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Abstract

Research was undertaken in an English shire coimigstigating the experience of families
that have children with autism spectrum disordekSL) regarding daily life and their
attitudes and experience concerning short breagsp(te care’).The research comprised three
phases: a postal survey of 256 families, a surfe3d7osocial workers, and semi-structured

interviews carried out with mothers, fathers, sigf and children with ASD from 14 families.

The research identified the significant impact @A on family life. Differing key themes
emerged within mothers’, fathers’, siblings’ andldten with ASD’s narratives. Benefits and
shortcomings of short breaks were identified andliu indicators were suggested in a
number of key areas: organisational, environmergtff-, child- and family-related and
psychological. Factors associated with short breelksincluded family attitudes and values,
information, service shortfall, family adaptatiahild’s age, diagnosis and school placement
and allocation to a social worker. Social workeesevidentified as having inconsistent and at
times incorrect understandings of ASD; the factssociated with access to services were
mediated by the views of the social worker involvAd interactive, systemic model, derived
from the analysis, is suggested as helpful in wtdading interplay between families, social

workers and service providers.
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Terminology

Throughout this thesis, for the sake of brevitg thrmschild, children girl andboyare used
to refer to all children and young people up todlge of eighteen years included in the study.

This is in no way intended as demeaning.

As the above point illustrates, all terminologyateig to groups of people is value-laden, and
loaded with connotations and implications. Thesenotations and implications are ever-
shifting, and language that is intended as positivene place or time can hold different
values in another, or to other groups. Thereforeegplanation is required regarding the

terminology used regarding disability and autism.

A debate is ongoing about the language of disgbillthose espousing a ‘people first’
perspective argue that, for example,

“...learning disability is a label, people with a leamg disability are people
first.” (Northfield, 2004, p1)

However other disabled groups resist such termgywldhey argue that disability does not
belong to the individual; rather they consider thabple with impairments are disabled by
society’s inability or reluctance to accommodatenth Therefore they consider themselves
disabled. This argument is consistent with the aomodel of disability, which informs
current legislation and practice, and the telieabled childrens used with legislation, policy
guidance and the service setting, within policydgmice. Therefore, within this thesis, the

termdisabled childrenrather tharchildren with disabilitiesis used throughout.



The language relating to autism is similarly cotitars. Following the language used in
Kanner’s original research (1943), children wemstfidescribed aautistic Wing (1996),
writing from a ‘people first’ perspective, introdeat the term childremith autistic spectrum
disorders. Others, also employing people first terminologysatébe those withautism

spectrum disorders

Some people on the autism spectrum reject sucheéogt terminology.
“We are not people who ‘just happen to have’ autisms; not an appendage that
can be separated from who we are, nor is it somgtishameful that has to be
reduced to a sub-clausgSainsbury, 2000, p11)
The terminology of disorder is also rejected by sparguing from a perspective of ‘neuro-
diversity’, and the ternautism(or autistic) spectrum condition (ASG3 now often used by

those on the spectrum, by researchers and in p@Bayon-Cohen, 2008; Department of

Health, 2009).

In my own practice | now follow the convention useithin the Autism Centre for Education
and Research at the University of Birmingham, afdrrto peopleon the autism spectrum
However during the period in which this researcls wadertaken (2003-2005) the term in
general use waautism spectrum disorder (ASRnd this was the wording used within the
project. In recognition of this, the terautism spectrum disorder (ASB)used throughout to

refer to conditions on the autism spectrum.
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Chapter 1: Introduction to the thesis

Within this introductory chapter | identify the facs that led me to undertake doctoral
research concerning the life experience of famileigh children with autism spectrum
disorders (ASD) and factors associated with theie wr non-use of short breaks support. |
situate myself in terms of my professional role axgerience, and the research in terms of its
potential to influence practice. | introduce andlme the research topic and some of the key
issues relating to it, identifying the originali;nd timeliness of this study. Finally | describe

the overall shape of this thesis.

1.1. Introduction

This thesis describes an investigation undertakenthe experience of children with autism
spectrum disorders (ASD) and those who live widh- their mothers, fathers, sisters and
brothers. The field work was carried out within Bnglish shire county between 2003 and
2005. This research identifies the impact of auteross whole families, and for the first
time within the literature investigates how thisesperienced by all family members. The
interface between families that have children WkBD and the brokers and providers of
formal social care support — social workers andrtsheeaks (respite care) services — is
examined; and, again for the first time, whole fiaasi experiences of using short breaks and
whole families’ opinions regarding factors assamlatvith quality in such services, are
identified. Finally, factors associated with theewand non-use of short breaks services by
families that have children with ASD are discussadgd an original theoretical model to

describe service use or non-use is suggested.mbdel is derived from the analysis of the



three phases of this study and is consistent witrepistemological position and the theory

underpinning my research.

1.2. Rationale and researcher’s background

Autism spectrum disorders are pervasive developahedisorders, with an estimated
prevalence rate of approximately 1 per 100 (Beirél, 2006). They are characterised by a
triad of impairments in social and emotional untlerding, communication and flexibility of
thought and behaviour (Jordan, 1999a; Wing, 198&83h of which can occur with differing
severity (Lord and Risi, 2001). The cumulative effepon the individual and the family can

significantly affect functioning.

It has been shown (see 2.3 -2.4 for a fuller disicid that ASD can cause higher levels of
parental anxiety and tension than other disablogliions (Gray, 1994), and the presence of
autism within families can have a significant impaa parents (Duartet al, 2005; Gray,
2002), siblings (Rivers and Stoneman, 2003) andiehgals with ASD themselves (Groden
et al, 1994). The need for appropriate formal sociaé capport is highlighted in a number of
studies (Tarleton and Macaulay, 2002). Short bréake been shown to be an important part
of the range of such formal supports used by fawiihat have children with ASD (Beresford,

1994; Factoetal., 1990; Geall, 1991) and as such a topic wooftstudy.

This doctoral research follows on from earlier gésdhat | have undertaken investigating the
attitudes of parents of children with ASD towardwrs breaks (Preece, 2000; 2001) and
children with ASD’s experience of using such segsi¢Preece, 2002). The rationale for this

research is closely and strongly related to mygssibnal role and experience. | have worked



with disabled adults and children and their famsilier almost thirty years. After practising in
the fields of learning disability and physical digy, | began working primarily with
children and young people with ASD in the early Q29Since 1993 | have developed and
managed local authority social care services fddidn with ASD and their families within
the county where | live and work. These include A§iacific short breaks (Preece, 2003,
2009), a group home (Preece, 2008) and a familisadvteam (Howleyet al, 2001; Preece

and Almond, 2008).

These services are underpinned by the TEACCH (featt and Education of Autistic and
related Communication-handicapped Children) stmactueaching approach (Mesibev al,

2005), developed at the University of North Caraliand now widely regarded as good
practice in ASD (Autism Working Group, 2002). | wiasolved in introducing this approach
to services in the UK (Preee¢ al, 2000), continue to have close links with the unsity of

North Carolina (regularly presenting papers atrtirgernational in-service conference, most
recently in 2005 and 2009) and | utilize aspectshid approach in consulting with children

with ASD.

| am both a practitioner working daily with childrevith ASD and their families, and the
manager responsible for social care provisioni®dloup in a shire county with a population
of over 650,000. These services have been idahtiis effective (Social Services
Inspectorate/Audit Commission, 1999) and as exerslgood practice (Carliat al, 2004;
Gray, 2006). The ASD-specific residential shortdise home which forms part of this
provision has been rated as outstanding at itdHas¢ Ofsted inspections. | have consulted to

government-funded Regional Partnership Strategigcel@@ment Teams developing social



care provision for children with ASD in a number lotal authorities, and | am currently
acting as a consultant on a project, funded byElpean Commission and carried out in
conjunction with Autisme-Europe, to establish autispecific short breaks services in
Eastern Europe. | have presented papers on sgmuasésion in this field in the UK and

worldwide, and published in academic and sociale cprurnals. As a result, | have
opportunities to influence policy and practice canming service development beyond the

confines of my county.

It is crucially important to me that families wittildren across the whole autism spectrum
are adequately supported, with services appropaiadefit for purpose and that children’s and
families’ views and priorities should help shapestn services. However, before commencing
this research, | knew that only a minority of famsl that have children with ASD — both
within my own local authority and more widely — ass social care support services such as
short breaks. | was further aware, from anecdotalemce and my previous research, that
many families find it difficult to access approf@aservices — or any at all. | felt the reality
concerning this area of activity was more compldan | was at that time aware of and |
strongly believed that a better understanding efdituation could enable positive changes in
the experience of families that have children vABD to be brought about both in my own

local authority and more widely.

1.3. Overall aims of the research
The overall aims of my doctoral research were floeeeto investigate the experience of day
to day life and social support of families that éashildren with ASD, to identify and

investigate the factors associated with use andusenof short breaks services by these



families and to identify factors associated witkakify in such services. This study was timely
and relevant when | began planning it in 2003 anlths become even more so during the
period since then. The identified population witB[A has steadily risen as diagnostic criteria
have widened and awareness of the condition hasased It is now estimated that as many
as 1% of the population may have an ASD (Bairdl, 2006). This increase in the identified
population has been reflected within the countweyed. When | carried out the family
survey, which comprises the first phase of thislgtihe estimated number of children with
ASD in the county was between 350 and 400; by 2®03%, had risen to just under 600

(Whitaker, 2007).

Bebbington and Beecham (2007), analysing data fiteen2001 Children in Need Survey
(National Statistics/Department of Health, 2002)ggest that children with ASD comprise
around 4 per cent of all children in need in the,dKd that local authority expenditure on
this group may be equivalent to £100m per yeacelWviaterhouseCoopers (2007) argue that
effective short breaks can reduce the long-terniscof intervention and support and the
recent government initiativéAiming High for Disabled Children: Better Suppoffor
Families” (HM Treasury/Department for Education and SKI807) concludes that effective
and appropriate short breaks services are needé&hbles with disabled children, and that

children with ASD face particular problems in acieg existing services.

This rings true with my own experience. Workingaasonsultant has shown me that in many
local authorities children with ASD are placed wathildren with a range of disabilities (such
as learning and physical disabilities) in generdmors breaks services. Such placements

frequently break down, sometimes resulting in fgnmbreakdown and extremely costly



placements in specialist residential schools. Ewtere specialist services exist, demand

often outstrips availability.

However, attempting to identify what actually comps effective and appropriate short
breaks for those with ASD and their families, wkatvices should be provided and what
would indicate quality within those services, i®lgematic. Though a significant body of
research in education has identified the bene@tshildren with ASD of differentiated
provision or approaches (Autism Working Group, 20D&dan and Jones, 1997a), the social
care needs of these children and their familiesarerander-researched. Research into short
breaks has paid little attention to the specifiedgeof children with ASD and their families,
focusing instead on a presumed homogeneous grolglisabled children’ (Minkeset al,
1994; Prewett, 1999). Moreover, the literature simoft breaks’ is contradictory, with some
authors stressing the merits and values of thesaces while others argue that they are

abnormal and segregating (see 2.5.2 — 2.5.3).

Similar problems arise when considering the ideraifon of the views and priorities of
children with ASD and their familiesAiming High for Disabled Children”requires local
authorities to engage with disabled children arar ttamilies so they can be fully involved in
the way services are planned, commissioned andeded; disabled children and their parents
should be consulted about how to improve serviaad should be involved in service
evaluation (HM Treasury/Department for Educatior &kills, 2007). This imperative to
consult with children as well as their parents Ih@&en a constant within national and
international legislation, policy and good practgigdance over recent years. It is enshrined

in, to name but a few examples, tbeited Nations Convention on the Rights of the dChil



(United Nations, 1983), th€ode of Practice on the Identification and Assessré Special
Educational NeedgDepartment for Education and Skills, 2002) and @hildren Act

(Department for Education and Skills, 2004).

Though considerable research has been carried bltte parents of disabled children,
much less has been undertaken with the childremgsbkes, and only a handful of studies
have investigated the experience of children wi8DABeresford and Tozer, 2003; Beresford
et al, 2004; Joneegt al., 2007; Preece, 2002Furthermore, my literature search found no
studies which have sought to identify the expereswed needs of whole families where there
are children with ASD, including their non-disablsithlings. This study, therefore, adds to
the knowledge base by addressing significant litoites in the existing literature. It explores
for the first time the experience of as close assiide to a whole population, and of whole
family units from within that population. It expks for the first time social workers’
understanding of ASD. It further addresses the drag of research into the experience of
families living with ASD and their use of short bks to have privileged the needs and
experiences of parents, and to have neglectedr esdeking the views of the children with
ASD or considering families as units. In this resha consultation was undertaken with
parents, children with ASD and their siblings, dmap a picture of the whole family’s
experience, attitudes and opinions to be consuuéter these reasons this is a worthwhile
study, which adds to the knowledge base and in lwhizndertake novel and original

research.

This thesis is structured as follows. In ChapteioTivpresent an overview of family systems

theory, the theory underpinning my research, theaew the literature regarding the daily



lives of families with children with ASD and thedxperience of short breaks, identifying and
defining the research questions. In Chapter Thpredent the overall research design, linking
methodology explicitly to theory and to my epistéogical position. Chapters Four to Six
report on the three distinct phases of this re$eproject: an initial survey of families with
children with ASD in one local authority, a furthgurvey investigating how social workers
serving this population conceptualised autism, fmally a qualitative investigation of the
experience and attitudes of parents, siblings &idren with ASD. In Chapter Seven | return
to the research questions, synthesising the fisdofgthe three phases of the project, and
suggest a model for conceptualising short breaksansl non-use within this population. In
Chapter Eight | summarize the original contributoade by this project, identify limitations
and weaknesses and suggest areas for further geséashort postscript within this chapter
comments on developments that have occurred wiitieirsphere of formal social care support
since the data was collected in 2003-5, and dissussplications for local authority service

providers arising from this study.

This text is followed by a list of references. Hipahe thesis is supported by appendices
containing the research tools, examples of docuatient sent to participants, evidence
supporting analyses and methodological informationcerning the process of consulting

with children with ASD.

Having introduced the research topic, and havirtiraa the structure of the thesis, | shall in
the next chapter move on to present an overviefarafly systems theory and to review the

literature concerning short breaks and families tiaae children with ASD.



Chapter 2: Review of the literature

In this chapter | present an outline of family syss theory, the theoretical framework
underpinning my thesis. | describe how the expegesf families with disabled children is
understood within this theoretical approach, discgsticisms of this theory and present my
rationale for its use. | then review the literatuegarding families’ experience of living with
ASD and regarding short breaks. This literature iegw identified areas where further
research was required to add to the knowledge base it is from this literature review that
the research questions are derived. Finally in tbiepter | introduce the four research
questions that are addressed in this study, presgrvidence to support the worth of this

study.

2. 1. Family systems theory: an overview

Within this research, my conceptualisation of faesilthat have children with ASD, their
needs, and the means by which support is provsledderpinned by family systems theory.
It is therefore essential to discuss this theorgome depth. In this section, | introduce this
theory, at first generally, then moving on to laakits application to families with disabled
children and such families’ interaction with widsmciety. Finally | discuss weaknesses of the
theory, whilst arguing why | consider it a validdaappropriate tool to use in investigating my

research topic.

2.1.1 Origins of systems theory
The use of systems theory regarding provision d, i@search into, social care derives from

the work of von Bertalanffy (1971), who developeshgral system theory in the 1920s. Von



Bertalanffy observed that all organisms are systaramposed of sub-systems, and in turn
comprising parts of super-systems. Thus individuainans are made up of, for example,
circulation, respiratory and skeletal systems.uim these humans are part of larger systems:
families, groups and societies. The point was nthde the interaction between the various

parts of these systems creates characteristiasontdined within the separate entities.

As the caring professions developed through thetietlh century, the focus of attention was
upon the individual, with psychological/psychodynanmapproaches dominating within
psychology, health and social care (Keetpal, 1997). In the 1960s, social work theorists
identified the need to focus upon both psycholdgaral social aspects in assessment and
intervention, suggesting the development of a psyobial perspective (Woods and Hollis,

1999).

Pincus and Minahan (1973) explicitly applied systethneory in a social care context. They
argue that the quality of people’s lives is largégpendent upon systems in their immediate
social environment, suggesting three kinds of systéhat can support people: informal or
natural systems (e.g. family, friends, colleaguésimal systems (e.g. community groups,
trade unions) and societal systems (e.g. hospsalspols). People experiencing problems
may not be able to access these supportive sydtanasvariety of reasons. They may not
have informal support systems; they may not knowualor wish to use more formal

supports; or the system’s policies may be problemfar them. The task of supporting

agencies can therefore be considered as beingettif those elements in the interaction
between the individual and the environment thatcmesing problems, and to intervene to

ameliorate the situation (Payne, 1997).

10



2.1.2. The family system
Within this social systems perspective, the fanslyperceived as a social unit embedded
within other informal and formal social units anetworks (Dunset al, 1988). Each family
has a family system: the way the family has dewedoj cope with the day to day realities of
living together as a unit within society.

“(The) method created by the family to be whateves being” (Ogden and

Zevin, 1976, p6)
The family system develops over time, as individaahily members interact with each other
and with the outside world. These interactions patterns of behaviour are built up over the
family’s lifetime, incorporating what has been leed from previous generations (Gorell
Barnes, 1984). Patterns of behaviour differ fromifg to family, and are not rigidly defined
but gradually evolve (as the patterns and behasiotithe family members are repeated and
reinforced) to make up the family system, maintagnihe family, and giving it balance and
definition.

“Such norms represent the sum total of all the ye&ionflict, compromise and

concern” (Jordan, W. 1972, p14)
Manor (1984) identifies a number of important psiabout the family system. Families are
systems that have a sense of their own identitynb's are aware of the family boundary —
who is inside the family and who is not. Boundamamrges — to include new members (e.qg.
step parents) or exclude others (e.g. the ‘blaelegh — can occur, but only with considerable
stress. Each family system contains sub-systench, @sithe marital pair or sibling group. At
the same time, the family is itself a sub-systenothier systems (the extended family, the
neighbourhood, wider society). Families vary in é&x¢ent to which they operate as ‘closed’

or ‘open’ systems. Some are much more involved witie community, friends and

11



neighbours than others: however, no family systarasentirely closed. Finally, families vary

in the pace at which they are able to adapt toghan

As well as providing a conceptual basis for socele practice, family interventions have
been developed in fields such as health care (Dph#985; Turk and Kerns, 1985) and
within psychology and psychiatry (Ogden and Zet®76). Ann Turnbull and her associates
at the Beach Center on Disability, University ofrisas (Turnbulket al, 2006; Turnbull and
Turnbull, 1990) and Seligman and Darling (1997Pennsylvania, have undertaken research
linking family systems concepts to the experientéamilies with disabled children, and to

cross-disciplinary interventions.

Turnbull and Turnbull (1990) suggest that most fgngystems comprise a number of
characteristic structural components: family stnoet family interaction, family functions and

family life cycle. These components are discussatktail below.

2.1.3. Family structure
Family structure comprises the variety of factdrattmake families unique: these include

membership characteristics, cultural beliefs amdlogical style.

Membership characteristics

A considerable body of research has investigatedntipact of a disabled child upon families
and family life. One effect of this has been toniily such families as a unique population,
defined by the effects of this impact (Byrne anch@ngham, 1985). However even within

this population there is much diversity, and, aaggiet al. (1998) point out, families with
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disabled children cannot be considered as a honeogsngroup. Families differ with regard
to numerous membership characteristics: they maypdse single-parent families; they may
be extended families (with members residing eithahe same household or geographically
separated); and there can be great variation wghrd to income, physical and mental health
issues (Seligman and Darling, 1997). Membershipracteristics change over time, as
individuals exiting or entering the system; and heachange affects the family's

communication and relationship patterns.

Cultural beliefs

A family’s cultural beliefs play a major role inahing its interactional patterns (both within
the family and with individuals or agencies outsitleand in determining its functional
priorities (Turnbullet al, 1986). Furthermore, cultural values and beliéé® ampact upon
the way in which families adapt to a disabled chaldd can influence the families’ usage and

trust of caregivers and external agencies (Chashlbh 1999; Dyson, 2000; Shah, 1992).

Ideological style

A family’s ideological style is based on its bediefvalues and coping behaviours, and is
further influenced by its cultural beliefs (Seligmand Darling, 1997). Beliefs and values
may be handed down from generation to generatiblueincing how family members interact
with one another, with other families and with entd agencies, such as schools and social
services. Shah (1992), for example, found that sAsian families emphasise cohesion and

respect, with all important decisions being takgrihe head of the extended family.
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The family’s response to a child with a disabildgyinfluenced by ideological style, but having
such a child may also influence the family’s valubsliefs and coping behaviours. The
family has to confront its beliefs about people Wiawve disabilities; and if a disabled child is
born into a family that is prejudiced towards disgh this can result in both practical and
psychological problems (Marshak and Seligman, 1998 family must also address its
beliefs about whether responsibility for the mamaget of the disability lies with themselves,
in the hands of others (for example, ‘experts’ God’) or is a matter of chance. Rolland
(1993) has found that the family’s ideological stylill impact upon its interpretation of
events related to the disability (e.g. whether smmeeis to blame, feelings of guilt), the

approach to care-giving and whether or not, and, liamwily members seek help.

