters’)
to allow the caregiver to trust them to look after their child. This is separate to the theme of
“The Caring Qualities of Supporters’ as while the caregivers sought all supporters to
demonstrate understanding, love and acceptance, there was an added amount of trust placed
on respite carers who often care for the child while the parent is not present. Caregivers
shared that they must feel comfortable with leaving the child in the respite carer’s control, and
that finding this particular person is not always easy to do.
Finding the right fit for your child is very important when it comes to
childcare, especially when they have ASD. [59]
Caregivers often mentioned that they used their closest family and friends to look after
their child, as they perceived these people to have an understanding of the child and the
disorder, and that these informal supports were capable of caring adequately for a child with
ASD. Conversely, other caregivers expressed that the burden of care was too great for most of
their family and friends.
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We would never ask our friends or anyone else to look after our ASD child
apart from those closest to us. [39]
We can use [carer support] to have time out and ensure our daughter is cared
for properly by choosing the carer, sometime family or friends which is best.
[31]
Caregivers expressed a need to trust carers sufficiently to leave their children with
them. The unique needs of their child were perceived to raise the caregiver’s challenge of
finding a skilled and trustworthy carer. That several parents mentioned the challenge and
importance in finding a suitable carer suggests this experience went beyond that common to
parents of typically developing children.
Results Summary
Analysis of the quantitative data indicates that caregivers of children with ASD living
in New Zealand draw on a range of supports when they are available. The caregiver’s
spouse/partner was the most helpful source of support, while their spouse/partner’s relatives
were the least helpful source.
The qualitative data supplements the understanding of the nature of helpful support.
The caregiver’s free-text comments revealed that they perceived that it is the caring,
interpersonal qualities of supporters that often influence the extent that support is helpful.
Caregivers also shared that truly helpful support leaves them better equipped to provide care
for their child through information that develops their own knowledge of ASD and how it
impacts their child. The knowledge that other people have about ASD was also identified as
helpful, as it can increase the access that families have to supports. Finally, caregivers
expressed that having access, and maintaining access to both informal and formal supports
and services was helpful, and without this, supporting their child was made more challenging.
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Discussion
In this chapter, the qualitative and quantitative findings are summarised and discussed
in relation to relevant literature about support provision for families of children with ASD and
the New Zealand context. The strengths and weaknesses of the research are then addressed.
This study investigated what sources of support are used by caregivers of children
with ASD who live in New Zealand, and how helpful the families perceive the supports to be.
Overall, the results indicated that while supports are available to New Zealand families, the
caregivers perceive that there is room for improvement in the supports that they receive to
make them more helpful. Differences in support, and perception of helpfulness of support,
between rural and urban families and Māori and Non-Māori families were specifically
examined. No significant differences in the perception of support between the rural and
urban; and Māori and Non-Māori families were found.
There are three main findings from the combined qualitative and quantitative data.
These are 1) the caring qualities and knowledge of supporters is imperative; 2) support needs
to be dynamic and flexible; and 3) there is room for improvement.
Caring Qualities and Knowledge
A prominent message from the caregivers’ comments was that to be helpful,
supporters needed to exhibit caring qualities towards the child and family, and to have
knowledge about ASD and how it affects their child and family. In this following section,
ways of increasing supporters’ empathetic and accepting qualities are discussed as well as the
importance of having knowledge about the disorder.
Empathy. Caregivers placed great emphasis on supports that were understanding and
empathetic. In this context, “understanding” refers to the comprehension of the day-to-day
implications of having a child with ASD for the family, instead of knowing what ASD is as a
medical term. “Empathy” is a communication technique that presents a deep personal
connection between two people as a result of a reaction to another’s experiences (Davis,
1990) which encompasses the positive qualities of helpful support that caregivers used as well
as an area of support that was lacking from some sources. Empathy is experienced when one
puts themselves in another’s shoes to genuinely understand and feel what it is like for that
person to live in or experience a situation (Price & Archbold, 1997). Empathy and
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understanding were desired from all levels of support- from the informal family and friends
through to the educational- and health-professionals that worked with the child and family.
Quantitative data showed that while support from the child or family’s GP and
professional helpers was available to over 90% of the caregivers, the GP was rated as
‘sometimes helpful’ overall, and professional helpers were rated as very helpful. Despite these
data, it appears from the qualitative comments that the professionals may not always be
offering empathetic support. Consistent with the caregivers’ described desire for empathy
from supporters, doctors who show empathy have been found to have greater patient
compliance and satisfaction, suggesting that empathy is an important skill for professionals to
have (Foster, Whitehead, Maybee, & Cullens, 2013; Kim, Kaplowitz, & Johnston,
2004).Empathy is required for the caregiver to perceive that there is a helpful relationship
between the caregiver or family, and the professionals (W. J. Reynolds & Scott, 1999).
Irrespective of discipline, a main aim of a relationship between professional and client should
be to initiate a relationship that will foster open communication, allowing the professional to
understand the perspectives of the client, to empower the client to cope more effectively or to
reduce the problems or issues faced by the client (W. J. Reynolds & Scott, 1999). Support
from professionals supporting the caregivers of children with ASD in this study appeared to
be deemed more helpful when they took the time to discuss implications of their child’s ASD
and begin to see this from the caregivers’ perspective. Likewise, caregivers implied that
support from professionals was helpful when the professionals showed empathy and an
understanding that allowed them to work together towards more effective and positive coping
strategies.
Being empathetic and understanding is an aspect of family-centred care (Irving &
Dickson, 2004), which was sought after by the caregivers in this study and discussed further
later in this chapter. Empathy is taught in a range of ways in professional undergraduate
programmes in New Zealand i.e. explicitly focusing on empathy through to passively
modelling of empathetic behaviours (Malpas & Corbett, 2012; Shapiro, 2002). However,
generally empathy can be developed in professionals through the encouragement of the
professional to accept one’s own beliefs and values as well as their own prejudices and
judgments (Davis, 1990). Self-awareness and awareness of commonalities and differences
between themselves and other people allows for the professional to become more open and
able to take on other people’s perspectives, thoughts and feelings which is required in an
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empathetic approach (Shapiro, 2002). A person who is judgmental, anxious or unaware of
other people’s feelings will be unable to experience a deep connection with another person,
which is vital to empathy.
Although empathy is an aspect of health professional training and education, the
caregiver comments in this research suggest it may not always put into practice. Developing a
rapport and communicating with the child and the family members may allow for the
professional to establish an understanding of the child and family’s lived experiences.
Training programmes and frequent refresher courses that encourage professionals to become
self-aware and conscious of their perspective on disability, and ASD specifically, is an
approach to increase the empathetic support received by families of children.
Acceptance. Caregivers’ comments expressed that they found it helpful when other
people accepted their child for who they are, and focused on the child’s abilities instead of
impairments and disabilities. Caregivers sought this from all types of support, from family
through to professionals and the wider community, with comments inferring that they desired
a greater amount of acceptance from their supporters than they were currently receiving. This
preference aligns with the concepts of enabling participation in life situations as outlined in
the International Classification of Functioning, Disability and Health (ICF) (World Health
Organization, 2001). The ICF prompts attention to achieving greater participation of all
people reducing the traditional approach that impairments are associated with health
conditions. The ICF recognises that limitations to the functioning of people with disabilities
occur as a result of the interaction between the person’s impairments and the contextual
factors (such as income level or the physical environment). This multidimensional view of
disability is reflected in caregivers’ comments that they felt more supported when supporters
focused their attention on their child’s ability to be involved in valued activities and to
participate in social roles that had meaning to them, such as to be contributing members of the
school environment, instead of focusing on the impairments, and deviations from normally
accepted standards (World Health Organization, 2001).
The accepting and helpful support from grandparents was an aspect of support
mentioned both by caregivers in this research and by caregivers in the literature. Although the
quantitative results in this study indicates that support from the caregivers’ own parents, and
spouse/partners’ parents was not extremely helpful overall (own parents M= 3.28, SD= 1.45;
spouse/partner’s parents M= 2, SD= 1.28), the qualitative comments showed otherwise,
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indicating mixed experiences for parents. The caregivers’ shared that support from their
children’s grandparents, when available, was supportive, especially when the grandparent had
an understanding of ASD and knew how to care for and interact with the child. This is similar
to the findings of Sharpley and Bitsika (1997) and Hastings (1997), that parents perceived
their children’s grandparents to be more helpful when the grandparent showed an
understanding of the child’s disorder. Increasing the acceptance and understanding that a
grandparent has about their grandchild’s disorder not only helps the family to cope with the
challenges of their child’s ASD, but can help to strengthen the relationship between
grandparent and grandchild. This supports the inclusion of extended family and whānau
members in education programmes like the Early Bird and ASD Plus where grandparents can
increase their knowledge and understanding of ASD and learn strategies to enhance
interactions with their grandchild and family, potentially improving their empathetic and
understanding behaviours. These educational programmes are discussed in the ‘parents’ own
knowledge’ section of this chapter.
Caregivers felt that support was helpful when the supporter’s focus was on enabling
the child to achieve at their own level within their interests and talents, allowing them to
participate as a member of society. This is in contrast to an approach when a child is excluded
from participating in an activity because they can’t participate in the same way as their peers.
An example of a process intended to promote participation for children with ASD currently in
place in New Zealand is the implementation of Individual Education Programmes (IEPs) in
schools, by the Special Education service. IEPs are integrated into the curriculum for some
children who have special education needs. A key principal guiding IEPs is that the school
programme and environment should be adapted to fit the needs of the child instead of the
child fitting the school and curriculum (Ministry of Education, 2011). Ideally, a team of
people involved in the child’s life, including teachers, family, other therapists and often the
child themselves, work together to identify goals that the child can work towards in the school
setting. The IEP focuses on the individual child’s strengths and successes, preferences and
needs, and uses these as strategies to achieve the goals (Ministry of Education, 2011). The
intended use of IEPs is consistent with the recommendation of the ASD guideline that the
child’s preferences and interests are incorporated into the child’s education plans
(Recommendation 3.1.11, Ministries of Health and Education, 2008).
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Findings from this study indicate that focusing on the child’s strengths and preferences
in contexts other than the school environment, was also sought after and perceived as helpful.
For example, when medical professionals incorporate the child’s interests or abilities into
their service delivery, they may build a greater rapport with the child, become more
empathetic and increase their ability to work successfully with the child and family. This
could be as simple as beginning a conversation about what interests the child and could result
in an increase of the parent’s perception of how helpful the support is.
Enhancing the caring qualities of supporters - particularly empathy, understanding and
acceptance - can be a relatively simple way of increasing the helpfulness of support for
parents of children with ASD. These findings are supported by Stace (2011) who interviewed
those with lived experiences of ASD, policy and literature and found that the concept of love
and receiving helpful and supportive assistance is important to good outcomes for people with
ASD and their families. Improving these qualities in supporters is a step towards meeting the
objectives of the New Zealand Disability Strategy, aiming to enable children with disabilities
to live a full and meaningful life, and valuing the caregivers and family members who support
people with disabilities.
Knowledge. Caregivers in this study clearly valued knowledge presented in two
distinct ways - acquiring their own knowledge, and being supported by people who had, and
used, their knowledge of ASD.
Parents’ own knowledge. Caregivers shared that they perceived supports as helpful
when the support developed the caregiver’s own sense of knowledge about the disorder and
the consequences for their child. Caregivers reported that they got information about available
sources of support and what funding they were eligible for from other parents, the internet and
books, and commented that helpful support suggested other sources of information, or
provided resources. A lack of information is frequently reported by parents as a barrier to
accessing supports for families of children with disabilities (Foster et al., 2013; R. I.
Freedman & Boyer, 2000). Mothers interviewed by Kuhaneck, Burroughs, Wright,
Lemanczyk, and Darragh (2010) in the northern US shared that having their own knowledge
about the disorder as well as knowing how to support their child and what rules, policies or
processes were necessary to get support, was instrumental to their coping with the challenges
of their child’s ASD. Caregivers in this study reiterated this sentiment.
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Caregivers also shared that they felt empowered and more in control of parenting a
child with ASD when they understood the disorder and their child’s experience of ASD. This
finding is consistent with parents interviewed by Midence and O'Neill (1999) who shared that
before their child received the diagnosis of ASD, they were confused by their child’s
behaviour, they felt guilty and blamed themselves for causing this behaviour. Parents felt a
sense of relief when the child was diagnosed. Caregivers in this study were similar in that
understanding how ASD contributed to their child’s behaviour enhanced their perceived
control of their situation. Educating themselves can allow parents of children with ASD to
feel that they are more in control and more confident with their parenting situation which can
decrease parenting stress (Kuhaneck et al., 2010; Weiss, 2002). Attending educational
programmes is one way that parents can increase their knowledge confidence.
There are number of parent education programmes specifically designed to provide
support and knowledge to parents of children with ASD. Findings from this study indicate
that these programmes are widely used and valued by caregivers. Examples of these
programmes in New Zealand are the Early Bird programme (Autism New Zealand, 2012),
ASD Plus (IDEA Services, 2013) and Tips for Autism (Tips for Autism, 2013). The Early
Bird programme is designed for parents of children under five years of age and teaches
participants what ASD is, how it affects the child, and offers communication and behaviour
strategies specific to the child (Anderson, Birkin, Seymour, & Moore, 2006; Litmus, 2010).
The programme is available across New Zealand to families who live within a two hour radius
of the main centres of Autism NZ2. The programme consists of weekly three or six hour
sessions over three months, which are group based sessions of up to six families during the
day and individual home visits from the programme facilitator. ASD Plus is delivered for
parents and families of children under six years old with ASD throughout New Zealand. It
encourages participation from wider family members by having three delivery options- 1)
fortnightly group sessions with other families at a designated venue; 2) home visits with
individual families- allowing more family or whānau members to attend; or 3) distance
learning using the internet, DVDs, phone, reading material etc. The course is designed to
teach the family about ASD and how it impacts their child’s life. It is individualised and
taught with the specific child in mind (IDEA Services, 2013). The Tips course is a three day
workshop attended by the parents of school-aged child and the child’s teacher as well as any
2