Ideological style also influences the family’s aogistrategies, both as a unit, and with regard
to its component parts. Potentially dysfunctionapiog strategies — such as withdrawal or
avoidance — have been identified both in fathershdfiren with ASD (Houser and Seligman,
1991; Gray 2002a) and in mothers (Hastieggsl, 2005), and have been shown to impact
upon sibling relationships (Rivers and StonemarQ320McCubbin and Patterson (1981)
suggest that family coping styles comprise intearal external strategies. Internal strategies
include acceptance and planning (Careeral, 1989) and reframing (making attitudinal
adjustments in order to address the situation ocactstely, emphasising its positive aspects)
(Hastingset al, 2005), as well as more negative strategies sscmental or behavioural
disengagement (Carver, 1997) and withdrawal (Gre§94; Sivberg, 2000). External
strategies include spiritual support and religiotgping (Poston and Turnbull, 2004,
Tarakeshwar and Pargament, 2001) and the use dfograloor practical social support (from

informal or formal sources).
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Turnbull et al. (2006) consider the term ‘coping’ inappropriateewhdiscussing families
caring for a disabled child, both because the vimaften viewed negatively by families (e.qg.
as in ‘a parent who cannot cope’) but also becaugeng’ typically refers to how a family or
individual deals with a crisis, whereas the chaksninvolved in living with disability occur
daily for a protracted period of time. They suggestt the term ‘life management skills’
(Scorgieet al., 1999) is a less stigmatising and a more accuraserigggor. However, as
‘coping’ is the term generally used in family systeliterature, | use this term throughout this

thesis.

2.1.4. Family Interaction

Disabled children do not exist and function in &mn. They live within a context (usually
the family) and as Ellman (1991) describes, theilfacan be likened to a mobile — when
something happens to one family member, all othersaffected in some way. Turnbatlal.
(1986) suggest that the family interactional systemmprises four elements: subsystems,

cohesion, adaptability and communication.

Subsystems within the nuclear family

The nuclear family is composed of four basic sutesys: the marital subsystem
(husband/wife); the parental subsystem (parendihihe sibling subsystem (child/child) and
the extra-familial subsystem (interaction with exted family, friends, neighbours,
professionals). The composition of these subsystenafected by the family’s structural
characteristics (e.g. single parent, number ofdcén, size of extra-familial network) and by
the life-cycle stage of the family. Seligman andribg (1997) urge professionals to be

cautious and aware when intervening in familiegesifior example, an intervention designed
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to improve the bond between a mother and child maye implications for the mother’s

relationships with her husband and any other obnldr

Cohesion and adaptability

While subsystems identifyho will interact, cohesion and adaptability relateshbw those
family members interact. Cohesion is concerned it concepts of enmeshment and
disengagement (Seligman and Darling, 1997). These lie considered as poles on a
continuum. Highly enmeshed families have weak baued between subsystems, and can be
viewed as overprotective and over-involved (MinmgHi974). Seligman and Darling (1997)
suggest that such families can negatively impactatisabled child, suffering anxiety at
‘letting go’, and restricting the child’s indepemae. Negative outcomes, such as social
withdrawal, may also impact upon the family as aoleh(Gray, 1994). At the other pole,
disengaged families are characterised by rigid y®ibsn boundaries and can be seen as
under-involved (Minuchin, 1974). In such familiesyvolvement results in anxiety; and
disengaged families seek to avoid anxiety. Congatyyehough a disabled member may be
free to act independently, they may feel unsupplotethese activities or unloved. Well-
functioning families are considered to strike a abak between enmeshment and
disengagement: subsystem boundaries are clearilyedebut allow for both close bonding

and the development of autonomy.

Adaptability concerns the family’s ability to reaahd change in response to a stressful
situation (Olsonet al, 1980). As with cohesion, adaptability can be aered as a
continuum, with poles of chaos and rigidity. Chadéimilies are characterised by inconsistent

change and instability: they have few rules to lye and those they have frequently change
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(Seligman and Darling, 1997). The family has nader’, with family life consisting of
endless negotiations and frequent role changesptillrand Turnbull, 1990), as the family
see-saws between disengagement and enmeshmenstidgljto caring for a disabled child
and meeting his /her needs in such an environmentidvbe difficult. It would also be
difficult to adjust to caring for a disabled child a rigid family, where roles and behaviours
do not change in response to stressors. SelignaDariing (1997) provide an example of a
rigid patriarchal family. In such a family, the ligt’s perceived role as ‘head of household’
would not allow him to help with domestic tasks afdldcare (which would be viewed as
‘woman’s work’) thus putting significant pressurpam the mother. She in turn — due to the
effort put into caring for the disabled child — Mhlave little time or energy for her husband,
her other children, or for external interactioncBwa family may well become dysfunctional
and socially isolated. As with cohesion, healthynifees are seen as those that interact

functionally, maintaining a balance between regctonchange and maintaining stability.

Communication

Effective communication is an essential in a heaaltliunctioning family. Where
communication breakdowns occur, this can be unoledsas a systemic problem: as Turnbull
and Turnbull (1990) argue, communication problemsstein the interactions between
individuals, rather than in the individuals themresl — and can come about as a result of

different factors, depending upon the situation.

2.1.5. Family Functions

Family functions can be understood as the outpupsaxucts of family interaction. Different

families place different emphases and priority upbfierent functions; and the family
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member(s) who carry out these functions may vatwéen families. Turnbulét al. (2006)
suggest that the family fulfils seven basic funesiolt has areconomicfunction, providing
income to support the family, paying its bills goldnning for future need. It providekily
careto its members (cooking, laundry, providing tramspmeeting minor health needs and
undertaking medical visits to meet greater heatibds). It enables family members to pursue
recreationalactivities, individually and as a group, and to elep hobbies and interests. It
provides opportunities fasocialisationand the development and enjoyment of interpersonal
relationships. It has a function relatingself-esteemenabling individual family members to
recognise their strengths and weaknesses, anddprg\a safe accepting sense of belonging.
It is a source ofaffectionand a setting in which intimacy and nurturing asgerienced.
Finally it has aneducational/vocationalfunction, supporting children in undertaking
homework, helping develop skills and work ethicd aupporting career choices (in some
families, an eighth function dapirituality — meeting family members’ spiritual and religious

needs — may be an important consideration).

The presence of a disabled child can impact gragilyn the family’s ability to carry out
these functions. Some impacts may be negative, roblgmatic. For example, disabled
children may generate greatly increased demands reggarding domestic and health care
issues) and may create an extremely restrictiver@mwent for the other family members.
The presence of such a child may also change thiyfa self-identity, reduce its ability to
generate income, constraining its social and réome opportunities and limiting career
choices. Conversely, some impacts may be posifivebull et al. (1985) note that for some
families, a learning-disabled member contributeslipeely to the family in terms of affection

and self-definition. More recent studies suppoid fimding, identifying families strengthened
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by the presence of disability, and where disablaltlieen are viewed as impacting positively
on the lives of their parents and other family memlk(Hastings and Taunt, 2002; Risdal and
Singer, 2004; Taunt and Hastings, 2002). Fleiscm{2@04) further shows that some parents
of children with autism experience this as a pwesitthallenge which they feel empowers

them as parents and makes them better people.

Time is a major factor in addressing family funoso AlImost two thirds of employed parents
with children under eighteen in the USA feel theyé too little time to meet their children’s
needs (Families and Work Institute, 1994). The gmes of disability can mean that time is
even more constrained. In some cases the stressi@xged by families is exacerbated by the
number of tasks which professionals ask the patentarry out regarding the disabled child
(Brotherson and Goldstein, 1992; Laborde and Seligni991). This can sometimes be
overwhelming, and placing such pressure on familied they have insufficient time or
energy to adequately address the different aspédtsctioning which the family needs to

meet.

2.1.6. Development over time

Families are not static entities. They change anekldp as new members are born, grow up,
leave home, introduce new family members througigiterm relationships, and eventually
die. Theory suggests that, with some variation iwiind across cultures, families tend to
pass through predictable stages. However, as \gethase predictablegn-cycle changes
(Turnbull et al., 2006), unpredictablepff-cycle changes may occur, such as divorce,
unemployment, serious accidents and untimely de@then changes occur, the family

changes and its characteristics, interactions anckibns are affected.
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Family Life Cycle

Though different authors (Carter and McGoldrick9290Isonet al, 1980) suggest differing

life cycle stages, six stages typify the familyelifycle: formation of the new couple and
marriage/partnership, child-bearing and infancynifees with young school-age children,

families with adolescent children, ‘launching’ avi¢én and families in later life

A child’s disability can bring additional stressaosthe family within all but the initial stage.
Seligman and Darling (1997) identify a number adsth. Duringchild-bearing and infancy,
stress can be caused by the effort expended tngatcurate diagnosis, as well as the need to
make emotional and practical adjustments to theasdn, and to inform other family
members. When children are @h®ol agepotential sources of stress include interactiott wi
the education system, dealing with the reactionthefchild’s peer group, other parents and
professionals and arranging child care and outhbésl activities. With the arrival of
adolescencethe family must learn to cope with the continunajure of the disability, as well
as issues concerning physical maturation and sigxuglkeer isolation and rejection and
planning for the child’s adult life. At thkeunchingstage, when typically-developing children
would be moving towards independence, the familyy maed to adjust to a future of
continuing responsibility, as well as dealing witbstricted socialisation opportunities or
considering the potential need for future residdrglacement. Ihater life come the stresses
involved in re-establishing the spousal relatiopgfichild has been successfully ‘launched’),
and interacting with care providers. If the childshnot been ‘launched’, the family must
adjust to the stresses of continuing to providee cahilst aging. In either case, further
stressors may result from the need to care for then elderly relatives, or each other, and

from the need to plan for the future.
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Developmental transitions

Developmental transitions — the process of movirggnf one life stage to another — are
particularly challenging periods for families, cheterised by significant change, and can
cause stress and dysfunction (Falicov, 1988; Seligemd Darling, 1997). Challenges can be
exacerbated where there is a disabled child, asitians may be delayed or not occur at all:
for example young disabled adults may remain inpdr@ntal home until they themselves are
elderly and their parents can no longer care femtl{Essext al, 1999). Some transitions
may also occur earlier than expected, such as whemlisabled child is placed in a living
situation outside the home, either for short pegiofitime (for example, when attending short
breaks) or permanently (in a residential placenoergubstitute family). These situations can
also be significant stressors. Baker and Blach@®Zphave shown that moving a child into a
residential placement creates an array of emoti@mging from relief to stress and burden;
and Chan and Sigafoos (2001) suggest that for Sam#ies short breaks use, and attendant

concerns such as transport issues and qualityref can create, rather than reduce, stress.

2.1.7. Modes of family adaptation

Seligman and Darling (1997) identify a range of e®of family adaptation, suggesting that
normalization— the ability to lead as ‘normal’ a lifestyle assgible within societal norms — is
the goal of most families. Components of a nornealiifestyle vary according to location,
class and culture. However for western familieshwschool-aged children these might
typically include employment for either/both paigngufficient finances to maintain a basic
lifestyle, appropriate school placements for cleidradequate housing, social relationships
with family and friends, leisure time, and freedofnmovement and access (Seligman and

Darling, 1997). They suggest that — regardlesdiefchild’s disability or the parents’ coping
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abilities or styles — the most important factoreditining a family’s level of normalization is

the availability of appropriate social supportamhal or formal.

Though normalization is the most common type of ptation throughout childhood,
achieving such a lifestyle is difficult for manynfidies with disabled children, particularly if
the child’s impairments, or the behaviours theysprg#, make accessing social supports
difficult. Darling (1979) suggests a four-mode tigmy of adaptation among parents of
disabled children (see Table 2.1 below). Darlingesstes that that these modes are
approximations only, not intended to stereotype ilias) moreover families may move

between categories as circumstances change.

Table 2.1 Darling’s typology of adaptation among arents of disabled

children
Type of integration *

Mode of adaptation ‘Normal’ society Disability subailture
Normalization + -
Altruism + +
Crusadership - +
Resignation - -
'+ = integration achieved:; - = integration not asfeid or withdrawn

In Darling’s model, all parents have access to swoietal structures: ‘normal’ mainstream
society and the smaller disability subculture (paupport groups, advocacy organisations
and local and national disability organisationggrddts with equal access to both structures
will generally choose aormalizationmode, and this is the most common mode of adaptati
However, some families who have achieved normabisaemain active within the disability
subculture, becomingltruists Reasons for altruism can vary. Some individuale a
particularly caring; some have a strong sensesiige; some are guided by religious beliefs;

others enjoy the social aspects or the prestigeneblvement. Altruists often perform
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leadership roles in national charities or orgamisat or choose a career within disability,
utilising their skills to help other families (Kkeiand McCabe, 2007; Wickham-Searl, 1992).
They are those who choose to associate with thakedvgabilities though they have access to

‘normal’ society.

Other parents have difficulty accessing ‘normaltisty. A subset of these may adopt a
crusadershipmode. Such individuals strive for social changgng to improve opportunities

for their own and other people’s families and cldld Some may become heavily involved in
local or national organisations and support groofisers may wage legal battles against local
authorities, or challenge educational and careicesy The literature suggests that those in
this subset are more likely to be middle- to uppeceme, more educated, married suburban

and white (Mandell and Salzer, 2007; Powell, 1987).

Finally, there are some families who, despite beaingble to achieve normalization, do not
enter the disability subculture of support groupd disability organisations. In some cases
this is due to lack of information. Others cannotess the subculture, due to isolation, poor
health, lack of transport or other issues. Thesglifes are typified as beingesigned Some
parents may become fatalistic, while others mayehaental health problems as a result of
the stress they endure. The literature suggestgtbup is more likely to include poorer, less
educated urban and rural residents, as well asetifimen minority ethnic backgrounds

(Mandell and Salzer, 2007).
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2.1.8. The social ecology model — the family in ctaxt

The discussion so far has centred upon the farBily, as stated in 2.1.2, the family is a
system embedded within other systems. Considenadamily within this social ecological
context was pioneered by Bronfenbrenner (1979), siggests that the ecological system
comprises a number of subsystems: the microsysterasosystem, exosystem and

macrosystem (Figure 2.1).

Figure 2.1  Social ecological model (after
(Bronfenbrenner, 1979)

Macrosystem

Exosystem

Mesosystem

Mitchell (1983) and Hornby (1994) have applied thsdel to the study of families with
disabled children. They conceptualise therosystemas comprising the pattern of roles,
functions and interpersonal relations experiencedhe family: in essence, the family as
discussed in this chapter so far. The family (trierosystemfunctions within anesosystem
the range of settings within which it actively peigates. This might comprise the extended
family; friends and neighbours; medical and heattlre, education and social care

professionals; work colleagues; other parents apgat groups; and the local community as

24



a whole. Various facets of this subsystem can itngegatly upon the family in a range of
ways. Extended family may accept or reject the ldesh child, either providing or

withholding informal social support. Neighbours amdrk colleagues may be supportive or
stigmatising to the family. Professionals may benhoe and helpful or act as impersonal
gatekeepers of services. Furthermore, there camobsiderable variation regarding the
availability of and coordination between servicesnf area to area (for example between

affluent and poor areas or urban and rural comras)it

The exosystentomprises settings in which the family is not dilg involved, but which
nonetheless impact upon the family, such as thes maedia, and the healthcare, social
welfare and education systems. The mass mediaffeant general societal attitudes regarding
disabled people and how they are portrayed: fomg@, as helpless, innocent and incapable,
or as menacing and undesirable. Health, educatidrother governmental supports (local and
national, financial and practical) are also of Nitmportance to families with disabled

children.

Finally the macrosystenreflects the values inherent in social institusiofhese include
ethnic, cultural, religious and socioeconomic valuehich affect how disability is viewed
both by family members and the wider society (karaple, whether disabled people should
be included in or segregated from society), and iogwact upon how families choose to
interact with education, health and social cargises. Economic and political factors, both at
a local and national level (such as the healtlhefedconomy, and the importance and funding

allocated to disability issues) will also impacbuaghese families.
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As previously identified, the underlying tenet bétecological model is that a change in any
part of the ecological system affects subparts hef system, necessitating adaptation.
Furthermore, consideration must be given to thenpability of the family in interacting with

the other subsystems in the environment. Some ifgsrare highly permeable, readily seeking
support and assistance from other family memberforonal services. Others however are

impermeable, resisting support and withdrawing irtisa

2.1.9. Criticisms of family systems theory
Despite its influence on the conceptualisation raicpce within social care and other caring
professions, a number of criticisms have been naideamily systems theory, and problems
identified. Mune (1979) has argued that weaknessiss at the very core of the theory, in that
there is a lack of clarity about what precisely stdnotes a system, where its boundaries lie,
and what its attributes precisely comprise. Emaatoy and feminist perspective have
asserted that focusing on function and exchandeirwand between systems ignores factors
such as structural injustice, abuse of power aweetd inequities with regard to age, gender
and class (Healy, 2005; McNamee and Gergen, 19%keWeld, 1996a, 1996b). Greene and
Blundo (1999) write that family system’s functiogims often dependent on the exploitation
of women’s labour; and that macro- and micro-pcditi economic and cultural influence
within the helping agencies and individual profeasis also impact upon the family system
and its functioning. It is further argued (Wakefiel996b; Greene and Blundo, 1999) that the
focus on systemic interactions and networks, tkaragtion that

“...each family will experience a life of predetermirstdges or developmental

cycles within which they incur assumed tasks tot tieechanged needs of each
stage of a prescribed cycle of lif¢Greene & Blundo, 1999, pp93-94)
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can lead practitioners and researchers towardgjid and mechanistic understanding of
family life, detracting from them focusing on, aradidressing, the uniqueness of the

individual.

Despite these caveats, the family systems modetsoff number of benefits as a conceptual
tool. Its use is consistent with my realist epistéogical position (see 3.1) (May, 2001,
Robson, 2002; Sayer, 2000): it offers a model byclvithe complex stratified social world
can be understood, and through which the structufrescial relations impacting on families’
daily lives and underlying their experience of imh@l and formal support can be interpreted.
Family systems theory offers further advantagesoimceptualising the experience of families
with a child (or children) with ASD. It provides xamework for understanding and
responding to people within their environmentsheatthan considering them as if in a
vacuum. And the focus on the family prevents bboth pathologisation of the disabled child
(in which they are seen as the ‘problem’ in the ifgnor the narrow focus on the disabled
child (to the exclusion of other family membersttis prevalent both in social care provision
for disabled children and adults in general (Graf3; Grant and Ramcharan, 2001), as well
as in literature and practice regarding childrethvASD (Beals, 2003; Hastings and Symes,
2002). Instead, consideration is necessarily giteeranalysing the interactions within and
across systems (Healy, 2005). Overall, a familyesys perspective offers

“...a way of seeing complex phenomena (the person rend énvironment) in

their interconnected and multilayered reality, toder and comprehend

complexity and avoid oversimplification and redaotsm” (Mattiani and Meyer,

2002, p4)
As such it forms part of the inherent structuraniework of this thesis, as well as of my

understanding of ASD and disability and my wideagtice.
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2.2. Reviewing the literature

Having presented the theoretical framework undeipion this thesis, | will now move on to
discuss the initial literature review, undertakenidentify current knowledge regarding the
research topic, and to help identify the reseansbstions. May (2001) writes that before
undertaking research it is essential to

“...spend time reading around the topic of interestsé® what theories other
researchers have held and indeed what researchaltaady been carried otit

(p96)

At the start of this project, In 2003, | carriedtoan initial literature search using
bibliographical analysis (Hart, 1998) of publicaisosince 1980: this underpinned the study as
a whole as well as informing the initial family say. The search focused on key areas
associated with the topic of use or non-use oftdbr@aks by families that have children with
ASD. These comprised research into the life expedeof families living with a child with
ASD; research concerning what helps families cdpeluding both informal and formal
sources of support); and research into short breaksby families that have children with

ASD.

As the research proceeded, further literature vevieere conducted, relevant to the second
and third phases of the study. Regarding the sephiade, the literature regarding social
workers and ASD, and professionals’ perceptionsubld&D and disability was reviewed.
With regard to the final phase, the literature @nmg interviewing families, children and
children with ASD was reviewed. These later reviews detailed in Chapters 5 and 6. The

literature reviews were undertaken by searchingfellewing databases: British Education
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Index, Ingenta Connect International Bibliographiytlte Social Sciences National Autistic

Society: Autism Research Database, Social Scierfoenhation Gateway and SwetsWise.

2.3. Review of the literature regarding the impacof ASD on the family

2.3.1. Living with a child with ASD

ASD is a pervasive developmental disorder, affgciibhout 1% of the population (Baied al.
2006).The disorder is characterised by a triad mpairments in social and emotional
understanding, all aspects of communication antexiifility in thinking and behaviour
(Jordan, 1999a; Wing, 1996). Each of these impaitsnean occur with differing severity
(Lord and Risi, 2000), and the cumulative effead t& significant upon the family and its

functioning.