http://www.autismnz.org.nz/local_branches
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other professionals, therapists or family members that are close to the child. The course is
available throughout the country and teaches strategies for the team to use to achieve a
common goal for the child (Tips for Autism, 2013). In all of these programmes the emphasis
is on developing parents’ knowledge about ASD and ability to problem solve everyday
challenges with children with ASD.
Developing their own knowledge and understanding of ASD was reported by
caregivers in this study as vital to successfully parenting a child with ASD. The Early Bird,
Tips and ASD Plus all aim to increase participants’ knowledge and understanding. It is the
intention of each of these education programmes that this knowledge will influence many
areas of the child, caregiver and family’s life such as approaches and strategies of care,
empowerment of parents and increased confidence of parents and other team members’ ability
to provide for the child (Litmus, 2010; Tips for Autism, 2013). Caregivers’ comments in this
study indicate that the integration of knowledge into daily caregiving did occur and was
highly valued. While parents are main participants of these programmes, the benefits of
attending these programmes for other people who support the child and family appear to be
substantial. This is discussed in further detail in the ‘others’ knowledge’ section later in this
chapter.
Individualised information and support specific to their child’s needs, preferences and
interest was also sought after by the participating caregivers. An important concept of the
three education programmes is that they are individualised so participants gain knowledge
specific to their child. This was an aspect of support that was identified as helpful by the
caregivers in this study. Facilitators of ASD Plus meet with the family before the course
begins to build a relationship, to find out what their needs are and to plan what content the
family would like to focus on (Litmus, 2010). Participants of the Tips course are required to
provide the facilitator with information about the child before the course starts so the content
can be modified to meet participant needs (Bevan-Brown et al., 2011). Participants of the
Early Bird programme are encouraged to take video footage of them using the strategies
previously taught so feedback can be given. Teaching the parents and participants’
information and knowledge specific to their context and needs provides them with strategies
and information that they can take home and immediately apply.
The flexibility of the programmes is another helpful aspect that meets the identified
needs of caregivers in this research. The ASD Plus programme has multiple delivery options
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which allows for the involvement of extended family/whānau, enhancing their understanding
of ASD and increasing the helpfulness of support that they can offer. The ASD Plus
programme can either be delivered in a group setting at a designated venue, at the family’s
home or online. Hosting the programme at the family’s home is ideal for the inclusion of
other family members and supports. Māori families especially, may feel more comfortable
having the programme in their home or at their own venue such as on the marae (Ministries of
Health and Education, 2008). However the provision of the programme at a private location
for the individual family decreases the opportunity for parents to network with other families
of children with ASD which has been identified as beneficial to decreasing parental isolation
and increasing feelings of empowerment (Shields, 2001). The online option for the ASD Plus
also decreases social interaction but does allow participation of families who live rurally or
those that cannot attend centre-based programmes. Although caregivers living rurally did not
identify significantly less support as available, online provision of the course seems sensible.
The Tips course also enables flexibility by providing funding for teacher-release so that the
teachers and teacher aides can attend the course during the work day (Tips for Autism, 2013).
Flexibility is limited with the Early Bird programme, as group sessions are mainly held during
the day, and participants are parents of children under five. Childcare may be an issue for
some families wishing to attend the Early Bird, potentially limiting attendance.
The involvement of other people who support the child and family in educational
programmes was also highly valued by the caregivers in this research as it enabled the entire
team to be working with the same strategies and towards the same goals. The Tips course
encourages the involvement of all professionals and people involved with the child, so that
they can develop and share strategies to work towards common goals. The ASD Plus course
encourages the involvement of informal supports and family members by having the option of
the course taught at home allowing the opportunity for other people significant in the child’s
life, to attend. Increasing the knowledge of ASD among the wider child and family support
network emerged in many ways in the caregivers’ comments- from comments about the
supportiveness of partners and extended family that had knowledge about the disorder, to
opinions on the quality of support and lack of knowledge of health and education
professionals and carers.
Others’ Knowledge. The level of knowledge about ASD of people in the families
immediate support network was identified as a key ingredient in their helpfulness. A link
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between supporters having knowledge about ASD and having the desired caring qualities was
apparent in the qualitative comments.
The qualitative comments showed that other parents of children with ASD were a
valuable source of information and knowledge when available for the caregivers in this study.
FSS scores showed that other parents of children with ASD were rated as ‘sometimes helpful’
when available. Caregiver comments showed that as well as providing advice on supports and
services that are available to families, other parents are often able to share strategies about
how to manage children’s behaviours. These are similar comments about other parents of
children with ASD to those made by parents in research by Gray (2003), who felt supported
by the other parents’ experiences and knowledge, and their non-judgemental attitudes.
Parent support groups were not available to almost a third of caregivers in this
research. Although support groups have traditionally been face to face, parent-to-parent
support forums are becoming more common via social media and participatory websites. This
finding may indicate low levels of awareness of these online support groups, or limited access
to the internet for some families. The internet plays an increasing role in health education,
with 20% of the New Zealand population using the internet to gather health information on a
weekly basis, and 6% searching for health information on a daily basis (Gibson, Miller,
Smith, Bell, & Crothers, 2013). There are many free, internet-based support groups, chat
rooms, and advocacy and information groups available to parents and caregivers, allowing
them to share stories with other parents, ask questions and get advice. It is unclear if
caregivers in this study were referring to online or face-to-face; individual or group; formal or
informal connections with other parents of children with ASD as helpful sources of support,
however all are available in New Zealand.

Internet based support groups should be

moderated by professionals or facilitators to ensure accurate, clear and helpful information
(Clifford & Minnes, 2013a) although this was not expressed by the caregivers in this research.
Advertisement of online support groups in disability newsletters, in doctors’ waiting rooms
internet sites and in social media may increase the access and use of online parent support
groups.
Learning from other people that have been through similar situations can be
empowering for parents of children with ASD (Ainbinder et al., 1998) and is actively
cultivated through formal support programmes in New Zealand. Peer mentoring schemes such
as Parent to Parent (Parent to Parent New Zealand, n.d.) and facilitated parent support groups
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(i.e. those run by Autism New Zealand) are examples of being supported by other parents. In
the Parent to Parent scheme, a trained volunteer parent of a child with a disability is matched
with another parent who is going through similar situations or has a child with a similar
disability or health issue. Ainbinder et al. (1998) interviewed 24 parents who used the Parent
to Parent service in the USA. These participants identified that helpful aspects of the service
include a perceived sameness between mentoring and recipient parents. This experience of
‘sameness’ involved a connection between the supporting parent and the referred parent over
their similar situations and experiences, acceptance of thoughts and actions and receiving
feedback without judgment. Similarities between parents’ situations and experiences can
encourage a deep understanding. Another aspect of the service that was helpful to participants
of Ainbinder et al. (1998) was the perception that support was available when it was needed,
and knowing that the supporting parent was available at flexible times. Reliable and available
support was also outlined as a helpful aspect of support by the caregivers of this research.
Often families that live rurally are limited by their geographic location and access to
parent support groups. In 2012, Parent to Parent New Zealand had over 500 trained
supporting parents and provided a service to 428 parents (Parent to Parent New Zealand,
2013). Currently, parents who train to become volunteers attend a two-day workshop which
covers relevant topics including grief, stress and how to access services as well as teaching
basic counselling skills such as active listening. Group work and discussion is facilitated
during the workshop with a maximum group size of 15 participants. There is no cost to the
participant to take the course, and each training course costs Parent to Parent $2500 to run
(resources, facilitator’s time, administration) excluding overhead costs such as venue hire,
catering and travel (M. Pryor, personal communication, November 26, 2013). In 2014, Parent
to Parent aim to launch their eLearning programme consisting of five 10 - 20 minute modules
which parents can complete online, with a six-hour face-to-face workshop at the completion.
Group interaction is facilitated during the online component through private Facebook groups
and conversations. This change in programme delivery was aimed to allow greater
participation from parents across the country and in rural locations, and to offer greater
flexibility to parents (Parent to Parent New Zealand, 2013), similar to the delivery approach
of the ASD Plus programme discussed earlier.
Promotion of online support groups and peer mentoring schemes, as well as increased
awareness of face-to-face support groups throughout the country may improve the extent of
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support to parents of children with ASD at a minimal cost. While the ASD guideline does not
directly recommend that parents attend support groups, it does recommend that support
groups provide parents with up to date information and resources and that they are a good
source of support (Ministries of Health and Education, 2008). Findings from this study
support this recommendation, and reiterate that support groups, like other sources of support
should be available but not compulsory given the individual nature of support preferences.
The knowledge of other informal supports, including friends and family members, was
also an aspect of support that caregivers found helpful, and wanted more of. Caregivers’
friends were the most available source of support (available to 94.6% of caregivers) on the
FSS but they were not rated as the most helpful (the majority of caregivers rated friends as
‘sometimes helpful’). Other informal supports such as the caregivers' parents and relatives
were also rated as sometimes helpful. The caregivers’ comments expressed that when
informal supporters had knowledge about the disorder and understood the implications for the
child and family, this translated into an understanding of what the family had to deal with on a
day-to-day basis. Attending the education programmes that are currently run in New Zealand
may be a way that informal supports can learn about and begin to understand ASD.
Techniques such as role play, case studies and open discussion allows for the informal
supports to hear from parents of children with ASD and begin to ‘try on’ and understand
somebody else’s perspective and use this to shape their own, more informed perspectives on
parenting a child with ASD (Mezirow, 2000). Through this, experiential type of education,
the extended family and informal supporters of parents of children with ASD may be able to
enhance their knowledge and understanding of ASD and thereby increase their helpfulness.
The level of knowledge of ASD of professional supports was also commented on by
caregivers. As mentioned earlier, GPs were highly available but only ‘sometimes helpful’ and
over a third of professional agencies were ‘not very helpful at all - sometimes helpful’.
Considered alongside the qualitative comments, it appears that the knowledge of the
professionals, or lack thereof, may be a reason why the helpfulness of support from these
sources is considered low by parents. Professional’s knowledge about how to best interact
with children with ASD, the referral process and what supports are best suited to the child’s
needs are aspects mentioned by caregivers that had room for improvement. Accessing primary
medical care through local GPs is the typical entry point to other services in the New Zealand
health system hence GPs are important gatekeepers of all other service provision (Crampton,
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Jatrana, Lay-Yee, & Davis, 2007). Therefore increasing the knowledge of GPs, particularly
around pathways to access services is an important step in improving the quality of services to
families of children with ASD. Although further research into parents’ specific concerns with
GP supportiveness and GP’s self-identified learning needs is warranted, continuing education
about ASD could be provided to GP’s nationally through the Public Health Organisations.
Content of on-going professional development could cover signs and symptoms of ASD, brief
within clinic screening questions and activities; referral pathways and eligibility criteria,
methods of working with, and information about available supports, for children with ASD
and their families. This content could be accessed online, decreasing the amount of time
required for the GP to be away from their practice, or delivered by local Autism and disability
organisations such as Autism NZ, within professional development programmes. Another
approach to the dissemination of up-to-date information about ASD is through the Royal New
Zealand College of General Practitioners3. The College delivers professional development
programmes and vocational training for New Zealand GP’s and rural hospital professionals,
with the goal of improving the health of all New Zealander’s. The New Zealand Health
Navigator website4 is also a medium that could be used to keep GP’s and other professionals
up to date with ASD related information. The Navigator is a central point where health related
guidelines, tools and resources from reputable references are collated for easy access. The
Health navigator already includes some information about working with children with ASD
and frequent updating of this information would make it a valuable resource for New Zealand
professionals. It is important to note that the findings from this study only offer limited detail
about why GPs and professionals were perceived as unhelpful. Further research involving
interviews with caregivers about their perceptions of their interactions with GPs, in relation to
their child’s disorder, may provide more information about the current support offered by
New Zealand GPs.
Dynamic needs and flexible supports
The range of supports available to the caregivers of children with ASD in New
Zealand is wide, and the perceived helpfulness of these supports also varied widely. Every
support in FSS was available to at least one caregiver, and each was perceived across the
3