Many studies have been undertaken investigatingifbheexperience of families that have
children with ASD (Koegeét al, 1992; Marcus, 1984; Randall and Parker, 199%hdAigh
some recent studies have reported positive expaEseand perceptions of family life with a
developmentally disabled child (Hastings and Ta@002, Taunt and Hastings, 2002), the
overwhelming majority have identified that the daf of ASD can have a significant
negative impact upon the family and its functioniag well as causing significant stress to
the children with ASD themselves (Abbedwgb al., 2004; Ghaziuddin and Greden, 1998;
Grodenet al, 1994; Milgram and Atzil, 1988). The child’s obsess and narrow interests
can impose extreme restrictions upon the familyscia, leisure and recreational
opportunities (Koegett al, 1992); and family adaptability and cohesion maysb affected

as to fall outside healthy norms (Higgieisal, 2005).
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I mpact on parents

ASD can cause greater parental anxiety and tertkim other disabling conditions (Gray,
1993, 1994; Holmes and Carr, 1991; White and Hgs}ia004; Wolkt al,, 1989), and a high
level of stress is reported as characteristic oémta of such children (Hastings and Johnson,
2001; Koegekt al, 1992). Gray (1993) reports that parents maydtginatised as a result of
the child’s behaviours. A number of stressors Hasen shown to impact upon parents: the
child’s cognitive impairments (Bebket al, 1987; Koegelet al, 1992); their linguistic
impairments (Bebkeet al, 1987; Gray 1994; Koegat al, 1992); behavioural problems,
particularly in areas such as toileting, eating aeglual expression (Abbeduéb al, 2004;
Bromleyet al, 2004; Gray, 1993; Sharpley al, 1997). A wide range of sleep problems may
occur in ASD, and problems such as difficulty fadliasleep, not falling asleep in their own
bed, early morning awakening and multiple nightetiamousals can all impact significantly on

families (Heringet al., 1999 Williams et al, 2004).

The principal caregiver for the child with ASD (agh children with disabilities in general) is
predominantly the mother, who may consequently eepee chronic fatigue and stress
(Duarteet al, 2005; Holmes and Carr, 1991; Milgram and AtzB88&; Tunali and Power,
2002). Fitzgeralekt al. (1997) found that over a third of mothers of cleldwith ASD in the
Irish Republic report being constantly tired, artthtt mothers of children with more
behavioural difficulties were in poorer health tha@hers. The mother’s wellbeing seems to be
negatively associated with the challenging behasiod the child with ASD (Abbedutet al,
2004; Hastings, 2003a), which can lead to sodgigttisation (Gray, 2002a). Tomalah al,
(2004) report that the increased care-giving demaasulting from the impairments of ASD,

particularly with regard to the child’s lack of tehre skills, are associated with maternal
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stress, and suggest that mothers may experiencanmden of negative consequences,
including depression, feeling restricted to thesrof mother/carer, and conflict with their

spouse.

Fathers are generally less involved in the dirégfispral care of their children with ASD than
mothers, often due to being the family’s only wagener (Holmes and Carr, 1991). Their
lower level of direct involvement may account fbemn reporting lower levels of stress than
mothers (Gray, 2002a; Hastings, 2003a; Watlfal, 1989), though it is clear that they too

experience significant feelings of stress and stitigation (Gray, 1993, 2002b).

Impact on siblings

It is sometimes assumed that the presence of ASDnegatively impact upon the life
experience of siblings (Fitzgerakt al, 1997); and indeed some studies have identified
negative associations. Gold (1993) found siblingbays with ASD to be significantly more
likely to experience depression than the generauladion. In addition to psychological
problems, exhaustion may affect siblings who aspeasible for domestic tasks and physical
care; and problems can arise when increased phexgactations are not accompanied by

increased parental attention or time (Harris, 1982gdrigueet al, 1993).

Other studies suggest the picture is less clearHaWr et al, (1986) found sibling
relationships to be generally positive, and onigltgly less cohesive than in families where
ASD was not present; while a number of studies Hauad the majority of siblings to be
well-functioning (Pilowskyet al.,2004) and no more vulnerable to adjustment probliras

the general population (Kaminsky and Dewey, 2008drigue et al, 1993; Vertéet al,
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2003). Moreover, where social or affective problemscur, their causation may be
ambiguous. A genetic association has been idedtifietween depression, obsessive-
compulsive disorder, social problems and ASD, amchsdifficulties may be regarded as
expressions of the broader autism phenotype raliaer a result of having a sibling with an

ASD (Hansen and Hagerman, 2003).

In some studies, the positive adjustment of théngb may have been affected by external
factors, such as the impact of formal support (idgst 2003b), attendance at autism-specific
support groups (Kaminsky and Dewey, 2002; Mate80)1@r a sibling education programme
(Mates, 1990); Roeyers and Mycke (1995) identifeed association between the sibling’s
understanding of autism and the sibling relatiopshihis relationship is also subject to the
impact of other problems within the family: Rivemsad Stoneman (2003) found that both
stress within the marital relationship in parentschbildren with ASD, and high levels of

family stress necessitating the use of formal suppervices, were associated with less

positive sibling relationships.

I mpact of other stressors

Koegelet al. (1992), comparing 55 mothers of children with A&€ross a number of ages,
functioning levels, cultural settings and geographilocations, suggest that a relatively
consistent stress profile can be identified asadtaristic of families with a child with ASD.
However more recent studies seem to indicate tinessslevels and profiles vary between
families, and that the presence of significant behaal problems and high levels of
dependence are more important than the child’s itondin determining parental stress

(Floyd and Gallagher, 1997; Hastings, 2003a; Heamd., 1998). Furthermore, it seems clear
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that the stress that a family perceives withinlfitee subject to a wide range of variables,
including not only child characteristics but alsctbrs such as finances, housing, mutual
support within the nuclear family, spirituality abeélief systems and adjustment to the reality
of the condition of the child with ASD (Bristol arfichopler, 1983; Gray, 1994; Marcus,
1984). Konstantareas al, (1992) argue that ASD is but one potential streasnong many,

and suggest an interactive model of family stresd eoping, including factors such as
specific child characteristics, the personality relsteristics of the parents, parental coping

styles and the resources and supports availalihe tamily.

2.3.2. What helps families cope?

Families that have children with ASD deal with gressures and stresses of life in their own
individual ways. Some coping strategies may be niéget on cultural factors or the resources
locally available. Marie Bristol has undertaken wer of studies within North Carolina
(Bristol, 1984, 1985, 1987; Bristatt al, 1993; Bristol and Schopler, 1983) where the
TEACCH approach underpins the state’s servicestiddren and adults with ASD (Mesibov
et al, 1983). This research highlights the importancdocél cultural norms and services.
Membership of a church, and belief in God, weranidied as important supports to parents
in North Carolina, a region where religion plays anportant role in society; also
involvement with the TEACCH programme, and beliefits efficacy, were shown to be

important in helping parents cope (Bristol, 1984s®l et al., 1993).

However in studies undertaken in Brisbane, Austrddavid Gray (1993, 1994, 1998, 2002a,

2002b) found far less importance placed upon egldérerence to one particular approach or

religious belief. Here support from within the fdynwas identified as important and social
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withdrawal was extensively used as a coping mesharenabling the nuclear family to avoid
the difficulties inherent in social interaction. hdse strategies also fit in with the region’s

predominant culture, in that self-reliance and pelelence are societal norms (Gray, 1994).

Some factors that help families cope are less jl@ssociated with geographical location or
culture. Where specific intervention approacheshkai@g used, belief in the intervention’s
effectiveness has been identified as an importaping strategy. This is equally true of
families undertaking Applied Behavioural Analysi&BA) early intervention programmes
(Hastings and Johnson, 2001) and those using tR&THE approach (Bristol, 1984). Sivberg
(2000) found that different parents employ différeaping strategies, such as distancing or
escape, while Raif and Rimmerman (1993) found engtrsense of family coherence to be
important in helping parents remain positive. Maligr and Atzil (1988) found that parents of
children with autism report reduced stress leveatemthe ‘burden of parenting’ is reduced.
This is supported by Gray (1994) who states thetugh families may use a wide range of
coping strategies, help with, and relief from, theey-to-day pressures of parenting the child
with ASD - either through informal or formal suppef are the most successful for a
substantial number of families. Therefore, in théxt section of this review, consideration is

given to the impact of informal and formal support.

Informal support

Wolf et al (1989) identify that parents of children with ASide generally under greater
stress than those of children with other disabsgitand that social support moderated its
impact. This buffering effect is also reported ther studies (Bristol, 1984; Gill and Harris,

1991). The most common source of social suppdtiegartner or spouse of the main carer:
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and studies clearly identify the importance of thwusal relationship to successful coping.
Bristol (1985) suggests there is a strong relalignbetween paternal support and successful
family adaptation; while Fitzgeraldet al. (1997) argue that the state of the
marriage/relationship is an important factor regagdnaternal stress. Wider informal social
support is also important (Bristol, 1984), and Raid Rimmerman (1993) found a strong
informal support system to be significantly asstadawith parents feeling able to continue

caring for a child with developmental disabilities.

The literature identifies a number of significardinds concerning informal support. Boyd
(2002) argues that it is more successful than fbseevice provision in reducing the impact
of stress within the family, and that parents wkoeive effective informal social support
relate more positively to their children. It may that experiencing others interacting with
their child, and accepting their condition, helpsgmts accept and relate to their child. Boyd
further suggests that low levels of social suppoeta strong predictor of maternal depression
and anxiety in families that have children with ASBtudies have also suggested that how
parents perceive informal social support — fromikaniriends and community — may be a
crucial factor. Weiss (2002) makes the point thetpived social support is as important, if
not more, than actual practical help; this is sufgub by White and Hastings (2004) who
identify that the perceived helpfulness of informglpport is of greater importance in

affecting parental wellbeing than the number ofrses of such support.

However, it is clear that many families that haldren with ASD receive only extremely

limited social support (Gray and Holden, 1992; Kansareas and Homatidis, 1989; Sanders

and Morgan, 1997). This situation can lead parentsithdraw from the larger community,
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because of the negative events they experienceemith of others’ reactions to their child’s
condition; this withdrawal can then in turn exa@teb the parents’ stress. In such

circumstances many families turn to statutory s®win search of more formal support.

Formal support

External support is clearly identified as a majenéfit to families of children with ASD, and
dependence upon assistance from outside agen@asmmon coping strategy (Gray, 1994).
Appropriate and effective educational provision banextremely supportive, and satisfaction
with the child’s school placement has been showmethuce family stress (Carpenter and
Herbert, 1994; Oberheim, 1996). Another helpfulrial support is parent training: positive
outcomes have been identified both with regardajing skills training (Erginer-Tekinalp
and Akkok, 2004) and to psychoeducational and paremagement training (Bristet al.,
1993; Shields, 2001; Shields and Simpson, 2004p8off and Fabko, 2002; Sofronddt al,
2004). In many cases, however, more direct supporteded; and some of the most common
— and important — forms of formal support are sloeiaks services. | will now move on to

review the literature regarding such services.

2.4. Review of the literature regarding short break

In this section | will initially present a brief $torical overview, situating models of service
delivery in their historical and societal contelsgfore discussing the literature concerning
short breaks, at first with regard to families wiisabled children in general, and then

concerning those that have children with ASD.
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2.4.1 Short breaks: an overview

Historical perspective

Formal short breaks have been known by many namestbe sixty year period that they

have been provided: relief care, respite care, tdbon care and short breaks. The
terminology has changed as service provision hasn beeconceptualised: originally

understood as providing parents with relief frora bBurden of caring for a disabled child, it is
now recognised as needing to provide positive dppdres for the disabled child as well as
the rest of the family. Services for families thaid children with learning disabilities began
shortly after the Second World War, where childregre admitted to hospitals to provide
their families with ‘relief care’ (Oswin, 1984). ldith services remained the main provider of
short breaks for many years. Policy documents ¢sidering the 1970s acknowledged
parents’ and carers’ needs for regular breaks, cadig the development of ‘respite care
services’ (Department of Health and Social Secufig871; National Development Group for

Mental Handicap, 1977; Committee of Enquiry into riéé Handicap Nursing and Care,

1979). As a result, service development began witbcal authority social care settings,

initially comprising residential services, with thest family-based schemes emerging in 1979
(Stalker, 1996). Nationally, a wide range of seegiciow exists, within local authority, health,
voluntary and private sectors, providing both restthl and family-based short breaks to

disabled children and their families.

Short breaks have been identified as a key sugdportamilies with children with ASD
(Beresford, 1994; Bristol and Schopler, 1983; Faetal, 1990; Geall, 1991; Preece, 2000).
The two main models of short breaks services cdliabove are the most common types of

provision. In family-based services, generally knaw the UK as Family Link, the family of
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the disabled child is linked to another family,families, who provide short periods of care
for the child ranging from a few hours to a fewhigyat a time (Prewett, 1999). The Link
Family is paid a small amount of money per sesdizsnational average is £44 per 24- hour
overnight period (Cramer and Carlin, 2008); howebecoming a family link carer is largely
understood as an altruistic gesture (Prewett, 2000Yesidential care services, short periods
of care, ranging from one to several nights atnaefiare provided in a residential home
employing care staff. Other services that may bevided include sitting services and
‘befriending’ schemes (Prewett, 1999), holiday scbe (McGill, 1996) and short breaks

provided in the service user's own home (OlsenMadlin-Prothero, 2001).

In general, all of these services are free to fi@nhssessed by local authority social workers
as requiring such support. The range of short Isreskvices provided (and who provides
services), eligibility criteria regarding access dervices, length and frequency of stays,
staffing levels and activities on offer all varytlween local authorities; there are no set
patterns or models required. However all short kseservices where the child stays away
from home overnight are regulated by Ofsted ancek haxcomply with national minimum care

standards (Department of Health, 2002a, 2002b)ll haw move on to discuss these models

of service provision more fully.

Models of service provision

Family-based short breaks are generally providedobsl authority social care services or
voluntary care agencies, and are identified asngaa number of advantages due to the
domestic, non-institutional nature of the provisidime child is guaranteed a high level of

one-to-one care and interaction, and communicdigiween the child’s own family and the
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host family is generally good. In a number of stisdiparents and siblings report that they can
enjoy a break, confident that the disabled childoésng well looked after (Bradley and
Aldgate, 1996; Hughes and Hind, 1989; RobinsonStatker, 1989); and this type of service
is generally viewed positively by both parents grdfessionals (Stalker and Robinson,
1994). However some caveats are raised. Robing8v &) suggests that children considered
‘easier’ or more likeable are more readily placadgd Cramer and Carlin (2008) show that
teenage boys with ASD or ‘challenging behaviourg the most difficult to place. Bradley
and Aldgate (1996) report that some parents featr $hch services may undermine family
relationships and integrity, and also that someilfasnhave experienced many disruptions.
Furthermore Cramer and Carlin (2008) suggest thatavailability of family-based short
breaks seems to be shrinking, with the total nunalbehildren using services reducing from

7521 to 6761 between 1999 and 2008.

Residential short breaks are also provided by aewa&hge of agencies, including local
authority social care and education departmentsltthecare services and voluntary
organisations. The trend over the past twenty-figars has been a reduction in residential
services, as family-based services developed. Ghége has occurred for a number of
reasons, ranging from the philosophical, such asirtipact of the concept of normalisation
(Wolfensberger, 1972) on social work policy andcgicee (Dalley, 1992), to the financial:
residential care is more expensive than family-Bassee or other models of family support
(Netten, 1996). Nevertheless, residential shorakksecontinue to perform an important
function (Dowling and Dolan, 2001a). Family-basedvies tend to be used by more affluent
families, or those with less demanding children Qdokey and Adams, 2000): thus

residential services are of particular importarcéatnilies from low socio-economic groups,
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or those who have children for whom it is difficuli recruit carers, such as those with
challenging behaviours or high levels of dependdiM@Conkey and Adams, 2000; Orlék

al., 1990) and from minority ethnic communities (ShE992).

Research comparing users and non-users of shoakdrelentifies that stress levels —
particularly in mothers — appear to be lowered whshort breaks are available (Chan and
Sigafoos, 2001; Factat al.,1990; Gray, 1994). Many parents who receive satiefy short-
term care consider it significant in enabling theentontinue caring for their child (Beresford,
1994; Preece, 2000). However, not all findingshis tarea have been positive. Hartrey and
Wells (2003) found that the use of short breaks tedresultant experience of separation
caused guilt and stress in mothers. Aribal, (2004), examining the impact of short breaks
on reducing the potential of child abuse, found #hert breaks alone did not result in either
significant decreases in the potential for abusengrovement in family relationships. Hoare
et al (1998) suggest that the use of short breaks @as sndicative of underlying carer
distress, while Chan and Sigafoos (2001) voice eorx that positive time spent separate

from the disabled child may lead to parental aliema

Dowling and Dolan (2001b) suggest a need for adtitras to the two prevailing models of
short breaks, and alternative models of servicgigpian — such as ‘sessional’ or ‘befriending’
services, where a young adult is paid to ‘befrieadlisabled youth in order to support their
accessing mainstream leisure activities — existany areas. However few developments
have been evaluated and only a handful of stuciee Ihesearched alternative short breaks
models. McGill (1996) studied a pilot summer psajpeme for disabled children. He reports

that families viewed this positively; and moreotieat a need was identified for specialist day
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time and evening activities to be developed forablisd youngsters, in addition to short
breaks and play schemes. Olsen and Maslin-Pro{2&@l) have evaluated a small service
providing short breaks, in the family’s own homer families with children with complex

health care needs. In this model, professionalseconand support the child, enabling one or
both parents to take a break. The reaction to ghisice was mixed, and problems were
identified concerning lack of flexibility and wherfamilies needed more immediate and

responsive support.

The local authority in which this research was utadeen provided a range of short breaks
services. The county’'s Family Link service had dal®@ Family Link carers working across
the range of disabilities, offering periods of cameging from a few hours to two nights at a
time. In addition, specially trained ‘contract aaféhad been recruited to work with ‘hard to
place’ children, such as those with physical digads or those with autism. At the time of
this study there were two autism-specific contcaeers, each providing 182 days of care per
year. Residential short breaks provision compresik-bed service for children with physical
and multiple disabilities; a six-bed service forildien with learning disabilities and
associated challenging behaviours; and a six-pl8®-specific service. Each of these
services was open 360 days per year, offering 2idgits care. The maximum period of care
offered in the residential homes was four nighta ane. The number of nights an individual
child might receive in the ASD specific service idgrone year ranged from 12 to 84 nights,

the average package of support being 48 nightggser(4 nights per month).
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2.4.2. Short breaks and families of children with AD and other developmental
disabilities

Despite the caveats identified above, it is geheratknowledged that successful and
appropriate short breaks help prevent family breakdand children being placed out of the
home (Abelson, 1999; Boyd, 2002). Numerous stuldaase researched the characteristics of
families who access such services. This researsiptealominantly been carried out within a
positivist paradigm, using positivist research dgesi As Porter and Lacey (2005) suggest,
this reflects the heavy influence of psychologytlms field. Factors suggested as being
positively associated with short breaks use incltige child’s gender and age (Jawed
al.,1992; Salisbury, 1990), parental age (Grant and tttG 1990), family size (Robinson
and Stalker, 1993), and the family’s socio-economtiatus (Grant and McGrath, 1990)
Many of these are identified in only one or twogaie of research. However two are widely

supported within this body of literature as beitrgisgly identified with short breaks use.

Firstly, it is suggested that short breaks tentbéoused more by families that have limited
informal social support (Boyd, 2002; Cohen, 198actbret al, 1990; Randall & Parker,

1999). Secondly, it is argued that families who dsar wish to use — short breaks services
tend to have children who are more dependent, av idive more serious behavioural
problems, than non-users (Boyd, 2002; Chadweickl, 2002; Factoet al, 1990; Marc and

MacDonald, 1988). This body of literature suggdbidt a model such as the one below
(Figure 2.2) might be used to conceptualise shad# use. Within such a model, those
families more likely to be using short breaks cobkdexpected to have children with higher
dependency and lower informal support. Those ldsdylto use such services could be
expected to have children with lower dependency angreater availability of informal

support.
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However, there is also a large body of researchredgminantly carried out within
interpretative/constructivist paradigms, and inigeging the subjective experience of parents
of children with ASD — which suggests that, on toatrary, it is those families that have the
most dependent and disabled children, or thoseaxhibit the most challenging behaviours,
who have the greatest difficulty in accessing sthoeiaks. This finding has been identified
regarding children with complex health needs (Sthaare Network, 2003), children with
profound and life-threatening disabilities (Redmamdl Richardson, 2003) and children who
exhibit challenging behaviour (Trenenanal, 1997). Considerable evidence suggests access
is also an important issue to families that havddmm with ASD, and a number of studies

have been identified concerning the use of sheahs by this population.

Figure 2.2  Factors associated with the use of short breaks séces by families
that have children with ASD: model derived from te literature
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Family-based short breaks

The generic literature highlights family-based shoeaks as a preferred source of support,
and as one with many advantages. However, whileréxpce of such services is considered
positive for most children and parents, this maybethe case with regard to children with
ASD and their families and a number of problemsehéeen identified concerning the
appropriateness and effectiveness of this servicglein Appropriate carers are often
unavailable. Prewett (1999) identified a nationlabrsage of carers for specific groups of
disabled children, such as teenagers, those withplex health needs, and those with
challenging behaviour. Almost a decade later, Craamel Carlin (2008) found the situation
unchanged. This lack of carers means that famdas be on waiting lists for services for
years without ever receiving any service (Oberheiff6; Sargent, 1995). The behaviours
exhibited by many children with ASD — such as &gty and smearing faeces — can
preclude a family-based placement even being aonrofBarson, 1998) with carers unwilling
to accept these behaviours in their own homes. &/bleitdren with ASD are linked to other
families, these links have been found to break davane frequently than the norm (Barson,
1998). The development of ASD-specific family-basade services may be a way forward
(Preece, 2003; 2008), but such schemes have nbegatformally evaluated, and recruitment

may be an issue.

Residential short breaks

As with family-based services, the literature relgay residential short breaks for children

with ASD is primarily one of dissatisfaction. Resga shows that service criteria for

residential services often exclude children withDAReasons given can include the impact of

their challenging behaviours on other service-ysarsgd the disruption they can cause
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(Sargent, 1995; Van Bourgondien and Elgar, 1990heM residential short breaks are
accessible, these services tend to be provided fpeneric clientele of ‘disabled children’,
and parents of children with ASD often find sergigeadequate or inappropriate. Research
shows residential care staff to be often consideneskilled and lacking in knowledge or
understanding of ASD (Barson, 1998; Forrest, 198ahd, 1994). Further problems can arise
for a variety of reasons, including service-usex, e types of activities on offer, ecological
factors (volume levels, space, safety and secumty)l staffing levels and training (Barson,

1998; Oberheim, 1996; Leadbeater, 1999; Sargeff)19

Writing of short breaks in general, Tarleton andciaay (2002) suggest almost a third of
children on waiting lists in the UK have ASD. Mowen, more able children with ASD, such
as those who have Asperger Syndrome (AS), may kbenel@ not to have a disability by
service providers, and thus fail to qualify for engce (Oberheim, 1996). Overall, the
literature suggests that there are not enough $ineaks services available to families with
children with ASD in the UK. Brady (1998) reportsat 55% of families with children with
ASD in Great Britain consider lack of short brealgsroblem, while Barson (1998) surveying
residential short breaks services in Wales, folwad only 7% of families were able to access

such services.

2.5. Critical Review of the Research Literature

It can be seen from the above review that thealitee regarding both how ASD impacts on
families’ experience of daily living and concernitite use of short breaks by families of
children with ASD, is complex confusing and in macseemingly contradictory. Factors

contributing to this situation are outlined in teiction.
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2.5.1. Research on the impact of ASD upon families

The literature on the experience of families withldren with ASD has been shown to be
problematic in some areas, with sometimes conti@agic perspectives being offered.
Moreover, the literature provides only a partiattpre of family experience. In most of the
literature discussed above (except where explibitusing on, for example, the experience
of siblings) our understanding of family life isdeal upon research carried out with adults —
mothers and fathers. Moreover, assertions are oftade aboufamilies based upon data
drawn solely from mothers (for example, Bristol 8I9 on family coping, and Henderson and
Vandenberg (1992) on family adjustment). Even wktatements are made concerning
parentsthese are sometimes based solely on maternaltreggoin Hastings and Symes’
(2002) study on parental self-efficacy. It is qumsible whether it should be taken for
granted that such maternal reports are necessadigative of their spouse’s experience or
that of their typically developing children, lebak that of the child with ASD (who is surely

part of thefamily).

Though numerous studies have been undertakenhatexperience of parents and siblings,
the experience of children with ASD themselves rieshander-researched. Studies have long
identified that disabled children experience situat differently from their parents (Garth and
Aroni, 2003; Raviv and Stone, 1991), but only adfahof published studies investigate the
life experience of young people with ASD (Humphend Lewis, 2008; Jonex al, 2007);
and — as with the growing number of personal acsooh living with ASD (e.g. Gerland,
2003; Jackson, 2002; Sainsbury, 2000) these terdrtoentrate on more able individuals. It
has been argued that where the child’s ability aonmunicate is severely impaired by

incapacity or age, parents are of key importanoeyiging the context by which meaning can
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be attributed to the child’s experiences and asti@ase, 2000). This has sometimes led,
even where studies focus on the child’s experietmeagesearch being carried out almost

exclusively with parents and carers (Case, 2000ai@e1990a).

A handful of studies have compared the experiefi@olt disabled individuals with that of
other adult family members (Grant and Ramcharafl2&amcharan and Grant, 2001) and
that of disabled children and their typically-dey@hg siblings (Connors and Stalker, 2003).
However, nowhere in the literature about the exgpexe of families that have children with
ASD have | been able to identify studies where éxperience of parents, siblings and
children with ASD within the same family have baamestigated. This seems a significant
gap in our knowledge and understanding of how ASLY wlifferently impact, and an area in

which research would be timely and appropriate.

2.5.2. Focus on parental experience and needs inidies regarding short breaks

Similar concerns apply concerning the literaturerughort breaks. Parental priorities have
been identified with regard to short breaks, whask reported as being common across
families with disabled children (Russell, 1995, @9%nd high on this list of priorities are
appropriate and high-quality services. Howeverjniaf appropriateness and quality in such
services can be problematic (see 2.5.6.), not thaestto the very nature of short breaks. Such
services have two recipients: the family (often meg the parents) requesting a service, and
the child with ASD who goes to the service settifige needs, wishes and perceptions of the
families (as defined here) and the children withDABIll be separate but interconnected and
potentially conflicting (Grant and Ramcharan, 20Bamcharan and Grant, 2001). Achieving

a balance in supporting botiarersandcared foris an important aspect of short breaks, but
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historically this balance has often been neglectdRlesearch has predominantly taken a
parental focus (Barson, 1998; Brady, 1998; Oberhdi®®6; Preece, 2000; Sargent, 1995),
with parents as the main respondents and pareatiafaxtion as the main measure of service
quality. The potential problems here are the saméhase regarding the over-reliance on
parental reports in the construction of our viewhaiw ASD impacts on families. The
privileging of parents’ views and interpretatiorsncminimise consideration of the child’s

perspective (Shakespeateal, 1999) and distort our understanding.

2.5.3. The views of children with ASD about short teaks

This tendency to neglect the child’s perspective Ib@en criticised by emancipatory authors
such as Middleton (1999) and Cocks (2000) who, iagg@rom within a social model of
disability, are highly critical of short breaks. &yhsuggest that such services stigmatise the
disabled child, reinforcing their status as a peabfor the family, and segregating children in

preparation for a life of separation as an adult.

Middleton (1999) considers services provided witiia child’s own family home to be, from

a philosophical standpoint, the most positive fimabdled children. MacDonald and Callery
(2004) suggest that the impact of the social mofielisability upon social work training has
been such that social workers now tend to perce@rgices that remove disabled children
from their families (even for short breaks) negaltyyv Therefore they seek to provide services
that do not remove children from their parents sTposition is supported by research such as
that undertaken by Radcliffe and Turk (2007). leitistudy of children attending a residential
short breaks service in London, conducted by sumgeparents using the service (n = 37),

over half the children were described as reactegptively to service use, with 37% showing
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strong negative reactions lasting several days. d¥ew parents still value services that
provide them with overnight breaks (MacDonald arall€®y, 2004; McConkey et al, 2004;
Preece, 2000) while their reaction to in-home sewihas been mixed (Olsen and Maslin-

Prothero).

Other authors, though not arguing against the prowiof short breaks, assert that disabled
children should be more closely consulted and wealin service planning and research into
service efficacy (Beresford, 1997; Morris, 1998asBell, 1998; Ward, 1997). Participation of
disabled children and young people in decision-mgkis an emerging area (Cavet and
Sloper, 2004; Franklin and Sloper, 2004; 2009) wotily a handful of studies directly
researching the experience of disabled childrerceaing short breaks (Anderson, 1996;
Marchant et al., 1999; Minkeset al., 1994; Prewett, 1999). Within this literature, the
difficulties inherent in accessing the opinionssome disabled children are clear (Beresford
and Tozer, 2003; Ware, 2003). Problems can occuenwbhildren have cognitive or
communication impairments (Minkest al, 1994) and it can be difficult both to ensure
validity, and trustworthiness (Lewis, 2002; Pree2@)?2), and to deal effectively with ethical
dilemmas, such as consent (Lewis, 2002; Morris8b®9These studies vary considerably in
scale and focus — from a local survey in Dundeed@kson, 1996) to a national survey
(Prewett, 1999) — but there is generally congrudmetsveen the findings. The majority of
children report that they enjoy their short-terradks, and like both the staff and other service
users; a minority have negative experiences, amdi@nappy either about the standard of care

or being away from home.
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In the main, results of generic research on dishbléldren’s experiences of short breaks are
generally positive. But are these results appleabl children with ASD? Though some
children with ASD were included within these stigliaone had an autism focus, or adapted
their design to take account of the characteristgairments of ASD. Instead, they consulted
across a broad range of disabilities. The childrensulted in Anderson’s (1996) study for
example, comprised one child with muscular dystypmne with severe autism, one with
learning and physical disabilities and nine witlrteng disabilities; Minkest al (1994)
carried out seventy-seven interviews with youngpteavith physical and learning disabilities
ranging from mild to severe — the number of youmgpme with ASD is not specifically

identified.

Focusing specifically on consultation with childneith ASD concerning their experience of
short breaks, Preece (2002) found that the charstoctampairments of ASD impact on their
ability to participate in social and communicatigeocesses such as consultation. Though
small in scale — comprising three case studiess-stindy highlights a number of difficulties
in carrying out consultation with this group, susgfyeg that generic methods of consultation
may be inappropriate for such children. It is adyuleat the characteristic impairments of
ASD - their social and communication difficultigbeir desire for sameness and routine —
may lead them to experience short breaks diffeyeintim other children. Some questions,
such as those concerning playmates and friendmezkeéo lack relevance for the children.

This study concludes that further research is rebe@dehis area.
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2.5.4. Lack of whole family focus

Difficulties arise within the literature as a resof the tendency to focus on either faenily
(which, depending on the study, may mean the mptirethe mother and father, or mother,
father and siblings — but which rarely includes dirgabled child’s perspective) or thkild in
isolation. Wehmann (1998) suggests that the neéddewelopmentally disabled children
living at home can only be fully understood withire context of their family — yet often an
artificial separation is made between the needd@family and the disabled child, both by
professionals (Widdows, 1997) and in research (Gamad Ramcharan, 2001). Within the
literature reviewed in this chapter only a handfalg. Bristol, 1984, 1985) explicitly
conceptualise families as interactive systems aedtgr focus on the needs of the family as a

whole is needed (Postah al, 2003).

2.5.5. Lack of the service-provider’s perspective

Some studies, particularly those carried out withiminterpretative paradigm focusing on
parental perspectives and experiences, are wraseif unlimited service provision is — or
should be — a given, advocating for services onatehincreased choice and localised
services (Russell, 1995, 1996). However, servicesat provided within a vacuum, and it is
important to identify the perspective of servicexpders. This includes those who indirectly
provide services — national and local governmeattiny competing demands from different
user groups, other areas of public spending, amandial constraints — as well as those
engaged in direct service provision. The costsuppsrting disabled children are high, and
research identifies the need for cost-effectiversésdies regarding short breaks (Beeclem
al., 2002, Gerard, 1990b). However, in the literatomesocial care services for children with

ASD, the issue of cost has been given little carsition and research has tended to focus on
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overall spending rather than the effectiveness adlets of service delivery (Bebbington and
Beecham, 2007; Jarbrink and Knapp, 2001; Jarbeinkl., 2003; PricewaterhouseCoopers,

2007).

Franck (2004) suggests that short breaks potgnpatdivide
“...the perfect environment for conflict and dissatiifan or, perhaps worse,
compromise that results in services that do nottraegone’s needs well(p289)
It is therefore imperative that the different paspres of parents, families, children and
service providers are explicitly acknowledged amatesl to enable understanding of the

differing viewpoints and negotiation to achieve mmpiate outcomes to occur.

2.5.6. Quality in short breaks for children with ASD

Mention of outcomes takes us to the next issueedtel on short breaks in general has
focused on the ‘soft’ outcome of parental satistect rather than addressing more
guantifiable outcomes (such as improved family fioming, improved child functioning or
reduction in disabled children placed in residdrghools or accommodated by the local
authority). Grant and Ramcharan (2001) highligh Eack of longitudinal studies; and the
paucity of studies considering the effectivenesseaices is noted by a number of authors
(Fortune and Proctor, 2001; Logan, 1999). McNatyal. (1999), reviewing twenty-nine
studies on short breaks service, are critical efrttethodology of many studies, suggesting

there is little evidence that short breaks prowdesistent or enduring benefits to carers.

Within the field of ASD, studies have measured fyand outcomes in early intervention

with children with ASD (Haywardet al, 2009; Luiselliet al, 2000; Saltet al, 2002;
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Vismara, 2009) and the effectiveness of differedwioational and therapeutic approaches
(Jordanet al, 1998; Owenst al, 2008; Reynhout and Carter, 2006; Stephens, 2808)a
range of quality indicators are suggested, inclgdihe child’s cognitive and social
development, social and communicative functioniagg parental satisfaction. By contrast,
only limited research has evaluated outcomes imkoare provision for people with ASD,
primarily within residential services for adults @ithews, 2000; Van Bourgondien and
Reichle, 2001; Van Bourgondiezt al, 2003). Quality evaluation tools have been dewdop
both for services for individuals with ASD (Drucench Reynolds, 1996; Morgan and
Reynolds, 1996; New York State Education Departni2z0@1; Van Bourgondieet al, 1998)
and for generic short breaks services (Robiretoal, 1996). However only limited research
has focused on the validity and reliability of thdésols (Beyer, 2003), and though first results

are promising, significant gaps remain in the #tare in this area.

Dempster and Donnelly (2002) identify that ethidadancial or operational concerns can
impact upon the quality of research upon outcoraest McConachie (1999) identifies the
difficulty of evaluating the efficacy or impact aidividual services upon disabled children
and their families when multiple factors affect@unes, and there are often a multiplicity of
services involved with the family and child. Laat al, (2008) further identify that families

that have children with ASD may use a wide rangentérventions (dietary, medication,

behavioural, cognitive and physical) at any giviemet (n = 5,662, mean = 5.2, range = 0 —
68). As these interventions will be in use (andngiiag) at the same time that families are

using social care supports and services, the picsunevitably even further clouded.
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Nonetheless, as Sloper (1999) asserts, it is negess move on from merely identifying
problems to proposing solutions. This is partidylamportant given that current health and
social care policy seeks to develop and definer gjeality standards with regard to service
provision (Department of Health, 1999; Departmenitiealth/Department for Education and
Skills, 2004; HM Treasury/Department for Educateord Skills, 2007). Mitchell and Sloper
(2002) identify parents’ and children’s quality ioators for a range of provision including
generic short breaks services. A further stefnénright direction — though still a measure of
‘soft’ outcomes — might be to seek to deepen owlewstanding in this area by identifying
factors associated with quality in short breakswidyle families of children using short

breaks: not only parents, but also siblings anldiign with ASD.

2.5.7. Methodological concerns

Further limitations result from methodological cents, such as the provenance of the
research, populations and sample sizes. Researctham breaks and ASD highlighting
service shortfall has predominantly been carriedbyuor on behalf of the National Autistic
Society (NAS) (Barson, 1988; Brady, 1998; Leadlredt899), local societies (Oberheim,
1996) or short breaks organisations (Tarleton amagaddlay, 2002). The research is generally
published by these organisations (which have a asnmg focus, generally demanding
more or specialist services) without being subje@ny process of peer review. As a result, it
might be argued that the findings of these studresthose that the organisations concerned

might wish to identify.

It is identified in 2.4.2. that a significant body research has been undertaken, within both

positivist and interpretative paradigms, focusimgparental stress in ASD, and studying the
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users and non-users of short breaks. However, stucties have generally been carried out
with small or potentially unrepresentative samplésictor et al. (1990) for example,
considering users and non-users of short breakgeyged only 36 two-parent families; while
Gray (1993) researched the experience of 33 fasnifidustralia. The results of studies with
populations or sample sizes of this nature areneamiessarily externally generalisable or
applicable. Many UK studies concerning the shogiakrneeds of families that have children
with ASD also have small or otherwise potentialtyepresentative samples. Barson (1998)
surveyed just fifty-three families — all of whom reeNAS members — to report on the
situation across Wales. Brady’s (1998) study atsbased on a population comprising only

NAS members.

Tarleton and Macaulay's UK-wide study (2002) isislirative of problems inherent in this
literature. Their 154-page study was publishedhsy$hared Care Network, an organisation
which campaigns for increased short breaks servidéss study is described on its cover as
‘thorough and persuasive’ by a senior NAS managyed; national and local recommendations
are made , based upon the study’s confirmatiothef ‘overwhelming and lifelong need’ for
short breaks for families that have children witlS[A (Tarleton and Macaulay, 2002).
However, close scrutiny identifies severe limitagan this study. Only six adults with ASD
were consulted, four of whom were members of an MABerger Syndrome (AS) pub group
known previously to one of the researchers; onlg o¥ this six had ever attended short
breaks. Service provider responses ranged fromifT#®sidential short breaks services down
to only 8% in sitting services. Again, the only gats surveyed were NAS members, with a
response rate of only 15%. The research does antiig how many parents of children with

ASD nationally are NAS members; however it seenmestionable that 15% of NAS members
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can be considered representative of the whole ptipal of families with children that have

ASD in the UK.

2.6. What do we need to know? The research quest®n
From this review of the literature it can be seleat information is still needed concerning
many areas relating to this topic. Four specifiegjions stand out as key, and comprise the

research questions addressed within this thesld€ a2).

The first of these is what can we learn of wholmifees’ experiences of living with ASD?
Other studies have focused largely on parentati(prénantly maternal) experiences, while a
few have looked at the experience of siblings dldoén with ASD themselves. However
none have looked in an integrated way at the eapee of whole families, comparing and

contrasting the views of different members withia same families.

Secondly, what can we learn of whole families’taties to and experience of short breaks?
Again our understanding of short breaks comes pnatemtly from a parental (usually
maternal) perspective, and more information abawt Bhort breaks are conceptualised and

experiences by whole families would add to the kiedge base.

Thirdly, more information is needed regarding wivable families (mothers, fathers, siblings

and the children with ASD themselves) considerddrbportant in short breaks services for

children with ASD, and what factors are associatgl ‘quality’ within short breaks.
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Finally, more information is needed with regardatioat factors, both within and outside the
family, are associated with whether or not familescess formal support through short
breaks? The literature on this topic is contradictand the model of use/non-use suggested
by the majority of the literature (Figure 2.2) seeaverly simplistic, and is contradicted not
only by my experience as a practitioner with almbste decades of experience in this field,

but also by some published studies.

Table 2.2 The research questions

* What can we learn of whole families’ experiences diving with ASD?

« What can we learn of whole families’ attitudes to ad experience of short breaks?
» What factors are associated by whole families withguality’ within short breaks?

« What factors, both within and outside the family, ae associated with whether or not

families access formal support through short break®

These are the research questions addressed withithesis. In the next chapter | will go on
to describe the overall methodology and researdigdeused within this study to answer

these questions.
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Chapter 3. Overall methodology and research design

In this chapter | describe and discuss the ovenadithodology and research design used
within this doctoral research. | relate the choieemethodology to the context in which the
research was carried out, to the theoretical ande&mological underpinnings of the overall

study, and to the research questions. | describg aaase study approach, using multiple
and mixed methods of enquiry, was identified asrtbst appropriate to address the research
questions, and outline the shape of the overatlystwhich comprised three discrete phases..
This chapter does not outline or discuss the methaskd in each discrete phase of the
research: these issues are discussed in Chaptefs @d 6 with regard to each phase

individually.

3.1. Epistemological and theoretical underpinnings

As | have explained, it is important to me — abeal level, with regard to my day-to-day
work— that the short breaks services | manage @eogriate to, and meet the needs of, both
children with ASD and their families, and that dnédn’s and parents’ views and priorities
should have a part in shaping these servicesalssimportant to me — within wider research
and practitioner communities — that the voices lafdecen with ASD and their families are
heard, their views and needs are sought and idehtidnd that services are developed that

address these needs.

These tenets are consistent with my epistemologioaition, which is informed by realism

(Bhaskar, 1975; Danermask al, 2002; May, 2001; Sayer, 2000), in particular mpbBon’s

(2002) model of realism. Before undertaking thistdaal research, my approach to research —
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both understanding it and undertaking it — was resslly pragmatic, seeking methodological
approaches that fitted best with the research ndetitohand. In my initial undergraduate
studies in Medieval and Modern History | had usedligative, interpretative methods in my
dissertation, while also developing an understapdihhow mixed methods, and evidence
from different sources and indeed disciplines (aechogy, carbon dating) can increase
knowledge about the same phenomenon. In my Maséssarch in special education |
undertook both quantitative and qualitative studiseece, 2000, 2002) and the ‘paradigm
wars’ of quantitative methods being positioned apased to qualitative methods (Gage,
1989; Oakley, 1999) seemed illogical. With regargarticular epistemological standpoints, |
found it easier to identify what mine was not. V8hiacknowledging the value of positivist
approaches in the natural sciences, ‘pure’ positiveeemed to me unsuited to researching

social phenomena.