https://www.rnzcgp.org.nz/

4

http://www.healthnavigator.org.nz/
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range of helpfulness from ‘not at all’ to ‘extremely helpful’, reflected in the large standard
deviation for each item.
Although statistical analysis to determine what child or family factors were associated
with these differences was beyond the scope of this research, others have found perception
and use of support to be associated with marital status- more supports used in parents who had
partners (Bromley et al., 2004; Reyes-Blanes, Correa, & Bailey, 1999; K. E. Reynolds, 2011;
Trivette & Dunst, 1992), parent’s income- lower perceived helpfulness in families with lower
income (Cain Spannagel, 2011), child’s age- different supports used as the child ages
(Reddon, McDonald, & Kysela, 1992; Tehee et al., 2009; K. C. Thomas, Ellis, McLaurin,
Daniels, & Morrissey, 2007), child’s disability severity- greater unmet needs and fewer
sources of support used in families of children with more severe ASD (H. K. Brown et al.,
2011), ethnicity- supports perceived as less helpful by ethnic minority groups (Boyce & Behl,
1991; Farmer, Marien, Clark, Sherman, & Selva, 2004; K. C. Thomas et al., 2007) and
rurality- fewer supports used by rural dwelling families (K. C. Thomas et al., 2007). Given
ASD has heterogeneous symptoms (K. C. Thomas et al., 2007) and that family and child
circumstances differ, the wide range of experiences of supports was not unexpected. It could
be inferred from these data that support needs are unique to each family and that the most
helpful support is likely to be individualised and flexible.
The child’s age and stage of diagnosis can result in the child and family requiring
different types and sources of support. Supports sought immediately after diagnosis by
parents of younger children often focus around information about the ASD diagnosis, what
ASD means for the child and family, and the child’s likely developmental trajectory
(Haveman, van Berkum, Reijnders, & Heller, 1997). Parents of children with ASD require
that supports and services are adequately able to provide this information during and
immediately after the diagnosis process. Some parents may be unaware of where to go for
support. Recommendation 2.2.3 of the ASD guideline states that “Information needs to be
accessible to all people including translated material, easy-to-read versions and
developmentally appropriate information. Support groups and government should work in
close association to ensure all information is kept up to date” (Ministries of Health and
Education, 2008, p. 70). To facilitate access, an annually updated list of supports available in
each area of the country, in a range of languages, could be compiled by the local branch of
Autism New Zealand or another national Autism organisation. This database of local contacts
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for educational, medical, financial or behavioural support, as well as contacts for general
disability supports, could be given to the families by the diagnosing professional, and be
available for support groups and organisations to distribute.
The caregivers in this study showed little difference in their perception of helpfulness
and use between informal and formal supports. As children with ASD age parents appear to
draw on less formal supports than when their child was younger (Gray, 2006; Haveman et al.,
1997). Gray (2006) conducted a longitudinal study of parents’ coping strategies over ten
years. In 1988, 35 parents of children with ASD were first interviewed (most children aged
six to twelve years). The families mainly used services and interventions, and received
emotional support from their family members. Eight to ten years later, when 31 of the same
parents were interviewed (mean age of children 18 years) parents reported that they used
significantly fewer services, and while support from family members was still important, it
was drawn on less. Over time there was a general shift from using problem-focused coping
and external, formal supports to more emotion-focused coping strategies and internal
supports. The changing sources of support is a reminder that, as seen in the research by Gray
(2006), the support needs of families of children with ASD are not static and thus supports
must be dynamic. However, as the child’s age was not used to determine the type of support
used in this study, we are unable to determine whether this is true in this New Zealand
population. Further research investigating the type of supports used by parents of different
aged children would determine whether the type of support drawn on changes as the child
grows up.
Families of children with ASD require support that is individualised to each family’s
unique needs. Family-centred practice, widely considered best-practice when working with
children with disabilities and their families (G. King, King, Kertoy, Rosenbaum, & Hurley,
2002) may be an appropriate organisational vehicle for emphasising the need for an
individualised approach to ASD. At a practical level family-centred practice can be achieved
by involving the family in all stages of decision making and planning of support, ensuring that
the family’s needs, beliefs and values are incorporated and that all members of the family are
considered (Foster et al., 2013; Law et al., 2003; Rosenbaum, Law, King, & Evans, 1998).
The level of the family’s involvement in the support is dependent on two factors- the amount
that the family wants to be involved, and the amount that the support provider allows
opportunity for the family to be involved. For family-centred care to occur, family members
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need to be encouraged to communicate their needs and preferences. However some parents of
children with ASD may not feel confident or comfortable enough to initiate this discussion
with professionals or formal supports (Bevan-Brown, 2004). Preliminary research indicates
that at times reluctant engagement from families with formal supports may be related to
culturally embedded beliefs (Bevan-Brown, 2004; Nikora et al., 2004). For example, whānau
of Māori with disabilities (n=18) interviewed reported they felt guilty and fearful when
asking for assistance and formal support (Nikora et al. (2004). Some participants shared that
after asking for support, they had experienced feelings of inadequacy and felt that they were
unable to provide the appropriate support to their whānau member (Nikora et al., 2004).
Although explicit comments about feeling encouraged to participate in intervention with their
children were not made in this present research, several caregivers expressed that they had to
‘fight’ for appropriate support for their child and family. It is unclear if they were referring to
fighting (with health professionals) to participate in, or fighting (with administrations) for
access to services. Cultural differences aside, families who are given the chance to openly
discuss their support needs with support providers in a non-judgmental way, with their
expertise about the child and their family drawn are likely to perceive that support given by
formal support providers is helpful (G. King, Law, King, & Rosenbaum, 1998). By doing so,
the confidence of the parents and family members may increase, along with feelings of
control over their day-to-day lives (Viscardis, 1998), which has been shown to improve the
well-being outcomes for parents of children with ASD (Weiss, 2002). Certainly comments
from parents regarding their positive experience of support that enhanced their own
knowledge and effectiveness with their child concur with the intended outcomes of familycentred practice.
Room for improvement
Caregivers’ quantitative responses to the FSS and the qualitative responses to the freetext questions together indicate that there was an overall low satisfaction with the supports
received. On the FSS scale both formal and informal supports were rated as ‘somewhat
helpful’ on average and there were comments about many aspects of support that they found
less than helpful.
In particular, Early Childhood Intervention Programmes (ECIP) are a source of formal
support that received a concerning low rating of helpfulness on the FSS. ECIP cater for
children from birth to five years of age. The mean age of the child cared for by the caregivers
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in this research was 6.2 years, indicating that for most participating caregivers, their child was
too old to be currently involved in an ECIP. Of those who indicated that an ECIP was
available to them, the majority of participants rated them as ‘not helpful or somewhat
helpful’. The importance of caregiver involvement in an ECIP is discussed in the ASD
guideline, as use of a ECIP may improve the outcomes for the child and family (Alliston,
2007; Ministries of Health and Education, 2008). The guideline also recommends that the
child and family should be offered an ECIP as soon as there is concern about the child’s
development, even before diagnosis (Recommendation 3.1.1, Ministries of Health and
Education, 2008). ECIP is a critical service for child and family outcomes and further
investigation into the qualities of ECIP and the reasons for perceived unhelpfulness in New
Zealand is required, which would allow service improvement. Critically, in the case of this
study it is unclear if caregivers were frustrated by perceived lack of access to these services,
or were expressing disappointment in the services they were offered. In-depth interviews with
families of children with ASD who are currently or have been involved in ECIP across the
country, as well as those that choose not to be involved with an ECIP, could offer valuable
information as to how this service can better support families.
An equal number of parents rated their child’s school ‘somewhat helpful’ and ‘very
helpful’ and education services received many positive comments in the free text response.
Inclusion of the child in school was commented as being important to the caregivers. In 2010
the Education Review Office (ERO) evaluated the inclusiveness of children with high needs
in New Zealand schools. ERO define inclusion as the successful enrolment, participation and
achievement of a child in the academic, extra-curricular and social environments of the school
(Education Review Office, 2010). They found that only half of the 229 schools evaluated
were inclusive. As a result, the MOE developed the ‘Success for All’ scheme (Ministry of
Education, 2010) which aimed to increase this to 100% of schools by 2014. In the 2013
evaluation, ERO found that 77% of schools were mostly inclusive. Strategies used to improve
the inclusion in schools so far involved better professional development and learning for staff
targeted at the individual child’s needs, greater involvement of family and whānau and better
coordination with outside agencies and supports (Education Review Office, 2013). These
improvements reflect the aspects of support that were highlighted by the caregivers in this
study as important and helpful, not only for educational supports but also for medical and
other professional supports, therefore supporting the focus of the MOE initiative. Aspects of
the ‘success for all’ initiative can be easily translated into other areas of support for families
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of children with ASD. For example, effective features of the ‘success for all’ are having welltrained, knowledgeable, understanding and accepting staff, involving parents in the team that
supports the child and never making the parent feel that they must fight for support (Ministry
of Education, 2010).
Although professional helpers received a high rating of helpfulness on the FSS, the
grouping of all professional helpers into one item on the scale does not allow for the
helpfulness of the individual professionals such as, paediatricians, occupational therapists,
teachers and teacher aides, to be investigated. Since each professional has a different level of
training and involvement with the family it would be useful to have individual ratings on the
perceived helpfulness of their support. Caregivers gave professional helpers a greater rating of
helpfulness than they gave to professional agencies. This may relate to the more personal
support that the caregiver, family and child can receive from one person (e.g. helper)
compared to what they perceive they are receiving from an agency as a whole. Frustration
with the bureaucracy of agencies may have been expressed in these distinctions also. The
caring qualities that were identified by the caregivers in the free-text comments also relate to
this. Further research using a similar scale to the FSS which requires the participant to rate the
helpfulness of support of a list of individual professionals would allow for analysis of the
parents’ perception of support from individual sources.
Ethnicity
The differences in perception of support used by Māori and Non-Māori families were
investigated to determine whether ethnicity impacted the perception of the helpfulness of
supports available to New Zealand families. The results show that Māori families draw on
less supports overall, and use less informal supports than Non-Māori families but find
supports more helpful than Non-Māori Supports and services for Māori families raising a
child with ASD must incorporate the features of the Treaty of Waitangi to reduce health
disparities. Irrespective of socio-economic, education, income, and occupational demographic
factors, Māori have poorer health than Non-Māori (Ministry of Health, 2002). The Treaty of
Waitangi, signed by the indigenous Māori and representatives of the British crown in 1840,
places strong emphasis on the Crown to protect of health and well-being of Māori. To fulfil
the Crown’s end of the Treaty, the reasons for disparity must be understood. To aim towards
reducing disparity Māori health policy and service provision are guided by three conceptspartnership, protection and participation (T. R. Kingi, 2007), which have been incorporated
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into the He Korowai Oranga: Māori Health Strategy (Ministry of Health, 2002) and Māori
Disability Action Plan (Ministry of Health, 2012b). Disability supports and services that
provide to Māori families of children with ASD should visibly incorporate these concepts.
Although Māori families perceive support to be less available than Non-Māori, of that
supports that were accessible, Māori caregivers perceived that support was more helpful
overall than Non-Māori. This suggests that while Māori families are using less supports, the
supports that they are accessing may be meeting their family’s needs. Whānau Ora, an acrossgovernment department approach to offering whānau-centred care is intended to reduce health
inequalities between Māori and Non-Māori (M. Durie, 2013). It is possible that supports
across New Zealand for families of children with ASD are successfully are achieving the aims
of Whānau Ora for those who access services.
Māori caregivers reported that support was less available to them, yet perceived it to
be more helpful than Non-Māori participants. For formal supports especially, this may
indicate that there is a variation in the health literacy of the Māori caregivers in this research.
Health literacy is a person’s ability to understand and navigate through the health system,
allowing them to make the most informed decisions about their health (Nutbeam, 1998), and
is therefore important to consider when understanding perceptions of health care and support.
The health literacy of Māori is lower than that of Non-Māori regardless of age, gender,
income level and education level (Ministry of Health, 2010), and the Māori caregivers in this
research may have greater health literacy than Māori caregivers who did not take part in the
research. This may enable them to navigate through the system better as they know what
supports are available to meet their needs and how to access them. Māori caregivers with
better health literacy may have had more helpful experiences of using support and be more
likely to respond positively to surveys on the subject. Research comparing the health literacy
of Māori caregivers that use supports to those that do not use supports may explore whether
health literacy does indeed affect the perception of supports for children with ASD and their
families.
The small response rate from caregivers who identify as Māori in this study limits the
strength of conclusion that can be drawn from these findings. Increasing the number of Māori
participants involved in research about preferred support services and perception of current
supports could inform the development of more helpful supports for Māori, reduce health
disparities and take a step towards achieving the full participation of Māori with disabilities
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that the Māori Disability Action Plan aims to achieve. To increase participation of Māori in
future research targeting Māori health providers and liaising with Kaumātua for recruitment
may be helpful. Using a Kaupapa Māori research approach, an indigenous research technique
which places emphasis on the Māori culture, language and traditions (Jones, Ingham, Cram,
Dean, & Davies, 2013; Tuhiwai Smith, 1999), in association with a Māori researcher is also
recommended to increase the engagement of Māori participants.
Rurality
This study found no difference in the number of formal supports available to rural and
urban dwelling families, or in their perception of the helpfulness of supports. It is unknown
whether the supports used by rural families are located locally for the rural families, or
whether families travel to urban areas access services. Subsequent research examining the
relationship between location of supports and perceptions of helpfulness may be useful in
gaining a more nuanced understanding of the support needs of rural families, distinct from
families living in urban areas.
Similarly, there was no significant difference in the number of informal supports
available to rural families, or their perceived helpfulness of supports. This may suggest that
the informal supports that rural families are using are adequately meeting their needs. This
shows that even though availability or access to supports can be restricted by geographic
location, the support is not necessarily less helpful than what is provided in urban areas. Rural
towns often have closer informal networks in their communities than urban areas that may act
as informal support networks for families that are raising children with ASD (Coward &
Cutler, 1989). Better understanding of the specific aspects of supports available to rural
families would assist in developing these supports to further meet the needs of rural dwelling
families of children with ASD.
As with the investigation on ethnicity and support needs, a small sample of those
living rurally was obtained which limits the strength of this conclusion. Although the ASD
guideline states that families that identify as Māori and those living rurally are disadvantaged
in their support provision (Ministries of Health and Education, 2008), no New Zealand
specific research could be found that compared the service provision or support needs of rural
and urban dwelling families who lived with a child with ASD on which this statement may be
based. The small sample size and low response rate from participants who live in rural areas
may mean the study was underpowered to detect a difference. Only 14% of the New Zealand
91

population live in rural areas (Statistics New Zealand, 2006b) and no specific recruitment
strategies for rural families were used. Although those living rurally are a minority, they
account for an estimated 5600 people with ASD 5 which is a significant number of people who
have unidentified disability support and service needs. Further research on what supports are
available to families living in rural areas of New Zealand is necessary to determine how these
supports can be made relevant and accessible to rural families.
So what now?
As the prevalence of ASD increases worldwide (Baird et al., 2006), there will be more
families of children with ASD that require support. Informed by the findings of this study, the
following section outlines simple ways that these families can be supported by developing
supports that are already available to families. This includes increasing societal awareness of
ASD and frequent evaluation of the child and family’s needs.
Awareness. By increasing the awareness of all members of society about what ASD is
and what it is like to live with and raise a child with ASD, people will be able to begin to
understand the day to day implications of the disorder that the family must deal with. The
New Zealand Disability Strategy’s main aim is to create a long-term change so that New
Zealand is inclusive of all people with a disability (Ministry of Health, 2001). Without
awareness and understanding of people with disabilities, this is unlikely to be achieved. A
large component of support perceived as helpful by the caregivers in this research was the
relatively simple, yet important, set of qualities of the supporters. Caregivers sought support
from people who were understanding, respectful and caring. Awareness and understanding of
disabilities, specifically ASD, by the general public could improve the quality of support
received by children with ASD and their families.
Increasing awareness of disability can lead to personal and societal attitudinal changes
towards people with disabilities and ASD (Daruwalla & Darcy, 2005). Like Minds, Like Mine
is a current mental health awareness campaign run in New Zealand that uses television, radio
and online media campaigns aimed to decrease the stigmatisation and discrimination towards
people who experience mental illness (Vaughan & Hansen, 2004). An important aspect of the
campaign is that it is long-term. Attitude-tracking surveys were completed after four years of
5