At the same time, relativist approaches seemedemaate as a way to conceptualise the
experiences and understanding gained in thirtysyeamworking in personal social services
with severely disabled children and their familiEsr example, it is clear that ‘autism’ is a
social construct: a strong reason behind the isarganumbers of people identified with
autism is that the diagnostic criteria have shitbedr time. Before the 1940s, when Kanner
(1943) first described autism as a condition, dt Wbt exist as a recognised entity. Since then,
numbers have increased dramatically as the parasniesee widened and autism has been
conceptualised as a spectrum disorder. In the paésin European cultures, children on the
autism spectrum might have been viewed as ‘chamggl(Leasket al, 2005; Waltz, 2009).
Corbett and Perepa (2007) show that still todayyrtanguages and cultures have no word —

or concept — for autism; and children with ASD sti# dying during attempts to exorcise evil
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spirits blamed for causing their condition (BBC Ngw2003). Nonetheless beneath these
varied ways of understanding the world lies thedhagality of impairment, which exists

independent of theoretical beliefs or concepts alisunature.

Moreover the devaluing of both quantitative andlig@tave methods associated with pure
positivist and relativist standpoints seemed urfaélpo me. It seemed to me equally
appropriate that ethnographic methods should bd tsehed light upon the experience of
working-class women at home (Hobson, 1980) andrdraomised, controlled trials should
be used to test flu vaccines (Munek al, 2009). The flexibility offered within a realist
perspective fits well with my ‘natural’ stance awith my position with regard to using the

appropriate methods and tools to do the task at.han

May (2001) suggests that the function of sociatmsiific research within a realist paradigm is
to identify the structures and mechanisms of tlegasovorld, to

“...uncover the structures of social relations in orderunderstand why we then

have the policies and practices that we’qp12)
This social world is complex and stratified, incorgting individual, interactive, institutional
and societal layers: the role of a realist reseatally to engage and address these different
layers of reality. Realism asserts that the knogdéednd understanding people have of the
social world in which they live affects their bel@aw. Moreover, although people’s
understanding about the social world may be incetepbr partial and they may not be
directly aware of the underlying mechanisms of #gwcial world, these mechanisms
nevertheless affect their experiences (May, 200hjs fits well with my reading of social

concepts such as ‘hegemony’ (Gramsci, 1998), wheosal structures (such as how public
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services are understood and delivered) and ‘comseose values’ are seen as transient and
ideologically created (Hall, 1980) (for examplethim my working lifetime there has been a
shift from a general understanding that the sthtmilsl provide welfare support towards a
culture of choice and individualisation which ha&seb philosophically and politically driven).
The task of realist scientific enquiry within a sdcscientific context is to develop theories to
explain the real world, to test these theories dyonal criteria, seeking to explain how
actions and mechanisms, within specific contextedpce events. Knowledge about and
within this social world must be viewed as a soandt historical product, which may be

specific to a particular time, place and culturelfgon, 2002).

My research is further informed by family systerhedry (Seligman and Darling, 1997):
instead of considering ‘parents’ or ‘disabled cteld separately, families are considered as
interactive units comprising discrete yet interdegent individuals, with individual and group

needs. Family systems theory is discussed in dataill.

3.2. Linking theory and methodology

These theoretical imperatives — that realist re$easithin a social context must be concerned
with critical interpretation, and that researchonnfied by family systems theory should take
account of whole families’ experiences — underpnms tresearch. Using a three-phase
approach, | seek to interpret how daily life is esenced by all members of families that
have children with ASD; how the condition of ASDdaits impact are variously interpreted

by families and by social workers, the gatekeeperformal social support, and how the

social practice of ‘short breaks’ is experienced amerpreted by the members of families

that have children with ASD. Finally | synthesigee tfindings of the three phases of my
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research to construct a model describing the mystemic processes and interactions

associated with short breaks use or non-use.

As identified above, it is necessary to identifydanterpret what this practice means to the
various individuals and organisations that intesaithin it. Participants may hold differing
assumptions and beliefs dependent upon the rolepla in the practice and the tradition
that exists within that role (e.g. parent, childlwASD, social worker) within the specific
time and place in which the research is being edraut. The impact of these assumptions
and beliefs can be far-reaching and deeply-feltiidedn with ASD and their families
experience significant stress and social exclusiotih because of the inherent problems of
autism, and due to oppressive and restrictive ¢mmdi and mechanisms within society (for
example, the value placed by society on disableglpe and on meeting their needs and the
needs of those that care for and live with thenmis Btudy’'s research questions are clearly
linked to both the results of the literature reviamd to my epistemological position: that a
social practice such as ‘short breaks’ can be @égydiaonly through interpretation, and that
research should not only collect observations, disb examine the mechanisms that affect

choices and inform or inhibit the actions of theaarched.

Similarly, the overall methodology and the researnbthods selected to answer these
research questions are clearly linked to my reg@a#ition. It was important to me at the
outset of this research to identify the many wawysvhich | differ from the families who are
the subjects of my research. | am a practitionseaecher in my early fifties; the parents in
the study were mostly aged between their late-twsrand forties, with children aged from

toddlerhood to young adulthood. | have thirty yeaeosking experience of short breaks across
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health and social care settings; families will haveore limited experience as service-users,
if they have any experience of service use atldllave over fifteen years’ experience of
working with numerous children across the autisfiectrum, from those with severe learning
disabilities to individuals with Asperger Syndronfamilies’ experience will vary from a few
years to eighteen years and will be with fewerdreh, but will be of constantly living with
autism. | trained as a teacher in the late 197@saana social worker in the early 1980s and
have experienced how services have changed andbgedeover time; families may never
have considered these services until they needasetthem, and their perspective may focus

solely on their problems, needs and wishes in ére hnd now.

All these points show how as an experienced pragét | inevitably hold a number of pre-
understandings (Usher, 1996) about ‘short breakd’ social care support, arising from my
training, my experience and my personal leaningsesé pre-understandings may be
inconsistent not only with those of the familiesonre the subjects of the research, but also
with those of other researchers. It was therefaia to me that the research was grounded
within the experience of families with children WiASD as well as within the literature. For
this reason the research tools used to investigatexperience of families with children with
ASD were designed in collaboration with familiesr the first phase of the research,
surveying families through the use of a questiamnaihe survey tool was designed in
conjunction with parents of children with ASD fraan adjoining county. In the third phase of
the study, where interviews were carried out withole families, the initial interview
schedules were trialled with parents who had preshoused short breaks; and the tools and
visual supports used to aid consultation with thigddeen with ASD were developed through

discussion with their parents, siblings and in saases the children with ASD themselves.
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This decision, arising from my theoretical and p&dphical position, impacted on the
research design. For instance, the literature |ig@s association between family stress and
short breaks use (Chan and Sigafoos, 2001; Fattal, 1990; Guralnicket al, 2008). This
initially led me to consider using a formal toolckuas the Coping and Stress Profile (CSP)
(Olson and Stewart, 1995) or the Coping Health mbeey for Parents (CHIP) (McCubbigt

al., 1983) to formally assess levels of family streghin participants. However this did not
sit comfortably with my desire to develop the resbawith “the researched”, and in
conjunction with my supervisor | decided that imqmaating such a formalised measure would
be inconsistent and inappropriate, and that fonmastigation of family stress levels fell

outside the parameters of this study.

Similarly, acknowledgement of my professional rpkecluded investigation of some areas
the literature identified as deserving further imguThe literature review identifies a paucity
of research regarding service provider perspecii2eés5.). Within the local authority under
scrutiny, | manage staff providing direct servitedamilies that have children with ASD. |
have also written much of the documentation andcpokgarding these services. My pre-
understandings (Usher, 1996) about short breaksdwamlour my analysis. Working day to
day in this field | am inevitably impacted by myrpeptions of “how things are”. However
these perceptions are only anecdotal. They havbeawt obtained scientifically, and potential
for self-deception exists in such situations (Gitby 1993). Furthermore, there are inherent
issues of role conflict as well as dangers of mg @dfecting the data collected. | strongly
believe this aspect of “short breaks provisiontvisrthy of study; | equally believe it would

be inappropriate for me to do this in this reseatting.

64



3.3. Combining methods: the overall research design

The research questions that | address in this strising out of my review of the literature
and experience as a practitioner, are as followbhatWwcan we learn of whole families’

experience of living with ASD? What can we learnwafiole families’ attitudes to and

experience of short breaks? What factors are assdcvith quality in short breaks services
by whole families? What factors, both within andtside the family, are associated with

whether or not families access formal support tghoshort breaks?

To address these questions it was first neceseailgfine the study geographically and with
regard to size. Limitations of previous researcbntdied in the literature review included

small sample size and concerns about the repréisemass of samples. It was therefore
decided to seek to undertake this research withicse to a whole population (within a given
area) as possible. As the research was supportdeebgcal authority within which | worked,

thus facilitating accessibility to the populationyas decided to locate the study within this
area. Therefore the overall study would be a casgysresearching family life and short

breaks use/non-use by families that have childngim ASD, within this local authority.

3.3.1. Case study

Case study research is often associated with @seaith a small number of subjects
(perhaps just one) and assumed to carry implicattbat data will be unstructured and that
analysis will be qualitative (Gommet al, 2000). However, Edwards and Talbot (1999)
helpfully define case study research as being walith the study of a unit of analysis and
that this unit may be

“...an individual, a family, a work team, a resourcen anstitution, an
intervention” (p51)
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In planning this study, it was the interventionpghoreaks, which | identified as the unit of
analysis. The boundaries of the case are cleafipetl both geographically — by location
within the local authority — and by diagnostic eria and age — families must have children

with a diagnosis on the autism spectrum no old&n B8 years at the start of the study.

3.3.2. Combining methods

Edwards and Talbot (1999) further identify how tigaan be built into case study research
through the use of triangulation. Among the methtitey discuss are gathering information
from a range of participants and utilising sevenathods to address the case. Volketaal.
(1997) criticise the tendency of researchers infiblel of ASD to consider data such as
observation or parental comments in isolation, @odsider such approaches open to
challenge. Cohen and Manion (1994) suggest thatgusiultiple methods in researching
human behaviour can help minimise the distortiod &ras that can result from relying
exclusively upon one method or source of data. Withis study a combined methods design
— using both quantitative methods (surveys) andlitatise methods (semi-structured
interviews and observations) is used to addresgdabearch questions. Such a design may
seem problematic to researchers who believe thantfative research’ and ‘qualitative
research’ represent two separate paradigms (Cla8@9; Saleet al, 2002). However as
Kushner (2002) writes

“...this is a false distinction...Paradigms are basedvatue positions, not on
choice of methods(p257)

Combining methods in this way to gather data frowide range of complementary sources is

consistent with a realist perspective. Realism askedges that social phenomena are varied

and complex and that different methods may be agate to different aspects of an enquiry.
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“The social phenomena that we study ‘on the groundhe real world are
unarguably complex, dynamic and contextually deersWe need to marshall all
of our multiple ways of knowing, and their assa@iamultiple ways of valuing, in
the service of credible and useful understanding. Méed to adopt a mixed-
method way of thinking about evaluation, especialbcial and educational
program evaluatiori (Greeneet al, 2001, p25)
This reinforces advice from the British EducatioRalsearch Association which states that
“...it is important to emphasise that there is no otrategy which is always
going to be appropriate for every piece of reseanodertaken. It is very much a
matter of...fitting the method or technique to what bieing investigated
(Campbellet al, 2003, p5)
Gorard and Taylor (2004) and Greeeteal. (2001) argue that combining quantitative and
qualitative methods can result in more coheretigmal and rigorous research, bringing about
a deeper understanding of the social phenomenorrusctutiny. Among the potential
benefits of combining methods are the productiomofe comprehensive findings, greater
validity; and the development of more credible amsightful inferences. | also felt that it

would be beneficial to me — as a student research@undertake research that enabled me to

develop skills in using both quantitative and giaéive methods.

It was clear to me at the outset that | neededséothhose methods that would most fruitfully
and effectively enable me to generate data to anthweeaesearch questions. At that point, the
only definite research method identified was the 0§ a questionnaire, to gather initial
quantitative and qualitative data from as closé¢ht whole population as possible. Though
the nature of the research questions was suchl thatl identified that | would carry out
interviews with families at some point, | had aatttime no idea of with whom these would
be carried out, how many interviews, or what theiact content would be. | intended the
direction of the research to be data-driven, areteflore research design, as well as its

analysis, was an iterative process.
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3.4. Outline of the resear ch project

| wished initially to obtain quantitative and quative information from as close to the whole
population of families that had children with ASB possible, regarding the four research
questions (to identify their experience of livingthw ASD, their attitudes towards and
experience of short breaks (including levels of/meruse and the types of services used) and
factors associated with use or non-use of suchcesnand with quality). | also wished to test
hypotheses regarding factors identified within lttexature as strongly associated with service
use or non use. In order to do this | decided tstract a questionnaire in conjunction with a
group of parents of children with ASD from a neighhing local authority (so that their
experience was similar to that of the populatiomdpeesearched, but they were not part of
that population). The method used in this phasth@fresearch is described and discussed in
full in Chapter 4 (4.2.1-4.2.9). This was postedlate 2003 to as close to the whole
population that it was possible for me to identidiciting 155 responses (a 61% response
rate. This good response rate gave my findingsngthe validity and credibility (it is
acknowledged that responses generally reflect tiegvpoint of the major caregiver —

predominantly the mother).

Data analysis from this large-scale survey of parenggested two areas of study that may
shed further light on the research questions: atively small-scale examination of social
workers’ understanding of ASD and a larger invedtan, consulting directly with whole

families about daily life and short breaks.

Having an allocated social worker is identifiedtive first phase of this study (4.4.4 and

4.4.10) as an important factor in short breaks Uisiermation about how social workers
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understand ASD was identified as important in amgwethe research question focused on
identifying factors inside and outside the famigsaciated with short breaks use or non-use.
To elicit this information, | again used a questiaine to collect data; in this instance the
questionnaire was adapted from a previously pudtistool. It was circulated to the whole
population of social workers working with familigsth children with ASD within this local
authority during autumn 2004. The response rate 9% (n = 23), or almost the whole
population. The method used in this second phasthefresearch is fully outlined and

discussed in Chapter 5 (5.3.1-5.3.4).

Analysis of the family survey identified that thensple could helpfully be considered as three
subsets: families using short breaks, families wiahed to use them (but were not doing so),
and those that did not wish to use such serviceblain deeper and richer qualitative data
regarding whole families’ experiences of living WiASD, whole families’ attitudes to and
experiences of short breaks, factors associatddshibrt-breaks use and non-use, and factors
associated with service quality, | consulted disegtith whole families from these three
subsets. Forty-two semi-structured interviews wameied out during the spring and summer
of 2005 with members of fourteen families. In tveanilies, parents were interviewed but did
not wish their children to participate. In two fugr cases, children could not participate in the
interview process due to their profundity of impaént; they were instead observed in both
home and short breaks settings. Where parental iggon was given, visual tools and
supports maximised the reliability of the childnerth ASD’s responses. Interview data were
supported by the use of documentary evidence, divedu policy documents, social work
assessments, and children’s files and daily niotes the short breaks settings, facilitating

triangulation within this phase of the researchd aontributing to triangulation overall
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(Robson, 2002). The method used in this third ptadsine research is fully outlined and

discussed in Chapter 6 (6.2.1-6.2.8).

The analysis of the data from each phase of th#ysdnd its re-analysis in the light of the
findings from the other phases enabled me to anweresearch questions and to develop a
model illustrating families’ use or non-use of dhaneaks. Figure 3.1 below shows the overall

design of the project as it developed; Appendixdvigles a detailed timeline of the research.

Figure3.1  Design of the research study

Survey of families that have
children with ASD (n =155)

l

Analysis
Survey of social Interviews/observations
workers (n = 23) with whole families that
have children with ASD

| ]

Analysis

Analysis

\v/

Re-evaluation, synthesis and
development of model
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3.5. Ensuring reliability, validity and trustworthiness
Reliability is concerned with

“...the consistency or stability of a measure; if (Htedy) were to be repeated,
would the same result be obtairieRobson, 2002, p93)

As such, the concept of reliability is generallydarstood in terms of replicability. However,
obtaining such reliability when researching in aigbcontext, as in this study, is impossible.
Data is dependent on respondents’ interpretatiothefquestions. This can change due to
personal or environmental factors. For exampleaegemt’'s response to the same question
might change if their child’s behaviour deteriohté services decreased or ceased, or even
as a result of being in a different frame of mikdw social workers might answer the same
question could vary as a result of a number obfactsuch as undertaking training or working

with different families, or with children with défent needs.

Within this study as a whole, reliability is soughtrough the use of mixed methods and
multiple sources of data. This enables triangutatio be undertaken, providing multiple
perspectives upon the phenomena of living with ABId short breaks, and increasing rigour.
The robustness of the family survey tool was testggiloting and carrying out the main
research in two separate counties. These counties some similarities though there are
significant differences (the pilot county has marban areas and a higher ethnic minority
population), which could potentially impact upoplieability. However,

“...reliability in terms of consistency cannot...always @ goal. Reliability in

terms of getting the best information available dmdgilding up as rich and

complex a picture should B€Edwards and Talbot, 1999, p.83)

Robustness within the survey of social workers teated by piloting the research tool with

another group of social care professionals who eskith the same population of children.
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The concept of validity
“...concerns the accuracy of the questions asked, #ta collected and the
explanations offered...It refers to the quality otadand explanations and the
confidence we might have that they accord with whdtue or what is real
(Denscombe, 2002, p100)
Validity is crucial to research design, and Rob&#002) stresses the importance of ‘construct
validity’ — ensuring that the design meets its @38 This was addressed in the three-phase
study by a number of actions. The design withinheplbase was piloted and amended as
necessary to ensure that the questions asked iwvéoe purpose to provide good data in the
areas | wished to explore to address the researestigns. | checked for ‘face validity’ or
reasonableness by comparing the data to that pedducthe pilot study, and with my own
pre-understandings and experience. Within the wweeys, | used as large a sample group as
possible. The response rate in the family survey 6&&6, and comparison with the county’s
special needs register identified the sample aesponding closely to the whole population
(see 4.2.8 and Table 4.2). The response rate ésuhvey of social workers was 96%. As
such, the samples obtained can be considered eesegpative and the design as appropriate
(Edwards and Talbot, 1999). Within the family inviemws, the underlying design — seeking
the views of different members within the same fawi— and the use of purposive sampling
to identify the families interviewed, as well a® taverall number of interviews undertaken
(42 within 14 families), all strengthen validityl designed the family survey, and designed
and trialled the interview schedules in conjunctiith families with children with ASD. |
adapted the social workers’ questionnaire from evipusly published and validated tool
(Mavropoulou and Padeliadu, 2000). Furthermorediasussed with regard to reliability,

triangulation was undertaken, using multiple datarses, and the whole research design is

driven by the data and the literature.
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Lewis and Lindsay (2000) highlight the need to eegsbat the data are valid, and accurately
reflects the perspective of the child, whether $yrgi that time, or on a more permanent
basis. They highlight that this can be negativeigaied by questioning techniques that
inhibit the child’s expression, or by failing to st the research tool to take account of the
child’s age and developmental level. In the fartityerviews’, the tools used to consult with
the children with ASD were individualised and adajto suit the children, using my skill and
expertise as a practitioner working within this Idiewho delivers training to other
professionals regarding communicating and congulith children with ASD. In the same
way, | used the skills gained in thirty years ofrling with children to ensure that the

interviews with siblings were appropriately pitched

To further maximise validity, | ensured there wesnsparency and explicitness about all
aspects of the methodology and procedure of thearel; and the validity of qualitative
analyses throughout the study was tested by edfyenating samples of data and checked for

inter-rater reliability.

3.6. Generalisability

External generalisability cannot be claimed foheitthe whole study or the parts thereof, for
the opinions and experiences both of families ahdozial workers in different areas are
shaped by many factors, including the level andesypf service provision available (for
example, ASD-specific care services had been ésialol in the county used for more than a
decade). Moreover, social and demographic factiwes ¢ounty is largely rural, with a low
ethnic minority population) would make direct compan untenable with areas such as inner

cities (even within other local authorities in England aNdles where the same legislative
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framework governs service provision). My complBteD research is in effect a large case
study of a ‘singularity’ (the experience of thesenflies with children with ASD) within a
stated boundary (this county at this time). Acklemging the study’s limitations, it is
suggested that the findings may have value, pangigtatements of ‘fuzzy generalization’
(Bassey, 1999) to be made. Both Bassey (1999) aniifitld (1998) suggest study of
singularities such as this might have more gemetalance, in that the findings show

“...that something has happened in one place and tmaay happen elsewhete
(Bassey, 1999, p.52)

As such, ‘fuzzy generalization’ therefore offershars the opportunity to see if similar

findings can be drawn elsewhere.

Such then is the overall design of the researcbrtegp on within this thesis. In the next

chapter | shall move on to discuss the first pledgbis research study: the survey of families

within the local authority area.
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Chapter 4: Survey of families with children with ASD

In this chapter | describe and discuss the firsag#h of my doctoral research in which |
surveyed, as far as possible, the whole populatiofamilies with children with ASD within

one local authority with regard to their experienaiedaily life and short breaks. | investigate
three of the four research questions: those coringrfiamilies’ experience of living with

ASD, their attitudes to, and experience of, shoglaks and factors both within and outside
the family associated with short breaks’ use. Quiatine and qualitative data were collected
and analysed to explore how the impact of ASD veasegived and what services were being
used across the population. It was accepted that data elicited would be partial and

exploratory, as only parental perspectives wouldalseessed, and in the main that of the
principal respondent only. Information about thergmectives of other family members on
these questions, and information about the fouetearch question, concerning perceptions

of quality, were collected through the intervievuscdssed in Chapter 6.

4.1. Families with children with ASD, family life and short breaks

The literature review concerning everyday life mmilies with ASD (2.5.1.) and their
experience of short breaks (2.5.2, 2.5.3) presantxlear conclusions. Furthermore, the
review identified methodological limitations withthe literature, with many studies having
small or potentially unrepresentative samples {2.5herefore, this survey was designed to
elicit data from as close as possible to a whotegggphically-defined population of families
with children with ASD, investigating their expemnize of living with ASD, their attitudes to,
and experience of, short breaks and identifyingtofgc within and outside the family

associated with short breaks’ use.
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4.2. Outline of method

4.2.1. Description of sample

Acknowledging that the sample should be as reptasea of the whole population as
possible (Edwards and Talbot, 1999) | wished tduihe as close as possible to all families
that had children with ASD in the county. Fortumatey employers (the county council)
supported my research. This helped both in regardctess to the sample group and in

meeting costs associated with the research.

The potential population comprised all familiestthave children diagnosed with ASD in this
county who were registered on the local authoritggister of disabled children at the time
the survey was carried out in autumn 2003 (n = .2Z¥VBis register had been widely promoted,
and comparison with Health Authority and Local Ealimn Authority databases suggested
that 70-80% of families had registered. Howeverdhto reach’ families who did not want

any contact with services would not be includethmpotential population.

4.2.2. Survey instrument

A self-completion postal survey was selected asmbst appropriate data collection tool to
answer the research questions. Such surveys affaifisant benefits when undertaking
exploratory studies such as this. They are the raffsttive way of obtaining information
about a large set of people, they quickly provalgé amounts of standardised data, they are
relatively unobtrusive, which can help responseesiatand they can ensure anonymity,
maximising frankness and validity (Edwards and ©§l1999; Robson, 2002). Potential
disadvantages include low response rates and nesstadding the questions; actions taken

to address these issues are discussed in 4.2.6.
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4.2.3. Survey design

As discussed in 3.2 | was aware of my potentialymeéerstandings and prejudices regarding
short breaks, and therefore wished to ground theareh not only in the literature but also the
experience of ‘the researched’: families that hakédren with ASD. Findings from the
review of the literature are discussed in Chaptef® engage with the researched, survey
design was undertaken in collaboration with pareftshildren with ASD. To ensure these
parents were similar to the research sample, butram the same population, | contacted a
neighbouring county’s local ASD charity; this grogppported me in contacting parents to
collaborate on survey design and in piloting thevey. The county was comparable to the
research site in terms of size, population andhat tts social care services included both

ASD-specific and generic services.

Parental involvement in the design process

The parent group comprised mothers and fathers, fooin families using short breaks and
those that did not. Two meetings were held. Atfitse, in July 2003, | presented them with a
number of issues for discussion (e.g. ‘respite 'cassues for families’). | facilitated and
recorded the discussion, noting their points ohpahart. After the discussion, to maximise
reliability (Silverman, 2001), the families confied the accuracy of the recorded information,
and the data were collaboratively classified intmeral themes. These themesgormation,
individualisation, inequality, availability, undegending of what services were for, and
choicg informed the questionnaire design. A draft questaire was taken to a further ‘pre-
test’ meeting with the parent group in October 200Be group reviewed each question’s
wording, clarity and potential responses, and ammamds were suggested and made. Changes

were also made regarding the coding of responses.
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Areas of questioning and hypotheses

The literature review, parental collaboration angl professional experience led me to decide
that the survey would need to provide descriptiiermation about the child with ASD, the
family, and their experience of and attitudes talsamformal and formal support. The
literature review also suggested that limited infal social support and high child
dependence were associated with short breaks tgesiliggested two hypotheses that could
be tested through the survey: that families who sis@t breaks had more limited informal
social supports than non-users and that usersoof Isteaks had children with higher levels of

dependence than non-users.

4.2.4. Methodological considerations

Gaining access to the sample group

Registration on the county’s database of disabhédren was voluntary: no details were held
without consent. All families were aware this detse was used to provide information for
planning and service development and had conséotbd contacted to take part in research
at the point of registration. This research waseutatken with local authority approval and
adhered to its research governance procedureseféhelit was possible to gain access to this
group of families. In the questionnaire, familieeres asked if they would be willing to
participate in further research. Thus this inits@mple identified the population for the

interviews carried out later in the project.
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Survey size
Survey size was determined by the population wiDAon the county’s register of disabled
children. When planning this research in early 2008 stood at 278, which was estimated to

be 70-80% of the total population of such childirethe county.

Ethical issues

All research studies are impacted by ethical coreceffhe study complied with BERA
Guidelines (British Educational Research Assocmtit992) and with the University of
Birmingham’s Code of Conduct for Research (Uniugraf Birmingham, 1999). Ethical
approval was obtained from the School of Educatiod from the local authority where the
research was undertaken. When the study beganalfeesearch governance procedures had
not been developed: approval was obtained by stibgif research proposal to senior

managers within Children’s Services. Specific ethissues are discussed below.

Consent

Consent was obtained from the local authority talamtake the research and to use its
resources (register coordinator’s time, printinggd gostage) and from the autism charity in
the neighbouring county for its database to be useslipport the questionnaire design and
piloting and pilot study. Consent within the desmyoup, pilot study and the family survey
was interpreted by response to the questionnairboth the pilot study and the full family
survey, a letter explaining the research and sgetkiea family’s consent to participate in the

study accompanied the questionnaire (see 4.2.6Appdndix 3).
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All documentation clearly stated that the resedutfiled two functions: to audit families’
opinions, and to fulfil the requirements of my dwel study. To prevent false hopes being
raised, documentation explicitly stated that thevesyn would not lead to immediate service

developments.

Anonymity

Anonymity was guaranteed as my only means of ifieng children was by their unique
registration number. Names were only made knownédafter families had consented to take
part in the case studies. In this thesis, all nahwse been changed, and no families are

identifiable from quotations.

4.2.5. Question design

Whilst collaborating with the parent group, | reved published tools used to investigate
families’ experience and short breaks (e.g. Robinsbal, 1994; Stalker and Robinson,
1991a). A draft questionnaire was designed, bapea the survey tool designed by Stalker
and Robinson, which they successfully used to sunam-users of short breaks (Stalker and
Robinson, 1991a). The original questionnaire wasege rather than ASD-specific, and was
outdated in its terminology: for example, it retgtrthroughout to ‘relief care’. | adapted the
guestionnaire to make it ASD-specific rather thamagic, and relevant to service users as
well as non-users. It comprised an introductioryming instructions and return details) and
guestions concerning the child and family, curies# of short breaks, future/unmet needs and
attitudes to short breaks. As identified in 4.2k tdraft was shared with the parents and
amendments were made regarding questionnaire vgpatid coding. This initial pre-testing

was followed by a pilot study.
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Dependence scale

To identify respondents’ perceptions of each chkildépendence, they were asked to identify
if their child needed help in ten areas (e.g. waghtoileting, communication). Responses
were plotted on a scale (e.g. if a child was idettias dependent in three areas, their
dependence level was three, and so on). This sadedeveloped by Robinson and Stalker
(Robinson and Stalker, 1990) and successfully use@ large scale, multi-site study

researching the experience of families with disdblehildren regarding short breaks

(Robinson, 1987b; Robinson and Stalker, 1989, 1999,; Stalker and Robinson, 1991a,
1991b). Using this scale enabled comparisons tdraen between their generic study and

this one.

Attitudinal scale

| wanted to identify whether opinions voiced in\poris research were shared and endorsed
by parents in this population, and whether attitatidifferences existed between distinct
groups of parents, such as users and non-usefsodf lsreaks. Five attitudinal statements
concerning short breaks (e.g. ‘Using respite cargices emphasises the difference between
disabled children and others’) were taken from Ketabnd Robinson’s (1991) survey tool.
Discussion with my supervisor led to agreement tihair five-point scale was appropriate, as
the mid-point (‘not sure’) might accurately reflestime respondents’ attitudes. Two further
statements relating to overnight breaks and thlsility of generic short breaks services
were added as these issues were identified assi®guthe parent group collaborating in the

design process.
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Coding
While developing the questions | began categorisang coding potential responses in
preparation for computer analysis.

“The coding process...constitutes the first step ippimg our observations into
data.” (Rose and Sullivan, 1996, p 38)

Respondents were identified by their unique DisigbRegister registration number. Each
guestion was identified by a unique code, beginnwth a letter to ensure the data could be
analysed both in Excel and SPSS (Nelson, 2002afalR001). Potential responses were
assigned a numerical code. Although | attemptettieatify all potential responses, it was
acknowledged that coding responses may be aniviematocess, and that the appropriateness

and utility of codes would be tested in the pilioitdy.

4.2.6 Actions to maximise response rate

As a major potential weakness in postal questioasas low response, actions were taken to
maximise the response rate. The questionnaire wagmkd to be easy to read and to
complete. Language use throughout was informecheyparent group and the questionnaire
was worded to be jargon-free and understandabi®meprofessionals: for example “respite
care” was used rather than “short breaks”. To ensamonymity, questionnaires were
distributed by the county’s disability register ctoator. Questionnaires (numbered with
each family’s registration number) were posted with an initial return deadline of three
weeks. A signed covering letter (Appendix 3) expdal the purpose of the research, gave
return details and identified that the survey wasngmous unless families were willing to be
available to participate in later interviews. Thaturn date and address were clearly stated,
and each letter was signed by the researcher. dsgjukstionnaires were numbered, it was

possible to identify where follow-up letters weesjuired. The disability register coordinator
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was told which numbered questionnaires had beeaivest; further questionnaires and
follow-up letters were then sent to those familidsse registration numbers she had not been

given, stressing the value of response, and reigge=turn within seven days.

4.2.7. Pilot study

Gorard (2003) states that an effective pilot steldguld be seen as a ‘dress rehearsal’ for the
whole research process including negotiating accegl respondents, delivering the
questionnaire, coding responses and analysing ddéeing amended the questionnaire and
codebook, the pilot questionnaires and coverintgretwere printed. The covering letter
differed from that used in the final survey in tiitatlentified the purpose of the pilot study as
being to ensure the fitness for purpose of thel fipestionnaire, that respondents had been
randomly selected, that the study was totally anmys and that aggregated information
from the pilot study would be shared with the lochlrity. Edwards and Talbot (1999)
suggest pilot studies of about 10% of the overafiydation. Thus this questionnaire was sent
to thirty families, selected at random from theisat charity’'s membership, but excluding
those who had collaborated in design. Questionsame circulated on 7 October 2003. Ten
responses were received. Three further envelopes mg&urned as address unknown (1) or
addressee not known at this address (2). Thustponse rate from possible respondents was

10/27 or 37%.

Minor amendments were made to the questionnainghg wording and increasing space
for responses to open questions (see Appendix théofinal version of the questionnaire).
The most significant amendment arose from the da#dysis process. Parents at the pre-test

meeting had felt that ‘medical issues’ should beluded in the areas used to identify
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dependence, increasing their number from ten teealeAnalysis of the pilot data showed
this was superfluous, as medical problems led tpedéence in other areas (e.g. sleep
problems, need for constant supervision). Furtheemamending the scale made direct
comparison with Robinson and Stalker’s study imfimssThus | reverted to the original ten

areas of dependence in the main study.

The low response rate was disappointing but | wstded that for many respondents helping
design a survey for use elsewhere may be a lowifyridt was also possible that the most

engaged families had participated in the desigegs® and were consequently excluded from
responding. The issue of incorrect data on thesteg{affecting 10% of the sample) was also

noted.

This questionnaire’s purpose was to provide dateeriable me to test my hypotheses
concerning the use and non-use of short breakstcaidentify factors impacting upon this. It
generated both quantitative data and qualitativea déhe text responses to the open
guestions). An essential facet of piloting was einguthe data were analysable. Within this
study both Excel and SPSS were used to analysetigii@e data. It was identified that
creating the dataset in Excel and coding such dataerically would facilitate analysis
(Gibbs, 2002; Pallant, 2001). Data were enteredl lixcel as they were returned, facilitating
ongoing testing of the appropriateness and utlftgodes and again amendments were made.
Though the response rate was too small for meauiisgrtistical analysis, | learned that the

dataset was fit for purpose and that data analysidd be practicable.
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4.2.8. Main survey

Two hundred and seventy-eight questionnaires wistgliited on 20 October 2003. Families
that had not returned them by 14 November (knowméoonly by their registration number)
were sent a follow-up letter and further questiorenby the register coordinator, with a return

date of 26 November.

In twenty-two cases the family had moved out ofrtguthe young person was nineteen or
older, or the child did not have ASD. Thus the fpopulation was actually 256. One hundred
and fifty-five responses were received, a respoate of 60.5%. It was pleasing to receive

such a high response rate from a postal survayigsvould strengthen the study’s findings.

Though respondents could return the questionnaiwayanously, sixty percent of respondents
(n = 90) provided names and contact details. Ftamihformation it was identified that five
sets of siblings were included in the sample. Tioeeealthough the population of children
was 155, they came from a maximum of 150 famil&s ¢f which had supplied names and
contact details). It was impossible to ascertaietiver more families with multiple children
with ASD were included in the sample; thereforéigare of 150 families is used throughout.
In the overwhelming number of cases where the redga is indicated, questionnaires were

completed by the child’s mother (79%). Detailsegpondents are shown in Table 4.1 below.

Table 4.1 Postal survey: details of respondent wherknown (n = 85)

Respondent No %

Both parents 11 13
Father 5 6
Mother 67 79
Did not indicate male or female 2 2
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Description of sample

The county’s special needs register database haidtal information about all families that
had disabled children within the county. The questaires returned were compared with the
information on the database regarding families bzt children with autism to ascertain the
sample’s representativeness (Table 4.2). This it the sample as generally
representative. The gender split of children wasoal identical (80% boys to 20% girls in
the sample, 79% to 21% in the database. Withirsémeple and the database, 26% of families
used short breaks. Ninety-five per cent of respotedevere of White European ethnicity,
compared to 94% of families on the database. Ghldrged under-11 were slightly under-
represented (38% in the sample, compared to 44%herdatabase) as were children in
mainstream settings (34% in the sample, compar&9% on the database). However, in all

areas compared, the two groups were within 6% ol @her. Furthermore the response rate

of 155 from a population of 256 gave an accuracy/€§% at 5% significance (Malec, 1993).

Table 4.2 Comparison between children about whom sponses were

made and whole population on register

Children in Population on
sample (n = 155) | register (n = 256)
No % No %

Gender of child with ASD: male 124 80 202 79
Gender of child with ASD: female 31 20 54 21
Age of child: under 11 59 38 114 44
Age of child: 11 and over 96 62 142 56
School placement: mainstream 52 34 100 39
School placement: special unit (in 33 21 41 16
mainstream school
School placement: special 70 45 115 45
No support services used r2 46 121 47
Short breaks used 41 26 67 26
Services other than short break used 42 27 68 27
Ethnicity of family: White Europear 147 95 240 94
Ethnicity of family: Black, Afro- 3 2 9 3
Caribbean or Asian origin
Home area: north of county 61 39 105 41
Home area: south of county 94 61 151 59
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4.2.9. Data analysis
Quantitative and qualitative methods were used nalyse the data generated by the

guestionnaire.

Summary descriptive statistics (simple analysis)

All numerical information captured by the questiaina was expressed in tabular form.
Frequencies and percentages of respondents witeisgdecific categories defined within the
guestionnaire were compared and contrasted witlrdetp each question. Some questions in
the survey (e.g. age, gender, child’s school plargnuse of short breaks) were included on
the disability register registration form. Comparnisetween questionnaires returned and the
disability register database enabled the sampkpsesentativeness to be ascertained (see
Table 4.2 above). This was crucial, for to ensuakdity it is necessary that the sample is

closely related to the whole population (Robso®20

Simple analysis also provided basic informationudtibe whole sample, such as the number
of adults in the household, the child’s age andjmtiais. This was analysed by categorising
respondents — e.g. users of short breaks, non-akshert-breaks — and comparing subgroups
to identify similarities and differences. This ayga$ of the raw data provided the figures to
test my hypotheses though statistical tests weyeined to ascertain statistical significance.
Means and deviations were calculated to compargreups within the sample. This

provided important information (e.g. the mean Iseval dependence of children of users and
non-users and the standard deviation from thesensnédentifying the range of dependence
within each category). Moreover, as Robinson aradk&t's study identified mean levels of

dependence for the children of users and non-udeshort breaks, simple analysis allowed

comparisons to be drawn between their study arsdotine.
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Statistical testing

Statistical tests were used to go beyond merelyemteng the data, and move on to analysing
patterns within them, and differences between suljgg. To test the hypotheses, categorical
data were analysed. Given the number of respomseslb5), chi-square was identified as an
appropriate test and data were subjected to clarsqesting using a software package (Tall,
2002.) Chi-square is a relatively simple test, sag thus my first choice of test. If the results
were significant, then they would also be significasthen using a more powerful, but harder
to use test. If the data had closely failed to hesignificance using chi-square then a more
powerful ordinal test, such as the Mann-Whitney tjUK@lmogorov-Smirnov tests (Field,
2000; Robson, 2002) could have been used to comgameps and clarify any small

differences observed.

Analysis of text

Content analysis was undertaken regarding therésygonses to open-ended questions. This
technigue consists of establishing a series ofgoaies, then counting frequencies within
those categories. Categorisation must be preaséhat different coders analysing the data
can achieve the same results. Silverman (2001)tifeientwo factors as vital in content
analysis: ensuring categories are applied consigtby different researchers, and ensuring

counts are accurate.

Two methods of content analysis were used in tiidys Robinson and Stalker used parents’
descriptions of their children’s usual behaviowko(ing up to three descriptors per child) to
analyse and categorise their main behavioural ctemstics. This same procedure was

followed here — using the same categories — totiiyedifferences between the two groups
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regarding the types of behaviour that parents ttelbe characteristic of their children. A
fifteen per cent sample of parents’ descriptionsheir child’s characteristic behaviours was
rated independently by an external auditor to a@ss$lks reliability of my categorisation.
Cohen’s Kappa (Bakeman and Gottman, 1986) was toseentify inter-rater reliability. The
commonly applied criterion is that an obtained Kap greater than 0.7 indicates that inter-

rater reliability is satisfactory. In this case=K0.9, which shows the analysis to be reliable.

In undertaking content analysis based on a giveonfseategories, attention may be deflected
away from data that cannot be fitted in (Silverm2001). There were clear reasons for using
preordained categories regarding the children’saeliral characteristics. Elsewhere a more
open type of content analysis was used. For exanplestablish reasons for non-use of
services, | first identified in the text all statents made regarding non-use. These statements
were grouped into categories, which were then talanto key themes. Responses were re-
analysed, to ensure no valid categories were ighdgain, an independent auditor analysed
a sample, to ensure reliability and validity, andh€n’s Kappa was again used to measure

inter-rater agreement (K = 0.87).

4.3. Results

Respondents to the survey were asked to provideniation about their family; the child
with ASD and their dependence, informal suppontmi@ support; and their future needs. |
shall begin by summarising the findings concernthg whole sample under these six
headings. | will then go on to test the hypothesggyested by the literature review against

this data and the results of this analysis wiltiszussed in the light of the research questions.

89



4.3.1.The child with ASD
Age of child
Children’s ages ranged from 3 years 7 months tgee8s 9 months, with a mean age of 10

years and 9 months (SD = 3.9) (see Table 4.3).

Table 4.3 Year of birth of child with ASD (n=155)

Year No % Year No %
1985 3 2 (1993 18| 12
1986 8 511994 8 5
1987 8 511995 10 6
1988 18/ 12| 1996 17, 11
1989 4 3| 1997 18 12
1990 8 511998 7 4
1991 9 6 | 1999 4 3
1992 13 8 | 2000 2 1
Sex

124 of the children (80%) were boys, and 31 (20%is.gThis is consistent with typical
prevalence rates, where the ratio of males to fesnal around 3 or 4 to 1 (Mesibev al,

1997).