14% of the estimated 40 000 that have ASD in New Zealand) (Autism New Zealand, 2011; Statistics

New Zealand, 2006b)
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the Like Mind, Like Mine campaign showing an 11% increase in the amount of people that
are more accepting of people with a mental illness, which they attributed to the campaign
advertising (Vaughan & Hansen, 2004). The incorporation of ASD into this awareness
programme, or development of a similar one could enhance the positive experiences of
support from the general public cited by many participating caregivers in this study.
A worldwide awareness campaign for ASD in the form of World Autism Awareness
Day was established in 2008 by a resolution of the United Nations6. On April 2nd community
agencies, government bodies, news media and people influenced by ASD promote awareness
of the disorder. The aim of the day is to raise public awareness of ASD throughout society,
including at a family level involving the parents of children with ASD (United Nations,
2008). Another initiative is the ‘In My Shoes’ DVD 7 created by the ‘Promotion of Acceptance
and Inclusion for Autism Spectrum Disorder’, a charitable trust in New Zealand. The DVD
was created by families of children with ASD with support from experts and the MOH and
MOE. It features videos about what it is like to parent a child with ASD, and what it is like to
live as a child with ASD. The video has four specific segments, aimed at different audiencesone for Māori whānau, a segment for community organisations, one aimed at primary schools
and one for secondary schools. Building on the concepts of the Like Minds, Like Mine and
‘In My Shoes’, increasing awareness of ASD could include basic written information,
advertising or short videos about how ASD affects a child and family’s life. Short videos of
real families who are raising a child with ASD, sharing their experiences of the disorder or
quotes from families printed on billboards or pamphlets are examples of ways to develop the
general public’s understanding of how it is to live with a child with ASD. These could be
placed in public areas such as doctors’ waiting rooms or in schools, printed and circulated in
local newspapers, advertised on the internet and on social media sites, or shown on television.
Increasing awareness of the disorder can increase the understanding that people have about
the disorder, decreasing the isolation and judgment that caregivers have identified as
unhelpful aspects of support.
Evaluation of current needs. Another approach to further developing the supports
that are already available to families of children with ASD includes ensuring that there are
6

http://www.un.org/en/events/autismday/

7

http://www.inmyshoes.co.nz/
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frequent reviews of the child and family’s needs, initiated on an as-required basis by the
family. Frequent monitoring and evaluation of the support and support needs will assist in
ensuring that the supports are meeting the child and family’s current needs.
Children with ASD are likely to have changing needs, both due to development and
the disorder. The NASC service of the MOH can likely facilitate the frequent assessment of
child and family needs with little change to their current practice. Typically an assessment is
done at referral of a new NASC client and then every three years after, but since children are
more likely to have frequently changing needs their support is reviewed annually. The NASC
clients or their families are encouraged to initiate contact with the NASC should they feel that
their needs have changed (J. Olsen, personal communication, December 6, 2013), however
families may be uncomfortable with doing this, or are unaware that this is an option.
Promotion of open communication may increase the frequency of review and assessment,
leading to more dynamic and flexible supports. This could be facilitated by the NASC
building a rapport with the family, making the family comfortable with asking for a review,
and by reminding the family that they can ask for a review at any time. Caregivers in this
research gave positive comments about their NASC including as an information source and
connector to supports.
The New Zealand environment. Findings indicate that families of children with ASD
living in New Zealand may benefit from some changes to the current policy environment.
Comments from the caregivers in this research highlight acceptance, empathy and
understanding as qualities of helpful support suggest that while the Disability Strategy and
Carers’ Strategy have central concepts that are important to families of children with ASD,
these are only being implemented to a limited degree.
ASD Guideline. While the ASD guideline has set recommendations to guide the
delivery of supports and services for people with ASD and their families, there are no specific
outcome measures that can be used to quantify the guideline’s impact on New Zealand
families (Stace, 2011). The development of measures or quality assurance assessment would
enable the MOH and MOE to determine whether the ASD Guideline has had a positive
impact on the ASD community. Having evidence that the Guideline is having an effect may
also attract more funding for ASD supports and services. This evaluation and measurement
could take numerous forms, such as focus groups with people with ASD and their families,
support providers, and stakeholders from the government, education, health and finance.
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These focus groups could investigate each group’s perspective of the success of implementing
the Guideline and suggestions on how to use the Guideline in the future. More quantitative
measurements of diagnosis and management approaches outlined in the Guideline would
demonstrate whether the recommendations have been implemented.
Better Public Services. To achieve the ‘Better Public Services’ priority of the
government, the support needs of families of children with ASD need to be met. The desired
outcomes of the ‘better services’ priority includes an increase in the proportion of reporting of
physical child abuse and halt in the number of children being physically abused, an outcome
that could be directly affected by the success of supports for families of children with ASD.
By 2017, the government aims to reduce reported physical abuse by 5% (Ministry of Social
Development, 2012). It is intended that this will be achieved through close collaboration with
the work of the White Paper bill (Ministry of Social Development, 2011), an action plan
focused on protecting the children of New Zealand.
Given the over representation of children with disabilities in instances of child abuse,
(Ammerman & Patz, 1996; Burrell, Thompson, & Sexton, 1994; Zirpoli, 1986) and
highlighted by the case of Casey Albury, a 17 year old New Zealand girl with ASD who was
killed by her mother after a breakdown from the stress of her parenting role, children with
disabilities, particularly ASD, should be at the forefront of consideration about reducing
abuse.
Continual monitoring, evaluating and adaptation of supports available to families of
children with ASD will allow support providers to ensure that they are supporting families in
the way that they need, and taking a step towards providing ‘better public services’ for New
Zealand, specifically in achieving the objectives of the ‘supporting vulnerable children’
priority. As the results have shown, the changes required to current supports so they better
align with caregiver needs need not be expensive, and may only require adaptations to
services that are already available.
Strengths and Limitations
Strengths. This study adds to the small body of research that addresses the support
needs of families of children with ASD who live in New Zealand. This is the first study to
compare the support needs of rural and urban dwelling families; and Māori and Non-Māori
families who live with a child with ASD in New Zealand. While this study found no
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significant differences in the perception of helpfulness between these families, it does provide
direction for future research to continue investigating whether there are differences between
these sub-groups of families and the way that ASD affects the lives of the families.
The mixed-methods design of this research allowed the data from the free-text
qualitative question to add a deeper understanding of the quantitative findings of the FSS. The
rich qualitative data gathered is a strength of this study, providing deeper insight into what
aspects of support are helpful to these families. Receiving more and richer qualitative data
than expected allowed the researcher to analyse the results and create themes which represent
the helpful aspects of support. Further expanding on qualitative findings in this study using
methods such as focus groups would allow for researchers to find out more about what
aspects of support are helpful or unhelpful, areas that caregivers could recommend for
improvements and how they would like improvements made. Input from caregivers as key
stakeholders in the supports that they and their family receive, is a step towards having
helpful supports provided to families of children with ASD
The lack of ASD prevalence data in New Zealand does make generalizing the findings
of this research to the general population difficult, however by collecting data from caregivers
across the country, across ethnic groups and both rural and urban locations, it is providing
data for future New Zealand based research to compare characteristics of New Zealand
families living with children with ASD.
Weaknesses. The main weaknesses of this study centre on recruitment. The small size
of the Māori and rural sub-groups limited the statistical analysis that could be used and limits
the generalizability of the findings. Attempts were made to recruit Māori participants by
advertising the research through ‘Māori-for-Māori’ services on the Altogether Autism Service
Register8. Of the 525 services on the overall register, only 22 classed themselves as providing
Māori-for-Māori support. Of those 22, only six were appropriate to approach as recruitment
avenues since many of the listed organisations were schools, district health boards or
government departments requiring ethical approval that was outside the scope of this research.

8

http://www.altogetherautism.org.nz/serviceproviders/index.php?keywords=&area=&service_type=---