Diagnosis

Parents were asked to give details of their chitizggnosis, and almost three-fifths of the
children in the sample were reported as havingagraisis of autism or autistic spectrum
disorder (ASD). Just fewer than a quarter had graiais of Asperger Syndrome, while the
remainder were reported as having severe learnsabpitities with ASD or, in about 6% of
the sample, ‘autistic tendencies’. In all cases dn4, this latter diagnosis was not used for

children born since 1991. This may indicate grediagnostic accuracy, or it may be related
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to the development of services specific to ASD #relsubsequent requirement of clarity of

diagnosis. A summary of diagnostic informationhswn in Table 4.4.

Table 4.4 Diagnostic information

Diagnosis No %
Autism/Autistic Spectrum Disorder 89 57
SLD/ASD, SLD with autistic tendencies 28 18
Asperger Syndrome, Asperger 38 25
Syndrome + any other condition ’e

Educational placement

The local authority in which the study was carrmat has, since 1990, developed a wide
range of ASD-specific classrooms, in both mainstread special schools, based upon the
TEACCH approach (Preec al, 2000), and almost two-thirds of the children wvitlthe
sample were educated either within special schoolsn ‘designated special provision’
(DSPs) attached to mainstream schools. Over aequairthe children were fully included in

mainstream settings. Further details regardingagblacement can be seen in Table 4.5.

Table 4.5 Educational placement of child with ASD

No %
Mainstream 40 26
DSP in mainstream 33 21
Special school 70 45
College 8 5
Residential school D 1
Not at school (excluded from mainstream) 1 1
Nursery 1 1

4.3.2. The family
Five respondents indicated that there were twaladl with ASD in their families. Therefore,
although data were collected regarding 155 childtleese children came from (at most) 150

families. More families may have had more than oniéd with ASD; however, this was not
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indicated on the response to the survey. Theretbreughout this thesis, the total number of

children is taken to be 155 and the total numbdamilies to be 150.

Ethnic origins of parents

In 142 (95%) of the families, both parents wera\diite European origin (this is consistent
with the ethnic make-up of the population withie tlocal authority. According to a national
census carried out in 2001 (National Statisticsir@nl2001) the White European population

of the county is 95%).

Number of adults in household
In 105 families (70%) both parents were in the lebwadd; in 11 households (7%), one parent
plus a partner were present; in 34 families (23%y @ne parent or person with parental

responsibility was present (see Table 4.6).

Table 4.6 Adults in household (n = 150)

No %
Mother and father 105 70
Mother only 31 21
Father only 2 1
Grandparent 1 1
Mother and stepfather/partner 9 6
Father and stepmother/partner 2 1

Adults’ employment status
Only 15 families (10%) contained two adults workifudj time. In 57 families (38%) there
was only one income, with 16 families (10.7%) camtay just one adult working part time.

Twenty-nine families in total (19%) contained noukdn employment. In single parent
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families (n = 34) only three adults — one fathed amo mothers — worked full time. In 53% of

these single-parent households (n = 18), the parasinot in paid employment.

Children in household

The number of children in the household (including child with ASD) ranged from 1 to 5,
with a mean of 2.3 (SD = 0.9). Almost three quart the respondents (116 families) had
two or three children; and five indicated that thed two children with ASD. In all but six
families, the child with ASD was resident in thenily home; two children were placed in
residential school, two were living in a residehtiame for children with ASD, and two were
living in other settings. Further details concegiihe number of children in the household are

shown in Table 4.7.

Table 4.7 Number of children in household

No %
One child 24 16
Two children 74 49
Three children 37 25
Four children 12 8
Five children 3 2

4.3.3 Dependence level of the child with ASD

Areas of dependence

To identify the parents’ subjective interpretatiohthe dependence of their child, and to

enable comparison both between children and betweeareas of dependence, to be made,
parents were asked to identify whether their cbilddneeded help in ten areas: washing,
dressing, toileting, eating and drinking, manadbedpaviour, occupying self, getting around,

communicating, need for constant supervision, d&eping problems.
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It is acknowledged that a child’s dependence iscifd by a number of factors, not least the
child’s age: the younger the child, the more depenhdhey might be expected to be.
Robinson and Stalker (1990) did not make any adhjests to allow for the disabled child’'s
age in their study, and therefore, to facilitatenparison, nor do | in mine. However, as is
shown in 4.3.1, the mean age of the children is $tidy was 10 years 9 months, and only 6
of the children (4%) were aged below 5 years. Harhore, the results showed that
difficulties were experienced in all these areasighendence by many children with ASD,
across the whole age range; even the least probée(eating/drinking) was one in which
almost 60% of the children were dependent. AlIm@8t Df respondents reported that help
was needed to enable their children to get out a@mout and to manage their difficult
behaviour and over 80% of parents felt that théildecen needed help in the areas of
communication and washing (see Table 4.8). Pareptsrted different levels of dependence
within these areas, and employed differing stra®tp deal with their children’s needs. These

are discussed in the following section.

Table 4.8 Dependence of children with ASD

Area of dependence No %
Managing behaviour 136 88
Getting around 136 88
Washing 128 83
Communicating 125 81
Dressing 118 76
Constant supervision 110 71
Occupying self 96 62
Sleeping 93 60
Toileting 93 60
Eating and drinking 92 59
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Managing behaviour

This was one of the two areas identified as problenfor the greatest number of children —
88% of the sample. Many parents described theldm@n as exhibiting severe behavioural
problems, including self-harm, aggression to othemsearing, shouting, destruction of
property and smearing faeces.

“Very destructive. Becoming quite aggressive. Ntsseof danger at all - climbs
everywhere, tips drinks over, hangs off curtair{®arent of 4 year old boy)

“Can become very upset, biting himself and bandisghead.”(Parent of 8 year
old boy)

Respondents describe a range of strategies thatused to help manage the child’s
behaviours. In some cases, parents use elemeiite GEACCH approach (Schoplet al.,
1995) to reduce the child’s confusion about whatappening, in a manner consistent with
that used in schools in the county. Other parerakenuse of ‘social stories’ (Gray and
Garard, 1993), a method of teaching appropriatedebrs and social rules to children with
ASD, which initial studies are identifying as beoefl (Norris and Dattilo, 1999; Smith,
2001). Many parents managed their child’s behaviguavoiding situations which they knew

to cause the child distress, and adjusting howahmely lived to fit in with the child.

Getting around

Getting around was also identified as an area inclwtalmost 88% of children were
dependent. The level of support needed ranged fwaly slightly more than typically
developing children to total support. In some cabkeschild’s dependence and reluctance to
go out and about places severe restrictions offathdy. Again, families used a wide variety
of strategies to enable them and their child to @étand about, ranging from the use of

TEACCH schedules (Schoplet al, 1995) to the use of restraints.
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In eleven cases (7%), respondents reported thated buggies or pushchairs to get out and
about with the children, even though the childreeravable to walk and had no physical
disabilities:

“Has to use special needs pushchair - can walkrbsists. We try short journeys,
then he just sits on the groundParent of 4 year old boy)

“If out in busy places needs use of major buggysagery good at wandering off.

Behaviour is more manageable in buggy as feelsisad@/n space.’(Parent of 7
year old boy)

Washing

Children were identified as dependent in the arfeaashing in 83% of cases. There was a
wide range of dependence, from children who requstgervision or prompting to those who
were totally unable or unwilling to wash themselvasd who required total support.

Children’s attitudes towards personal cleanlineased widely, from some who had no

interest in this area to others who were obsegsigiglan. Other problems associated with
washing and bathing included children having diffies understanding the sequence of

activities involved in bathing to concerns aboudesaand hygiene.

Communicating

Dependence in this area was reported in 81% okcadmost 20% of children were reported

as having minimal or no speech. Even where childmrd speak their parents reported that
they were often reluctant to do so, or experienmedblems in communicating with others.

Finger pointing and signing were strategies regbhig parents in aiding communication, as
was the use of the Picture Exchange Communicatimte8h (PECS) approach (Frost and

Bondy, 2002), a visual system for encouraging compation in children with ASD.
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Dressing

Over three quarters of the children were dependretite area of dressing and undressing.
With regard to the process of dressing/undresdimg,level of help needed ranged from
children requiring assistance with buttons, zipd Etes, to children who needed help with
sequencing or putting clothes on the right way dyuio children who required dressing
completely. Some children were reluctant to weathds at all, while others had a restricted

range of clothing, or dressed inappropriately.

Need for constant supervision
Seventy-one per cent of respondents felt that tttéldren required constant supervision. In
some cases this was because of the child’s ladkitiditive but more commonly constant

supervision was viewed as necessary to keep the safe.

Occupying self

Sixty-two per cent of respondents felt their cleldrwere unable to occupy themselves
effectively without adult help. A range of problemss identified, from children who had
limited attention to others who would engage iniraited range of activities. Parental
participation was reported as being necessary myronases if purposeful activities were to be

undertaken.

Toileting
Toileting was an area of dependence for 60% ofodil. Twenty one children (14%) were
still in nappies, 22 (14%) were incontinent both day and night and 23 (15%) needed a

parent to wipe their bottom after going to thedbiOther areas of difficulty included children
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who did not go to the toilet unless reminded, alildwho were afraid of the toilet, children
who needed supervision and prompting to completdabk in the right sequence. Even when
children were able to use the toilet, further peol$ arose due to their being restricted with

regard to which toilets they would use.

Sleeping

Sleeping was also an area of dependence for 608teothildren (n = 93). Thirty children
(19%) were reported as not going to sleep till viatg at night, 28 (18%) were reported as
waking several times in the night and 15 childr&@%) woke very early in the morning.
Some children suffered panic attacks on waking evbihers still slept with their parents.
Further difficulties included children needing tadertake bedtime rituals or requiring a

parent to remain with them until they had fallefeap.

Eating and drinking

Finally, eating and drinking were reported as beingarea of dependence for just under 60%
of children. Ten children (6%) were on special sligt.g. gluten-free, dairy-free) as their

parents reported that they had food intolerancemyMchildren had problems understanding
‘table manners’ and tended to eat with their fisgeather than cutlery; others could use a
knife and fork but needed their food cutting upitems concerning food intake ranged from

children who could not recognise they were fullotbers who did not recognise when they

needed food or drink. Many children had a restdateet and respondents also reported other

restrictive behaviours concerning food and drink.
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Levels of dependence

The data were then investigated to ascertain howynshildren needed help in how many
areas (see Table 4.9). It can be seen that verghddren need little support. Over two thirds
of the children were reported as dependent in hare areas (n = 104, mean = 7.25, SD =
2.6), with over 40 % of children being reporteddapendent in 9 or 10 areas, and almost a
quarter being dependent in all areas. Within Ratnrinand Stalker’s research (1990) the mean
level of dependence across their whole sample wasThe elevated level of dependence
across this sample supports the findings within liteeature that children with ASD have
greater levels of dependence than those with aisabilities, thus placing greater levels of

stress upon families (Chadwiek al.,2002; Factoet al, 1990).

Table 4.9 Number of areas in which children were deendent

No %
No help necessary 2 1
One area 2 1
Two areas 6 4
Three areas 7 4
Four areas 9 6
Five areas 12 8
Six areas 13 8
Seven areas 20 13
Eight areas 18 12
Nine areas 29 19
Ten areas 37 24

Medical issues

Medical issues affect 45 children (29%) in the skemipilepsy is the most common medical
condition reported, affecting 24 children (15% b€ tsample). Though the most common
condition noted here, the incidence across the kammup is slightly lower than that

reported as existing across the whole populatioth ViSD, where incidence figures are

reported as being between 18-29% (Kielie¢ml, 2004). The next most common conditions
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were bowel and digestive problems (n = 9: 6%) asttiraa (n = 6: 4%). Nine children (6%)
had multiple medical conditions in addition to thdiagnosis of ASD: the others had one

medical problem in addition to their ASD. Full détaare shown in Table 4.10.

Table 4.10  Medical conditions affecting children wh ASD
Medical condition No %
Epilepsy 24 1
Bowel/digestive problems $)
Asthma
Visual impairment
Hydrocephalus
Obesity
Hearing loss
Ear infections
Obsessive Compulsive Disorder 1
Cerebral Palsy 1
Orthodontic problems i
Eczema
Diabetes 1
Tourette’s Syndrome il
Heart disease 1
Urinary tract infections 1
Chronic lung disease 1
Dyspraxia 1
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4.3.4. Child’'s behaviour
Respondents were asked to describe their child®rgé demeanour and behaviour. Many
highlighted the complexities of trying to describéhat was ‘usual’ and illustrated the
difficulties and stresses facing the child with ASBd the whole family.
“That's a difficult one! Naomi can be very happy wery distressed. Naomi
became very upset at school at Easter and it tomk h months (screaming
constantly) before she calmed down, but has beeh mappier since the school

holidays. She is very quick tempered and does bargglf against objects when
cross - but generally happy and cheerfulParent of 10 year old girl)
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Several respondents were very positive about ttieidren with ASD, but nonetheless were
clear about the problems caused by the conditiod,the limitations that it placed on the
child and family.

“My child is great fun but can be very draining andpredictable.”(Parent of 11

year old boy)
As discussed in 4.2.9, parents’ descriptions ofrtiekildren’s typical behaviours were
compared with Robinson and Stalker’'s study to aacemny differences between the two

populations (see Table 4.11).

Table 4.11  Comparison of parents’ descriptors of thir child’s behaviours

Robinson and Stalker (19874 This ASD-specific study

1991) generic study

Users of short | Non-users Users of short| Non-users (n =

breaks breaks (n = 41)| 114)
Behaviour % % % %
Sociable, 44 42 13 14
easy going
Passive, 9 13 2 25
introverted
Active 20 23 15 11
Anti-social 26 22 50 37

Parents in this ASD-specific study (both users ao-users of short breaks) reported much
higher levels of anti-social and introverted bebavs from their children, and much lower
levels of sociable and easy going behaviour. Fumbee, families who used short breaks
reported that their children exhibited more antitgsbbehaviours (e.g. aggression, tantrums,
self-harm, running off) and active behaviours (slaitention span, noisiness, over-activity,

constant chatter) than non-users.
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4.3.5. Informal support

Respondents were asked about the sources andubls k&f informal support that they
received. The mean level of informal support adé was 2.0 (SD = 1.0), with 7.1%
receiving no informal support at all, and only #@ne number of families receiving support

from more than three sources (see Table 4.12).

Table 4.12 Total sources of informal support
No %
No sources 11 7
One source 35 23
Two sources 59 39
Three sources 33 22
Four sources 10 7
Five sources 1 1

The most frequent source of support was the maer'saspouse/partner (81%), followed by
grandparents (39%) and other children within thelear family (37%). Support from beyond
this immediate family network was minimal. Littleigoort appeared to be available from
friends (15%) or neighbours (5%). This highlighte 1evel of social isolation that can result
due to the presence of ASD in the family (Gray, 39%ull details regarding sources of

support are shown in Table 4.13.

Table 4.13  Sources of informal support: whole samgl
No %
Partner 121 81
Grandparents 59 39
Other children 55 37
Other relatives 29 19
Friends 23 15
Other 9 6
Neighbours 7 5

Over half of the children had rarely or never sthgsvay from the family home overnight

(see Table 4.14). Slightly more than a quarter estagvernight periodically with close
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relatives, such as grandparents or ex-husbandss\eswnly 4 children (3%) had ever stayed
with friends or at a ‘sleepover’. Whether or notldten stay away from home is influenced
by many factors, including, of course, the childge: however, of the 86 children who had

rarely or never stayed away from home, 29 (34%kvegied 11 years or over.

Table 4.14  Does the child stay away from home oveagnt?

No %
Frequently 30 19
Sometimes 38 24
Rarely/never 86 95
No answer 1 1

Over half the respondents (n = 89: 59%) were sadisfith the level of informal support that
they received. However, just over a third (n = 83%) were dissatisfied with the available
support.

“We hardly ever go out as a couple and find it awakavto ask relatives as they

have their own families. Our parents are elderlydaur son will not settle with
others.” (Parent of 11 year old boy)

4.3.6. Formal support

Accessing formal support

To access formal social support, it is necessanhawee a social worker undertake an
assessment of need within the Framework for Assessiof Children in Need and their

Families (Department of Health/Department for EdiwcéHome Office, 2000).

Fewer than half the children (n = 73: 47%) wer@dadted social workers. Nonetheless in
more than two thirds of the sample, parents (n 4 87%) reported that using short breaks
had been suggested to them. While social workerse wiee most frequent source of

information about short breaks (n = 53: 34%) the ofsshort breaks was also suggested by a
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wide range of other sources, including other parefrtends, teachers, doctors and other
professionals. When asked how they would find owtrenabout short breaks, families’
responses suggested a lack of clarity and infoomatbout services. While 46 families (31%)
stated that they would contact Social Servicesytér 10 families (7%) said that they would
contact either their child’s school or the locatism charity to be signposted. Over 20% of

families (n = 31: 21%) had no idea how to go alamaessing short breaks.

Need for formal support through short breaks
Respondents were asked whether they felt that ¢heyently needed formal support in the
form of short breaks. Responses from both pareete wimilar, though mothers expressed a

slightly greater need (see Table 4.15).

Table 4.15 Do you have a current need for short beks?
Female adult in household Male adult in household
(n = 148) (n = 115)
No % No %
No 61 41 54 47
Yes 87 59 61 53

In total, almost 60% of families expressed a currmed for short breaks (n = 88: 59%).
Despite this, only a quarter of families actualbceived this type of support. Forty-one
children (26%), from 39 families, attended shomrdis, with 26 children (17%) attending
residential settings only, and 13 children (8%)ngoto family-based short breaks only; 2
children (1%) attended both types of service. Tow figure for family-based care, the

preferred source of short breaks support in therditire, may result from the difficulties

identified by previous research in identifying féies willing and able to provide this type of
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service for children with ASD. This is supported tymments from respondents who had
found it impossible to access family placements.

“Social Services could not find anyone suitableshese of his height, weight and

age. He needs male carers and they had no diatrent of 17 year old boy)
Where families accessed residential short breatskgges of support below 5 nights per
month (60 nights per year) were most common (n,=6486); only 4 families (14%) reported
packages of support higher than this. The levels@gbport received from family-based
services was not identified: this is an aspechefquestionnaire that | would amend if | were

carrying out this study again.

Where families were able to access short breakporelents spoke of the benefits that the
whole family gained from this service. Commentsdated the perceived value to parents —

“Time to be a couple again. To be able to talk. d®stress. To cope better.”
(Parent of 7 year old boy)

“Able to sleep, think, eat in peace; read the paperm book; go out for a walk;
go out for an evening.(Parent of 15 year old boy)

— to siblings —
“Time to relax and spend time with the other twddren, who do miss out on
attention. A chance to recharge our batteries, apend quality time with the

other children on their interests(Parent of 10 year old boy)

“It gives the rest of us a break from him — partanly his brother, who is
regularly attacked by him.{Parent of 11 year old boy)

— and to the children with ASD themselves (partidyl with regard to becoming more
independent from their parents).

“We believe our son has developed/extended hisHifks, particularly in areas

such as communication and social interaction, akydg developing and

increasing his independence and confidence. Ttal igry encouraging for our
family.” (Parent of 16 year old boy)
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Short breaks were felt to provide families with oppnities to undertake activities which
could not be carried out while the child with ASDasvpresent and to be of significant
importance in helping maintain the family unit, aedabling the parents to keep the child
with ASD at home.

“Without respite we would not be a family. Resmitee allows me to meet his

needs and care for my son properly without becorekitausted and ill.{Parent

of 6 year old boy)

“Time to do what ‘normal’ families do. Watch TV wdeo with no interruptions.

Go to bed without him. Have a bath or shower withom. Go shopping. Have

friends round.”(Parent of 11 year old boy)

“Able to go to places our autistic son can’t copghwshops, visiting relatives,

cinema. Our lives are extremely limited whilst agrfor our son and this is a

much needed piece of freedor{Parent of 14 year old boy)
It is clear that users of short breaks perceiveginge of benefits that could result from short
breaks, for parents, siblings and the child withDA8like. These feelings were shared by

some non-users of services, who felt that shodksrevould be beneficial to their families:

“I might get a night’s sleep for once, and | coatdat my daughter to an outing.”
(Mother of 10 year old boy)

However not all families felt positively about shdireaks. Some respondents, who had
previously used short breaks but no longer dididentified problems that had arisen after
using short breaks

“A couple of years ago Tommy was referred to thenggic short breaks unit).

Unfortunately he became very agitated the few tihmesvent there. | think he

found some of the physical disabilities of the ptieldren a little overwhelming.

Also most of them were more severely disabled Tloammy, and he retreated into
himself instead of joining in.{Parent of 17 year old)
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Others spoke of how they felt emotionally torn bgit need to use such services and of their
concerns about their children:

“l find the decision to use respite very difficudts | feel caring for Dan is my
responsibility.” (Parent of 8 year old boy)

Parents also voiced concerns over what they pexdeag shortfalls in service, in particular
with regard to more able children and those witpekger Syndrome. Their views concerning
the limitations of available provision concurredmhe literature (Oberheim, 1996).

“Whilst there is provision for children with autisrthere is little available for

children and young adults with Asperger Syndronme. drovision needs to be

appropriate — respite, but also social groups, yociubs, etc. Social workers do

not acknowledge Aspergers as a disability and floeeedo not offer support.”