+Any+--&service=8&age%5Bchild%5D=Children&age%5Badolescent%5D=Adolescents&age%5Badult%5D=Adults&
c=serviceproviders&m=results
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Recruitment of research participants was done a number of ways. Recruiting through
multiple avenues, or ‘multiple contact moments’ (Hunter, 2012) increased the chances of the
survey being viewed and aimed to facilitate recruitment across the country and increase the
chances that families would find out about and participate in the research. However, using an
open recruitment via a large number of recruitment avenues did remove the ability to
calculate the response rate of the survey.
The uncertain response rate of the survey also limits the generalizability of the
findings of this research. The number of potential participants that received the invitation to
participate in this study but who did not respond is unable to be determined since the
advertisement of the URL for the survey was not controlled. Furthermore, the characteristics
of the non-respondents are unknown, making it impossible to comment on the sampling frame
from which the sample was drawn. As a consequence caution is needed in generalising the
findings to the general population of parents and families of children with ASD living in New
Zealand. In future research, tracking the advertisement of the URL to specific groups or
organisations may enable the detection of the response rate. Collecting more demographic
data from the participants would also allow for greater comparison between the sample
population and general population.
Use of the FSS in the survey created some limitations. The FSS is a standardised
measure that was created in North America and based on items of support available to
families in this area. Future use of the FSS in New Zealand would benefit from further
piloting of the scale with New Zealand families, including Māori families, to clarify if the
scale is valid in these populations. Extended cognitive interviewing and repeated piloting of
the FSS with diverse groups following modifications based on cognitive interview findings
would be a useful format. Although this process was undertaken with five caregivers prior to
the use of the FSS in this study, in hindsight, the pilot-caregivers were not representative of
the target groups in this study with most being Non-Māori caregivers who used formal
services. For example, New Zealand and Māori specific examples may be needed to explain
items and additional items may be needed to adequately represent support options in the New
Zealand context. Alterations such as adding ‘the marae’ as an item or adding the names of
specific educational programmes run in New Zealand may enhance the validity of the
measure.
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Finally, finding from this study are limited by the potential for recruitment bias. The
online format of the survey restricted participation to those who have access to an internet
connection. Although most (80%) (Statistics New Zealand, 2013b) New Zealand families
have internet connection in their homes, low income families are likely to be
underrepresented through the online survey format of this study. Inclusion in this research of
those that do not have access to the internet may have altered the results, as this group also
have reduced access to the supports available through the internet.
To overcome the bias of only including participants that have access to the internet in
future research, paper versions of recruitment advertisements should be placed in a wide
range of public locations that capture both caregivers who do and do not use services such as
early childhood education centres, mainstream and special education schools, community
newspapers and doctors waiting rooms. Paper surveys could also be given to participants who
prefer this means of communication, used in conjunction with an online version of the survey.
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Conclusion
Parents and caregivers of children with ASD face many challenges raising their child,
which can often lead to poor health and well-being outcomes for the parents. Support from
informal and formal supports has been shown to reduce the impact of these demands on the
parent’s well-being, especially when the parent perceived the support as helpful and that it
meets the needs of the child and family.
This research investigated the sources of support used by parents of children with
ASD who live in New Zealand and described the helpfulness of these supports. It looked
specifically at the difference in sources of support and perception of support between rural
and urban dwelling families, and Māori and Non-Māori families.
Māori families perceived supports to be more helpful than Non-Māori families and
there were no significant differences between the perceived helpfulness of supports used by
rural and urban families. However these findings may have been affected by the small sample
size. This, as well as the lack of comparative research on ASD-related needs makes it difficult
to ascertain whether these results are generalisable to the general New Zealand population of
Māori and rural families living with a child with ASD. However, this research offers a benchmark for other research on the support needs of rural and Māori families.
Overall, there was a range of supports available to the caregivers and their children but
many of the supports that were available were not perceived to be very helpful. While
caregivers did identify many positive and helpful aspects of support, there were areas where
both formal and informal sources could improve. To meet the child and families’ needs,
caregivers sought supporters who showed a genuine and caring attitude towards the child, and
were knowledgeable about the disorder. They also sought supports which enabled the parents
to develop their own knowledge and understanding about the disorder, and were flexible and
individualised to their child’s specific needs. Finally, the caregivers shared that while any
support that the child and family received was better than no support, there were areas that
support could be improved.
Caregivers specifically expressed that it was vital that the supporters were caring and
knowledgeable about the child and ASD, that support was flexible and met the family’s
dynamic and changing needs. By investigating the needs of families of children living with
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ASD in New Zealand, support providers are able to take one step closer to meeting family’s
needs and assisting them to maintain their caregiving roles.
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Appendix A. Literature Search Terms
Research Question 1. What sources of support are used by families living in New
Zealand who have a child with Autism Spectrum Disorder?
Table 7.
Search Terms Used for Research Question 1
Families in New Zealand

Children with ASD

Sources of Support

Caregiver

Children

Emotional support

Family

Adolescent

Financial support

Parent

Autism

Psychological support

Carer

Autism Spectrum Disorder

Formal support

Mother

Informal support

Father

Professional support
Paid support
Stress
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Research Question 2. How do families of a child with Autism Spectrum Disorder
perceive the helpfulness of support?
Table 8.
Search Terms Used for Research Question 2
Families in New Zealand

Children with ASD

Helpfulness of Support

Caregiver

Children

Usefulness of support

Family

Adolescent

Benefit

Parent

Autism

Hindrance

Carer

Autism Spectrum Disorder

Qualitative

Mother

Experience

Father

Need
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Appendix B. Literature Review Results
Table 9.
Literature Review Results
Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

Altiere
(2009)

Family
functioning
and coping
behaviors in
parents of
children with
autism

26 Mothers
and 26 fathers
of children
with ASD
(child mean
age 7.5 years
)

Family
adaptability
and cohesion;
Coping;
Perceived
quality and
quantity of
social support

Semistructured
interviews;
Crosssectional;

United
States

Benson
(2012)

Network
characteristics
, perceived
social support,
and
psychological
adjustment in
mothers of
children with
autism
spectrum
disorder

84 Mothers
and 6 fathers
of children
with ASD
(child mean
age 8.6 years
)

Network
characteristics
;
Depressed
mood;
Subjective
well-being;
Parent, child
and family
characteristics
;
Perception of
social support;

Self-report;
Longitudina
l

United
States

BevanBrown
(2004)

Māori
perspectives
of Autism
Spectrum
Disorder:
Report to the
Ministry of
Education

51 whānau
members

Experiences of SemiASD
structured
interviews;
Crosssectional

New
Zealand

Brannan,
Heflinger
and Bickman
(1997)

The Caregiver
Strain
Questionnaire:
measuring the
impact on the

984 families
of children
with
emotional,
mental or

Caregiver
strain;
Family
functioning;
Psychological

United
States

Self-report;
Crosssectional
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Author and
year

Brobst,
Clopton and
Hendrick
(2008)

Title

Sample
population
and number
of
participants

Variables
investigated

family of
living with a
child with
serious
emotional
disturbance

behavioural
problems
(child mean
age 13)

well-being

Parenting
Children With
Autism
Spectrum
Disorders:
The Couple's
Relationship

25 Mothers
and 25 fathers
of children
with ASD
(child mean
age 6.64
years);
20 mothers
and 20 fathers
of typically
developing
children
(child mean
age 6.8 years)

Study type

Country

Parenting
stress;
Child
behaviours;
Marital
relationship
satisfaction;
Perception of
support;
Respect for
partner;
Commitment
to partner

Self-report;
Crosssectional;

United
States

Interviews;
Crosssectional

United
Kingdom

Bromley,
Hare,
Davison and
Emerson
(2004)

Mothers
supporting
children with
autistic
specrum
disorders:
social support,
mental health
status and
satisfaction
with services

66 Mothers of
children with
ASD (child
average age
5-11 years
old)

Child
functioning;
Emotional
behaviour of
child;
Perception of
social support;
Unmet needs;
Psychological
well-being;
Awareness
and use of
social support

Carter
(2009)

Positive and
negative
experiences of
parents
involved in
online self

17 Mothers of
children with
ASD (child
age not given)

Experiences of Semionline support structured
groups
interviews;
Crosssectional

United
States
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

help groups
for autism
Clifford and
Minnes
(2013)

Who
Participates in
Support
Groups for
Parents of
Children with
Autism
Spectrum
Disorders?
The Role of
Beliefs and
Coping Style

149 Mothers,
1
grandmother,
6 fathers of
children with
ASD (child
mean age 9
years)

Current and
previous use
of support
groups;
Anxiety;
Depression;
Perception of
control over
disability
Perception of
support;
Coping;
Attitude
towards
support group;
Others’
opinion of
participation
in support
group;
Difficulties
joining
support group

Self-report;
Crosssectional

Canada and
United
States

Divan
Vajaratkar,
Desai, StrikLievers and
Patel (2012)

Challenges,
coping
strategies, and
unmet needs
of families
with a child
with autism
spectrum
disorder in
Goa, India

10 families of
children with
ASD; 10
stakeholders
of care for
child;
74
stakeholder
groups

Experiences of
diagnosis;
help-seeking;
Experiences of
health care
providers;
Unmet needs;
Understanding
child
development;
awareness of
disabilities;
stigma and
discrimination
;
Perception of

Open-ended
interviews
and focus
groups;
Crosssectional

India
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

inclusion
Dunst,
Jenkins and
Trivette
(1984)

Family
Support Scale:
Reliability
and Validity

Families of
preschool
children with
developmenta
l disabilities
(child age not
given)

Perceived
social support;
Well-being;
Coping

Self-report;
Crosssectional

United
States

Dunst,
Trivette and
Cross (1986)

Mediating
influences of
social support:
personal,
family, and
child
outcomes

137 Mothers
and 41 fathers
of preschool
children with
developmenta
l disabilities
(child age not
given)

Family
characteristics
;
Child
characteristics
;
Child
diagnosis
Satisfaction
with social
support;
Number of
sources of
support;
Personal wellbeing;
attitudes
towards the
child;
family
integrity;
child
functioning;
parent-child
play
opportunities;
Child
behaviour and
development

Self-report;
Crosssectional

United
States

Ekas,
Lickenbrock
and

Optimism,
119 Mothers
social support, of children
and wellwith ASD

Optimism;
Perception of
informal

Self-report;
Cross-

United
States
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

Whitman
(2010)

being in
mothers of
children with
autism
spectrum
disorder

(child mean
age 9.45
years)

support;
Parenting
stress;
Positive and
negative
affect;
Depression;
Life
satisfaction;
Psychological
well-being

sectional

Freedman,
Kalb,
Zablotsky
and Stuart
(2012)

Relationship
status among
parents of
children with
autism
spectrum
disorders: a
populationbased study

1412 families
of children
with ASD
(child mean
age 10.2
years);

Family
structure;
Diagnosis:
Physical and
mental health;

Population
based;
Longitudina
l

United
States

Gill and
Harris
(1991)

Hardiness and
social support
as predictors
of
psychological
discomfort in
mothers of
children with
autism

60 Mothers of
children with
ASD (child
mean age 9.9
years)

Perceived
social support;
Receipt of
functional
support;
Depression;
Somatic and
health-related
complaints

Self-report;
Crosssectional

United
States

Gray (2003)

Gender and
coping: the
parents of
children with
high
functioning

32 mothers
and 21 fathers
of children
with ASD
(child mean

Symptoms of
ASD;
Referral and
diagnosis;
Coping;
ASD related

Interviews;
Longitudina
l

Australia

76 998
families of
children
without ASD
(child mean
age 10.6
years)
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

autism

age 12 years)

problems;
Parent roles;
Well-being

Hall and
Graff (2011)

The
relationships
among
adaptive
behaviors of
children with
autism, family
support,
parenting
stress, and
coping

50 Mothers,
24 fathers and
1 grandparent
of children
with ASD
(child mean
age 8 years)

Coping;
Perception of
support;
Parenting
Stress;
Child
behaviour;

Interviews;
Self-report;
Crosssectional

United
States

Hartley,
Barker,
Mailick
Seltzer,
Floyd,
Greenberg,
Orsmond
and Bolt
(2010)

The relative
risk and
timing of
divorce in
families of
children with
an Autism
Spectrum
Dirdorder

381 families
of children
with ASD
(mean child
age 26.9
years);

Divorce rate;
Child
cognitive
functioning;
Family
characteristics
;
ASD
symptoms;

Interview;
Self-report;
Crosssectional

United
States

Hastings
(1997)

Grandparents
of Children
with
Disabilities: a
review

Grandparents
of children
with
disabilities
including
ASD

Role of
grandparent in
child’s life

Literature
review

Internationa
l

Hornby and
Ashworth
(1994)

Grandparents'
support for
families who
have children
with

22 Mothers
and 3 fathers
of children
with ASD
(child mean

Grandparent
support

Self-report;
Crosssectional

United
Kingdom

385 families
of typically
developing
children
(child mean
age 27.8
years)
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

disabilities

age 9.2 years)

Khanna,
Madhaven,
Smith,
Patrick,
Tworek and
CottrillBecker
(2011)

Assessment of
health-related
quality of life
among
primary
caregivers of
children with
autism
spectrum
disorders

283 Female
caregivers and
21 male
caregivers of
children
(average age
5-9 years)

Health related
quality of life;
Caregiver
burden;
Perception of
support;
Family
functioning;
Coping;
Child’s
functional
impairment;
Child
behavioural
problems

Self-report;
Crosssectional

United
States

Papageorgio
a and Kalyva
(2010)

Self-reported
needs and
expectations
of parents of
children with
autism
spectrum
disorders who
participate in
support
groups

227 Mothers
and 72 fathers
of children
with ASD
(child age not
given)

Problems
Interview;
resulting from CrossASD;
sectional
Perceived
reaction of
others towards
ASD;
Reason for
attending
support
groups;
Expectation of
support groups

Greece

Sharpley and
Bitsika
(1997)

Influence of
gender,
parental
health, and
perceived
expertise of
assistance
upon stress,
anxiety, and
depression
among parents

141 female
caregivers and
78 male
caregivers of
children with
ASD (child
aged between
1 – 21 years)

Anxiety;
Depression;
Difficult child
behaviours;
Concerns for
child’s future;
Parenting
stress;
Parenting
confidence;

Australia

Self-report;
Crosssectional
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Author and
year

Title

Sample
population
and number
of
participants

Variables
investigated

Study type

Country

of children
with autism
Tehee,
Honan and
Hevey
(2009)

Factors
contributing
to stress in
parents of
individuals
with autistic
spectrum
disorders

23 Mothers
and 19 fathers
of children
with ASD
(child mean
age 9.3 years)

Perceived
stress;
Responsibility
of caring for
child’
Family stress
and coping;
Perceived
helpfulness of
informal and
formal
support;
Amount of
information
received

Self-report;
Crosssectional

Ireland

Thoitis
(1986)

Social support
as coping
assistance

People faced
with stressful
situations

Social
support;
Coping

Literature
review

Internationa
l

White and
Hastings
(2004)

Social and
professional
support for
parents of
adolescents
with severe
intellectual
disabilities

31 Mothers
and 2 fathers
of children
with
Intellectual
Disability
including
ASD (child
mean age
15.45 years)

Child
behaviour
problems;
Child adaptive
behaviours;
Anxiety;
Depression;
Parenting
stress;
Positive wellbeing;
Perceived
social support;
Function of
social support

Self-report;
Interviews;
Crosssectional

Wales
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Appendix C. Survey Invitation
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Appendix D. Information Sheet

The Use of ‘Support’ by Families of Children with Autism Spectrum Disorder in New
Zealand
Thank you for showing interest in participating in this research. With this online
questionnaire, we hope to investigate the sources of supports and the perceived helpfulness of
these supports, which families of children with Autism Spectrum Disorder living in New
Zealand use.
We are looking for primary/co-primary caregivers of children aged three-fifteen with
ASD to complete the questionnaire. We are specifically looking for results from those that
live in New Zealand, so we ask you to only answer the questionnaire if you are currently
living in New Zealand and have been for at least the past six months. We also ask that you
only complete the questionnaire once.
This online questionnaire will take approximately 10 minutes to complete. It will
begin by asking you questions about your child with ASD and then ask you what sources of
support you use, and how helpful you perceive these supports to be. The questionnaire will
close by asking a few demographic questions about you.
By completing this questionnaire, you are giving your informed consent for your
results to be used by the researchers. The questionnaire will be completed anonymously,
which means that we will have no way of identifying you through your information. This does
mean however, that once you have completed the questionnaire you will not be able to
withdraw your participation from the study or view your results after you have submitted
them.
The results from your questionnaire can only be accessed by the researcher and
research supervisors. All information from the questionnaire will be stored on password
protected computers and will be held securely for at least five years by the researchers. The
results of the research will be used towards a Master’s degree at the University of Otago and
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will be included in a written thesis. This thesis will not include any personal information
about you and will be published in the University of Otago library.
This research is not associated with any Autism related organisations or services and
no one other than the researchers will have access to the results from the questionnaire.
However, the results may be made available to ASD related services at the completion of the
research.
If you have any further questions about this research, please do not hesitate to contact us.
Billie Searing

Dr Fi Graham

(Master’s candidate)

(Research Supervisor)

billiesearing@gmail.com

fi.graham@otago.ac.nz

021-071-9171

This study has been approved by the University of Otago Human Ethics Committee. If you
have any concerns about the ethical conduct of the research you may contact the Committee
through the Human Ethics Committee Administrator (ph 03 479 8256). Any issues you raise
will be treated in confidence and investigated and you will be informed of the outcome.
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Appendix E. Full survey
Thank you for showing your interest in this questionnaire and research.
This research aims to investigate what sources of supports parents of children with
Autism Spectrum Disorder use in New Zealand and what supports they find helpful. The
results from this research will work towards informing those that make the policies involved
with funding and service provision for children with ASD, to help them recognize what it is
the New Zealand families actually find useful.
This research involves a questionnaire that will ask you about the supports that you
and your family use, and how helpful you find these supports to be. This questionnaire is
completely anonymous and no personal information about you will be collected. By
completing the questionnaire and submitting your answers, you will be consenting to me
using the data you have provided. Since the questionnaire is completed anonymously, you
will be unable to withdraw your answers once you have submitted the entire questionnaire.
For more information about the questionnaire and the research project and contact details of
the researchers, please follow this link (link to more in-depth information page).
Please complete the questionnaire as truthfully as you can, and only complete it once.
Thank you for your involvement.
Screening:
1.

Would you like to read further information about the research, questionnaire or get the

contact details for the researchers?
- Yes
- No
2.

Are you the primary/co-primary caregiver of a child with ASD?

- Yes
-No
3.

Is the child with ASD that you care for aged between 3 and 15?

- Yes
- No
4.

Do you currently live in New Zealand?

- Yes
- No
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5.

Have you lived in New Zealand for at least the past 6 months?

- Yes
- No
Section 1:
Please answer the following questions about your child with ASD. If you are the
parent/guardian of more than one child with ASD, please answer the questions about the
oldest child.
1. How old is your child? (please select age)
- 3 - 14
2. Is your child male or female?
-Male
-Female
3. What is your child’s ASD diagnosis?
-Autism
-Asperger’s
-Pervasive Developmental Disorder- Not otherwise Specified (PDD-NOS)
-Undiagnosed
4. How long ago since they were diagnosed?
- Still waiting for an official diagnosis
- <12 months
-1-3yrs
-4-6yrs
-7+yrs
5. Who diagnosed your child? (please select as many as necessary)
-Psychiatrist
-GP
-Clinical Psychologist
-Other? (please specify)
Section 2:
Listed below are people and groups that oftentimes are helpful to members of a family
raising a young child. This questionnaire asks you to indicate how helpful each source is to
your family.
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Please circle the response that best describes how helpful the sources have been to
your family during the past 3-6 months. If a source has not been available to your family
during this period of time, select the NA (not applicable) response.

Source

Not
available

Not
helpful at
all

Sometimes Generally
helpful
helpful

Very
helpful

Extremely
helpful

1. My parents

NA

1

2

3

4

5

2. My spouse or partner’s
parents

NA

1

2

3

4

5

3. My relatives/kin

NA

1

2

3

4

5

4. My spouse or partner’s
relatives/kin

NA

1

2

3

4

5

5. Spouse or partner

NA

1

2

3

4

5

6. My friends

NA

1

2

3

4

5

7. My spouse or partner’s
friends

NA

1

2

3

4

5

8. My own children

NA

1

2

3

4

5

9. Other parents

NA

1

2

3

4

5

10. Co-workers

NA

1

2

3

4

5
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Source

Not
available

Not
helpful at
all

Very
helpful

Extremely
helpful

NA

1

2

3

4

5

12. Social groups/clubs

NA

1

2

3

4

5

13. Church
members/minister

NA

1

2

3

4

5

14. My family or child’s
physician

NA

1

2

3

4

5

15.
Early
Childhood
Intervention Programme

NA

1

2

3

4

5

16. School/day care centre

NA

1

2

3

4

5

17. Professional helpers
(e.g. Teacher, Teacher
aides, support
workers/paid carers,
respite carers,
Occupational Therapists)

NA

1

2

3

4

5

18. Professional agencies
e.g. Respite service
agencies, holiday
programmes, home based
care, advocacy groups,
disability support services,
Autism NZ)

NA

1

2

3

4

5

11.Parents’ group

Sometimes Generally
helpful
helpful

(e.g. Parent 2 parent)

(e.g. GP, paediatrician)
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Section 3:
Please take the time to comment about the supports you and your family use, and how
adequate and helpful you find the supports to be.
For example, what aspects of the supports do you find the most helpful/unhelpful;
what recommendations do you have for the supports you use so that they are more helpful for
your family and child with ASD? (Please write as little or as much as you like)
Section 4:
Finally, please answer these following questions about yourself:
1. Are you male or female?
-Male
-Female
2. What is your relationship to the child with ASD?
-biological mother/father
-legal guardian/foster parent
-grandparent
-aunt/uncle
-brother/sister
-other (please specify)
3. Which ethnic group do you belong to? (please select all that apply to you)
-New Zealand European
-Māori
-Samoan
-Cook Island Māori
-Tongan
-Niuean
-Chinese
-Indian
-Other (including Dutch, Japanese, Tokelauan- please state)
4. How long does it take you to drive to your nearest hospital?
-Less than 30 minutes
-More than 30 minutes
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Thank you for participating in this questionnaire and research.
Please remember that by pressing 'done' and submitting the questionnaire, you are
giving your informed consent and that due to the anonymity of the questionnaire, you will be
unable to withdraw your participation once you have submitted.
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Appendix F. Family Support Scale (1984)
Carl J. Dunst, Vicki Jenkins and Carol M. Trivette
Instructions: Listed below are people and groups that oftentimes are helpful to
members of a family raising a young child. This questionnaire asks you to indicate how
helpful each source is to your family. Please circle the response that best describes how
helpful the sources have been to your family during the past 3 to 6 months. If a source of help
has not been available to your family during this period, circle NA (Not Available) response.
How helpful has each of
the following been to you
in terms of raising your
child(ren):

Not
available

Not
helpful at
all

Sometimes Generally
helpful
helpful

Very
helpful

Extremely
helpful

1. My parents

NA

1

2

3

4

5

2. My spouse or partner’s
parents

NA

1

2

3

4

5

3. My relatives/kin

NA

1

2

3

4

5

4. My spouse or partner’s
relatives/kin

NA

1

2

3

4

5

5. Spouse or partner

NA

1

2

3

4

5

6. My friends

NA

1

2

3

4

5

7. My spouse or partner’s
friends

NA

1

2

3

4

5

8. My own children

NA

1

2

3

4

5

9. Other parents

NA

1

2

3

4

5

10. Co-workers

NA

1

2

3

4

5
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How helpful has each of
the following been to you
in terms of raising your
child(ren):

Not
available

Not
helpful at
all

Sometimes Generally
helpful
helpful

Very
helpful

Extremely
helpful

11.Parents’ group

NA

1

2

3

4

5

12. Social groups/clubs

NA

1

2

3

4

5

13. Church
members/minister

NA

1

2

3

4

5

14. My family or child’s
physician

NA

1

2

3

4

5

15. Early Childhood
Intervention Programme

NA

1

2

3

4

5

16. School/day care centre

NA

1

2

3

4

5

17. Professional helpers
(social workers, therapists,
teachers, etc.)

NA

1

2

3

4

5

18. Professional agencies
(public health, social
services, mental health,
etc.)

NA

1

2

3

4

5
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Appendix G. Cognitive interview probes
The survey is shown below, with the cognitive interview probes for specific questions
shown in italics.
Introduction page:
Thank you for showing your interest in this questionnaire and research.
This research aims to investigate what sources of supports parents of children with
Autism Spectrum Disorder use in New Zealand and what supports they find helpful. The
results from this research will work towards informing those that make the policies involved
with funding and service provision for children with ASD, to help them recognize what it is
the New Zealand families actually find useful.
This research involves a questionnaire that will ask you about the supports that you
and your family use, and how helpful you find these supports to be. This questionnaire is
completely anonymous and no personal information about you will be collected. By
completing the questionnaire and submitting your answers, you will be consenting to me
using the data you have provided. Since the questionnaire is completed anonymously, you
will be unable to withdraw your answers once you have submitted the entire questionnaire.
For more information about the questionnaire and the research project and contact details of
the researchers, please follow this link (link to more in-depth information page).
Please complete the questionnaire as truthfully as you can, and only complete it once.
Thank you for your involvement.
Screening:
1.

Would you like to read further information about the research, questionnaire or get the

contact details for the researchers?
2.

Are you the primary/co-primary caregiver of a child with ASD?

- What does the term primary/co-primary caregiver mean to you?
3.

Is the child with ASD that you care for aged between 3 and 14?

4.

Do you currently live in New Zealand?

5.

Have you lived in New Zealand for at least the past 6 months?
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Section 1:
Please answer the following questions about your child with ASD. If you are the
parent/guardian of more than one child with ASD, please answer the questions about the
oldest child.
- Can you please explain what the last sentence of the instructions means?
6. How old is your child? (please select age)
7. Is your child male or female?
-Male
-Female
8. What is your child’s ASD diagnosis?
-Autism
-Asperger’s
-Pervasive Developmental Disorder- Not otherwise Specified (PDD-NOS)
-Undiagnosed
- Would you give a different answer if there was an ‘other’ box here?
9. How long ago since they were diagnosed?
- Still waiting for an official diagnosis
- <12 months
-1-3yrs
-4-6yrs
-7+yrs
- Was it easy or hard to recall how long ago this was?
10.
Who diagnosed your child? (please select as many as necessary)
-Psychiatrist
-GP
-Clinical Psychologist
-Other? (please specify)
- What do you think this question means?
- What is it asking you?
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Section 2:
Listed below are people and groups that oftentimes are helpful to members of a family
raising a young child. This questionnaire asks you to indicate how helpful each source is to
your family.
Please circle the response that best describes how helpful the sources have been to
your family during the past 3-6 months. If a source has not been available to your family
during this period of time, select the NA (not available) response.

- Using your own words can you tell me what the question is asking you to do?
Source

Not
available

Not
helpful at
all

Sometimes Generally
helpful
helpful

Very
helpful

Extremely
helpful

1. My parents

NA

1

2

3

4

5

2. My spouse or partner’s
parents

NA

1

2

3

4

5

3. My relatives/kin

NA

1

2

3

4

5

4. My spouse or partner’s
relatives/kin

NA

1

2

3

4

5

5. Spouse or partner

NA

1

2

3

4

5

6. My friends

NA

1

2

3

4

5

7. My spouse or partner’s
friends

NA

1

2

3

4

5

8. My own children

NA

1

2

3

4

5

9. Other parents

NA

1

2

3

4

5

10. Co-workers

NA

1

2

3

4

5
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Source

Not
available

Not
helpful at
all

Very
helpful

Extremely
helpful

NA

1

2

3

4

5

12. Social groups/clubs

NA

1

2

3

4

5

13. Church
members/minister

NA

1

2

3

4

5

14. My family or child’s
physician, GP,
paediatrician

NA

1

2

3

4

5

15. Early Childhood
Intervention Programme

NA

1

2

3

4

5

16. School/day care centre

NA

1

2

3

4

5

17. Professional helpers

NA

1

2

3

4

5

NA

1

2

3

4

5

11.Parents’ group

Sometimes Generally
helpful
helpful

- What does this term
mean?

- What does this term
mean?

- What do you think means
by ‘professional helpers?
18. Professional agencies
- What do you think is
meant by ‘professional
agencies’?
- What is the difference
between helper and
agency?

- Was it hard to think about the past three to six months?
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Section 3:
Please take the time to comment about the supports you and your family use, and how
adequate and helpful you find the supports to be.
- Can you reword what you think you are being asked to do?
For example, what aspects of the supports do you find the most helpful/unhelpful;
what recommendations do you have for the supports you use so that they are more helpful for
your family and child with ASD? (Please write as little or as much as you like)
- Did these examples prompt you to write answers?
- (If hesitant) I noticed you hesitated to answer, why was that?
Section 4:
Finally, please answer these following questions about yourself:
5. Are you male or female?
-Male
-Female
6. What is your relationship to the child with ASD?
-biological mother/father
-legal guardian/foster parent
-grandparent
-aunt/uncle
-brother/sister
-other (please specify)
7. Which ethnic group do you belong to? (please select all that apply to you)
-New Zealand European
-Māori
-Samoan
-Cook Island Māori
-Tongan
-Niuean
-Chinese
-Indian
-Other (including Dutch, Japanese, Tokelauan- please state)
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8. How long does it take to travel by car, from your home to your nearest hospital?
-Less than 30min
-More than 30min
- What is this question asking?
- Was it hard to work out how long it takes to travel to your nearest hospital?

Thank

you

for

participating

in

this

questionnaire

and

research.

Please remember that by pressing 'done' and submitting the questionnaire, you are giving your
informed consent and that due to the anonymity of the questionnaire, you will be unable to
withdraw your participation once you have submitted.
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Appendix H. Ethics Approval
13/097

Academic Services
Manager, Academic Committees, Mr Gary Witte

25 March 2013
Dr F Graham
Department of Medicine (Wgnt)
Faculty of Medicine
University of Otago, Wellington

Dear Dr Graham,
I am writing to let you know that, at its recent meeting, the Ethics Committee considered your
proposal entitled “The use of ‘support’ by families of children with Autism Spectrum
Disorder in New Zealand”.
As a result of that consideration, the current status of your proposal is:-Approved
For your future reference, the Ethics Committee’s reference code for this project is:-13/097.
The comments and views expressed by the Ethics Committee concerning your proposal are as
follows:
While approving the application, the Committee would be grateful if you would respond to
the following:
The Committee would be grateful if you could expand the answer to question 12 to outline the
research experience of the University of Otago staff member responsible for this project, and
any other key staff involved in a senior role.
With regard to the Survey Section 4 question 3, the Committee recommends you use the
wording used in the Census form, which allows people to tick more than one option. Please
find following the link to the 2006 census questionnaire
http://www.stats.govt.nz/Census/about-2006-census/2006-census-definitions-questionnaires/f
orms.aspx
Please provide the Committee with copies of the updated documents, if changes have been
necessary.
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Approval is for up to three years from the date of this letter. If this project has not been
completed within three years from the date of this letter, re-approval must be requested. If the
nature, consent, location, procedures or personnel of your approved application change, please
advise me in writing.
Yours sincerely,

Mr Gary Witte
Manager, Academic Committees
Tel: 479 8256
Email: gary.witte@otago.ac.nz
c.c. Assoc. Prof. S Mann Head of Department and Associate Professor of cardiovascular
medicine Department of Medicine
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13/097

Academic Services
Manager, Academic Committees, Mr Gary Witte

9 May 2013
Dr F Graham
Department of Medicine (Wgnt)
Faculty of Medicine
University of Otago, Wellington
Dear Dr Graham,
I am again writing to you concerning your proposal entitled “The use of ‘support’ by
families of children with Autism Spectrum Disorder in New Zealand”, Ethics Committee
reference number 13/097.
Thank you for your email of 3 May 2013 requesting an amendment to allow for the offer of
an incentive for completing the questionnaire. We confirm that the intention to offer entry into
a draw for a $50 grocery or petrol voucher is approved.
Your proposal continues to be fully approved by the Human Ethics Committee. If the nature,
consent, location, procedures or personnel of your approved application change, please advise
me in writing. I hope all goes well for you with your upcoming research.
Yours sincerely,

Mr Gary Witte
Manager, Academic Committees
Tel: 479 8256
Email: gary.witte@otago.ac.nz
c.c. Assoc. Prof. S Mann Head of Department and Associate Professor of cardiovascular
medicine Department of Medicine
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Appendix I. Māori Consultation
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