(Parent of 13 year old boy)
The range of comments elicited in this section i survey highlights the tensions and
stresses that exist in using short breaks servaras,the range of issues that families and

service providers need to consider. These isswemaestigated more fully within the family

interviews (6.6.5); and findings from the wholedstare synthesised in 7.2.

Other sources of formal support

As well as short breaks, other sources of formglpett were provided within this local

authority, many of which were accessed by a nurab&@amilies. For example, almost a third
of the children (n = 49: 32%) attended holiday ptmhemes (further details are given in
Table 4.16). However, as with short breaks, theszewdiffering attitudes towards these
services, and a number of problems were reportéd Wwidh regard to the availability and

appropriateness of support.
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Table 4.16  Sources of formal support
No %
Residential short breaks 28 18
Residential school D 1
Family based short breaks 15 10
Sitting service 11 7
Childminder 4 3
Domiciliary care 1 1
Play group 1 1
Holiday play scheme 49 32
Sessional/befriending 25 1
Other 2 1

Use of Pearson’s Rho (Gorard, 2003) identified aetation (.369, significant at 0.01**)
between the child’s level of dependence and thebeuraf formal support services accessed

by that child. Higher dependence correlated witliarservices being used (see Table 4.17).

Table 4.17  Correlation between child’s dependenand number of
formal services used

Dependence Formal Services

Dependence | Pearson correlation 1.000 .369**
Sig. (2-tailed) . .000

N 155 155

Formal Pearson correlation .369** 1.000
services Sig. (2-tailed) .000 .
N 155 155

**Correlation is significant at the 0.01 level (2Hed)

Nonetheless, the mean number of sources of forapgdast available per family was only 0.7
sources (SD = 0.8), and — though a few familiesevpeovided with 3 or more formal support
services — almost half (n = 69: 46%) received nontd support whatsoever (See Table
24.18). Of these 69 families, 47 (68%) indicatedt tthey did not wish to access services.
Nonetheless 22 families who felt a need for shogbks were in receipt of no formal support

whatsoever.
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Table 4.18  Number of sources of formal support

per family
No %
None 69 46
One 43 29
Two 26 17
Three 10 7
Four 1 1
Five 1 1

4.3.7. Future needs

As reported above (see Table 4.15) just less tl®n 6f the respondents stated that they
currently need support via the medium of short keeblowever, when families were asked if
they felt they would need to access short breaksces at some point in the future, almost
two thirds of families identified such a need (88 65%) (see Table 4.19).

Table 4.19 Do you think you may need to use shortéaks
in the future?

No %
Yes 98 65
No 39 26
Don’t know 6 4
No answer 1 5

Respondents felt that as they, and their childremglder, they would need increasing levels
of support, especially as current sources of in&drreupport became unavailable (as
grandparents grew elderly and became unable to geathe child with ASD, or as siblings

grew up and left home). Some voiced their concabwit what support and provision would

be available for them and their children when tebifdren became adults:

109



4.3.8. Attitudes towards short breaks

Parents were asked to indicate to what extent digeged or disagreed with seven statements
concerning short breaks (see Table 4.20). Thregtgpaitracted the most agreement. The first
was that short breaks could be beneficial to caildrith regard to developing their skills and

abilities. 99 respondents (66%) agreed with tratestent, and only 5 (3%) disagreed.

Table 4.20  Attitudes towards short breaks

Strongly Agree Not sure Disagree Strongly | No answer

agree disagree

No % No % No % No % No % No %
Using short breaks 17 11 37 24 33 21 a1 26 9 6 18 12

emphasises the
difference between
disabled children and
others

Short  breaks cap 25 16 42 27 45 29 23 15 4 3 16 10
prevent children being
received into long-tern
care
Parents should always 24 15 36 23 17 11 ay 30 13 8 18 2
be responsible for
looking after their own

children

Short breaks can 36 23 66 43 33 21 B D P 1 15 10
improve a child’s skills

and abilities

Short breaks are only 8 5 7 5 24 15 86 55 1p 8 18 12
useful if they include
overnight breaks
There is not enough 40 26 43 28 37 24 20 13 2 1 13 8
information  availablg
about short brea
services

The needs of children 5 3 22 14 62 40 27 1y 26 17 13 8
with ASD can be me
within  general shor
breaks services

The second area of consensus concerned the statdraeshort breaks were only beneficial
if they included overnight breaks. Almost two tlErdf respondents disagreed with this
statement (n = 96: 64%): this is an important pashistorically short breaks provision (both

within this local authority and nationally) has hepredominantly based upon models of
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service where children receive overnight stays. i@y, some respondents strongly felt that
short breaks services must, of their very natureyige overnight care, and that other models
of service delivery were not fully ‘short breaks’.
“I have always understood the social services didin of ‘respite care’ meant
overnight breaks; and | believe it should be offecensistently to families where
a child has ASD because of the continual pressliref ghese families are under.
Sitting services, play schemes, etc. are very ‘dubut not strictly ‘respite’
because they are too short to provide a proper braad because organisation,
transport etc. eats into the free timgParent of 12 year old girl)

It was clear that individual families conceptuatisshort breaks’ in different ways, some

more narrowly and some with a wider definition.

The third point which attracted the most agreenwntcerned the paucity of appropriate
information about short breaks. Over half of thenifees (n = 82: 55%) agreed with this
statement, reflecting comments made in responsesbére:

“l think that a lot of the services available toilclien and families living with
autism are kept secret and therefore people cas# them properly and
sometimes these services are lost due to poordattee. | would like to know
more myself both for my family's benefit and tHang child.” (Parent of 11 year
old boy)

“Would like to know how respite care would helpisathled person. Would like to
know how many people looking after them. Whatasetlior them to do? Do they
have own room? Do they go out? Will they be safe@sht help them to make
friends and join in, feel comfortable to be withopke very much like
themselves?(Parent of 15 year old boy)
“All respite services should be made widely knowteradiagnosis. My daughter
was diagnosed at 3 years but it's taken till sheg igears for any mention of
respite care being an option(Parent of 7 year old girl)

Respondents were most likely to hold a definitenmpi, either agreeing or disagreeing with

the statement, concerning whether or not parerisldhalways be responsible for their own

children. Only 11% expressed uncertainty with rdgarthis issue (n = 17) while the numbers
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who agreed and disagreed were both around 40%:-déften respondents (38%) agreed with

the statement while 59 (39%) disagreed.

The area of greatest uncertainty was whether tkeesef children with ASD could be met
within generic services. Forty per cent of respaoisi¢n = 60) were uncertain about this. The
number of parents who agreed with this statement 27: 18%) was just over half that of
parents who disagreed (n = 51: 34%). However,tisgrof the responses of parents who
used short breaks revealed that almost four tinsesany disagreed with this statement as
agreed with it, suggesting that —to families ushgrt breaks — an autism-specific service was
important (see Table 4.21).

Table 4.21  Can the needs of children with ASD beehwithin
generic short breaks services? — users’ opinions

Agree I
Not sure I
Disagree 24

This was supported by comments made by parentst dbewneed for, and importance of,
autism-specific services:
“Respite for my child would only be positive in &ACCH environment with
autism-trained staff who can acknowledge and appatgly manage my child’s

special needs.(Parent of 10 year old boy)

“ASD children have specific needs which need sjesérvices.”(Parent of 11
year old boy)

Though this expressed preference among service gsemed to fit well with the literature

regarding the difficulties children with ASD canpexience in generic short breaks settings, it
can be argued that if parents have only receivedialist short breaks, then they have no
experience on which to base this preference. Tédsned to be an area requiring further

study, and therefore was investigated in more depthe family interview phase of the study
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(6.6). The overall findings of this section showhdt, among the sample as a whole, there
was a firm belief concerning the benefits to claldof short breaks; parents did not feel that
overnight stays were a prerequisite in short bresésrices; there was a belief that
information about services was inadequate; mangntsuwere unclear whether the needs of
children with ASD could be met in generic servioebjle many others firmly believed that

they could not.

4.3.9. Testing the hypotheses
Having outlined the general findings of the surveyill move on to consider the hypotheses

derived from the literature review (2.4.2).

Hypothesis A — Informal Social Support

The first hypothesis was that non-users of sharaks services would have greater levels of
informal social support than users. Potential sesiaf this support included spouses/partners,
parents, children, other relatives, neighboursfaedds. The results of this study showed that
non-users had on average 2 sources of informahlseapport, compared with 1.8 sources
available to users of short breaks. Chi-squareyaizalwas undertaken, applying Yates’
correction where the number in any category witheasample was less than five (Lieberman,

1971). Here and throughout this thesis, statisticalificance was set at p = .05.

Analysis identified that though users had slighyver sources of informal support, the
difference between users and non-users was noffistgit (y*> = 2.27, df = 3, p = .70).

More complete details are given in Table 4.22. &foe this first hypothesis suggested by

previous research was not supported by the resioigsned within this study.
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Table 4.22 Comparative levels of informal socialupport
n Mean SD
Whole sample 150 2.0 1.0
Users of short breaks services 39 1.8 0.9
Non-users of short breaks services 111 2.0 1.0

Hypothesis B — Child’s level of dependence

The second hypothesis was that the children oftditeaks users would be more dependent
than those of non-users. Chi-square analysis ofd#tia regarding dependence showed the
difference between the two groups to be signifi¢att = 6.41, df = 2, p = .05*). Full details
are shown in Table 4.23. Therefore this second tmgsts derived from the literature was
supported, with children of users of short breadd reported as dependent, on average, in

8.2 of the 10 areas, compared to 6.9 areas farttit@ren of non-users.

Table 4.23 Comparative levels of dependence (10 pbscale)
n Mean SD
Whole sample 155 7.4 2.7
Users of short breaks services 41 8.2 1.9
Non-users of short breaks services 114 6.9 2.7

4.4. Analysis
Having presented the results of this survey, | wibve on in this section to analyse them,
with regard to the initial hypotheses (4.3.9), widgard to other studies undertaken, and in

terms of their significance.

4.4.1. Comparing the dependence level of childrenithhr Robinson and Stalker’s study
Use of Robinson and Stalker's dependence scaldeshabmparisons to be drawn between
this population of children with ASD and the gengvopulation of disabled children within

their research (undertaken in the late 1980s, withiee local authorities, with a total sample
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of 586 families). Within that study, the mean degence level across the whole sample was
6.4. Children of non-users of short breaks had amuependence of 5.1, and users’ children
had a mean dependence of 6.7. It is noteworthy dBpendence levels within this current
study are higher in all areas and that the meaerdignce of children of non-users within this
ASD-specific study is higher than that of childrattending short breaks within the generic

study (Table 4.24).

Table 4.24  Comparison between levels of dependence

Robinson &  Stalker | This study (2004): ASD-
(1990): generic study specific study
Whole dataset 6.4 7.4
Non-users of  shornt 5.1 6.9
breaks
Users of short breaks 6.7 8.2

4.4.2. Variation between users and non-users of gtidreaks

Analysis of Hypotheses A and B shows the childigeleof dependence to be a significant
variable between families using short breaks amdehvho do not, significant at p =.05%;
however, differences regarding informal support stegistically insignificant. At this point
the data were subjected to chi-square analysisdk ® identify any other areas where there
was significant variation between users and nomsusé short breaks. The categories were
selected based on factors suggested in the literahd from my professional experience, and
included demographic (where the family lived), emtianal (the child’s school placement),
family (number of adults and children in the horage of main carer, parents’ employment
and socio-economic status) and support factorsilémigy of social work support). The
results of this analysis are shown in Table 4.254itk of informal support available and the

child’s dependence are included).
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This analysis shows that though the availabilitynddrmal support is not a significant factor
associated with use/non-use of short breaks, #reréive factors, including the child’s level
of dependence, where differences between userxamdisers are statistically significant.
Three of these are more highly significant thandhié&d’s dependence. These other factors are
the child’s age (also significant at .05*), theldls diagnosis, the child’s school placement
and whether the family has a social worker (thest three being significant at .001***).

These factors are described more fully below.

Table 4.25  Comparison of users and non-users ofcth breaks

Factor under consideration Chi-square p-value
Father working .043 (df = 1) 9
Age of main carer 27 (df = 2) 9
Number of children in household .95 (df =[3) 9
Number of adults in household .92 (df =|1) .8
Sex of child .013(df = 1) 75
Number of sources of informal support 2.27 (df)=3 3 7
Area of county where the family lives 3.45 (df =|3) 5
Socio-economic status 3.5 (df =3) 2
Mother working 1.97 (df=1 2
Dependence level of child 6.41 (df =2) .05*
Age of child 4.73 (df = 1) .05*
Diagnosis 18.18 (df = 2) .00 x**
School placement 19.52 (df = P) .00 x**
Allocation to social worker 28.72 (df = 1) .00 x**

4.4.3. Factors associated with use or non-use ofoshbreaks
The perceived dependence of the child has already Hiscussed above. In this section | will

consider the other four factors identified by thmalysis.

Child’s age

Across the whole population (155 children), 53%=(83) were under 11 years old, while

46% (n = 72) were over 11 years, with a mean ageOofears 9 months (SD = 3.9). The
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children of those families not using short breaksded to be younger, with a mean age of 10
years 1 month (SD = 4.0). By contrast, almost 6@%hddren attending short breaks were 11
or over, with a mean age of 11 years 7 months (Sr¥ This is consistent with the findings
of other studies, which indicate that short breads peaked between 11 and 16 years of age

(Robinson and Stalker, 1993). The data is showiralrie 4.26.

Table 4.26  Age of children: short breaks users andon-users
Short breaks users | Non-users
No % No %
Under 11 years 17 42 67 59
11 years and over 24 58 47 41
Total 41 100 114 100

Diagnosis

The child’s diagnosis appears to be highly sigaiifitty associated with short breaks use (see
Table 4.27). Children with a diagnosis of ASD/Auatisvere in the majority in both the users
and non-users groups. However, only one child (2%sers) had a diagnosis of AS, while
32% of non-users had AS. In total, 48% of famikgth children who had SLD and autism
(or autistic tendencies) used short breaks, alm308 of families with children with a
diagnosis of ASD/Autism used short breaks, but @%y of families with children with AS

were in receipt of such services.

Table 4.27  Child’s diagnosis: short breaks users @non-users
Short breaks Non-users
users
No % No %
ASD/Autism 26 64 63 55
SLD + ASD/autistic tendencies 14 34 14 13
Asperger Syndrome il 2 37 32
Total 41 100 114 100
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Child’s school placement

There was great variation between the school plan&nof those children whose families

used short breaks and those who did not (see Bad#3. Only 7% of children attending short

breaks were educated in mainstream settings, whesear 40% of non-users attended
mainstream schools. In total only 7% of childreueated in mainstream settings attended

short breaks. This is clearly a highly significéattor associated with use or non-use.

Table 4.28  School placement: short breaks users ambn-users

Short breaks users Non-users
No % No %
Mainstream 3 7 49 43
DSP 9 22 24 21
Special school 29 71 41 36
Total 41 100 114 100

With regard to diagnosis and school placementas wnportant to check the extent to which
these factors were correlated. Scrutiny of the dteatified that of the 38 children diagnosed
with AS, 24 children (64%) were educated in mamestn settings, 7 (18%) were in DSPs and
7 (18%) were in special schools. Of the 52 childrenmainstream settings (including
nurseries and colleges), 24 (46%) had a diagndshSopa further 24 (46%) had a diagnosis
of ASD/Autism, and the remaining 4 children (8%)reveliagnosed with SLD and autism (or
autistic tendencies). It was clear that diagnodi mbt determine the type of school
placement, and that significant humbers of childvath AS were in settings other than

mainstream. Therefore both of these factors wemthyof identification.

Social worker

The vast majority of children attending short begkver 80%) had an allocated social

worker (see Table 4.29). This is not in itself sigipg, as social workers are the ‘gatekeepers’
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to accessing local authority short breaks. By @stfralmost two thirds of children whose
families did not use such services had no sociak&ro Allocation to a social worker is

clearly another highly significant factor assoaiaéth using short breaks.

Table 4.29 Does the child have an allocated socwabrker?

Short breaks users (n =| Non-users (n = 114)
41)
Social worker? No % No %
Yes 34 83 39 34
No 7 17 75 66

4.4.4, The attitudes of non-users towards short beks

This analysis identifies a number of factors that more strongly associated with whether
families access short breaks or not than eithetetha of informal support available to them
or their child’s level of dependence. As well a® thuantitative data analysed above,
qualitative data were collected and these too wmesdysed to identify what factors families
themselves identified for not using short breakamiies who did not use short breaks
services were asked in the questionnaire to idenliiéir reason(s) for this. Ninety-three
responses were made to this open-ended questidmharnext data obtained were subjected to
qualitative analysis. The responses were grougediodes, which were then categorized into
key themes. Again, a percentage of the data wasredly analysed, to ensure reliability of
categorization. The families’ responses clustemnat four thematic categories - family
attitudes and values, issues concerning the cbddsice shortfall, and lack of information
(Table 4.30). In part these reflect Stalker and iRsimn’s (1991) findings in their study of
non-users of generic short breaks services, wihereniin reasons for not using services were
lack of perceived need, insufficient informationaccessible services and a preference to

keep childcare responsibilities within the homehedtissues, such as concerns about the
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impact of short breaks use on the child, are mtngly stated within this study, perhaps
reflecting the characteristic impairments of ASeTparents’ responses and these thematic

categories are discussed more fully below.

Table 4.30 Families’ stated reasons for non-use short breaks

No %
Family attitudes and values 40 37
Service shortfall 3( 27
Impact on child 21 19
Lack of information 18 17
Total 109 100

NB Some responses included comments in more thacategory

Family attitudes and values

Forty responses (37%) indicated that families ditl wish to use short breaks due to their
attitudes and values. These families preferredotuk lafter themselves without external
support, and did not feel help necessary or ddsirab were mistrustful of others to provide
appropriate care.

“l wouldn’t want him to miss out on anything thaketrest of the family do. He is
part of our family and that is where he belong@?arent of 10 year old boy)

“l would not like to leave him with strangers...| leaio trust people to leave my
children with them. And if | don’t know them, hoand?” (Parent of 14 year old
boy)

“We feel that our child will develop better by nio¢ing treated as a disabled
person.” (Parent of 9 year old boy)

Impact on child
Concern for the impact on the child with ASD ofngsshort breaks was voiced in twenty-one
responses (19%). These concerns centred on tteéscimflexibility, potential confusion, and

the potential impact on the child’s self esteem.
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“He is painfully aware that he has Asperger Syndeoinfeel that awareness on
his part that ‘special help’ was being given togmum and dad the odd break
would be detrimental to his emotional well-bein{Parent of 15 year old boy)

“He gets distressed when away from me for longquriof time other than at
school.” (Parent of 8 year old boy)

Service shortfall
Comments about service shortfall were made inytmegsponses (27%). These centred upon
the inappropriateness of services; being assesseot aeeding services; and problems — such
as length of time on waiting lists, or transpoffidulties.

“We wanted to use Family Link. But after waitingleag we were told there was

no way we would find a family as our son was tah.dl (Parent of 16 year old

boy)

“What respite? The services available are not amgpiate to the needs of
children with Asperger Syndromeg(Parent of 11 year old boy)

“We were told his condition was not serious enotmhrespite care.”(Parent of
17 year old boy)

Lack of Information

Eighteen responses (17%) centred on a lack ofnrdtion about services, in particular with
regard to eligibility criteria, access to servieesl potential costs (all short breaks services are
in fact free to families).

“We don’t know about any services and could nobralfto pay a lot.”(Parent of
11 year old boy)

“l didn’t think | was eligible. | can’t afford itlt could be too far away.(Parent
of 6 year old boy)

“I have no idea of what help is available to metla¢ present time or in years to
come. No one has discussed this with me in anyl.de(®arent of 11 year old

boy)
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4.4.5. High dependence within users and non-users

Testing the data has shown that the children ofusmrs of short breaks have lower overall
levels of dependence than those of families whosusé services. However, it appeared that
many such families still have children with sigo#nt levels of dependence. Data were re-
examined to identify the number of children in th@ original groups — users and non-users
of short breaks — who were identified as havinggh ltevel of dependence. This was defined
as children who were dependent upon adults inmare of the 10 areas of dependence. The

results are shown in Table 4.31 below.

Table 4.31  Child’'s dependence: users and non-userb
short breaks

Dependence Users Non-users

No % No %
0-3 1 2 16 14
4-6 6 15 28 25
7-10 34 83 70 61
Total 41 100 114 100

Although the percentage of highly dependent childweas lower in the non-users group
(61%: 70/115 children) than in the users group (83%41 children), it was still clear that
over 60% of families who did not access serviced hmhly dependent children (61%:

68/111 families).

4.4.6. ‘Re-slicing the cake’: considering those failres that do not wish to access services,
those that use services, and non-users by default

As shown by the families’ comments discussed in44.4nany non-users of short breaks
services do not access these services becaussitigly do not want to. Either their families
are able to access appropriate support from witheir informal support networks, or their

‘ideological style’ (Seligman & Darling, 1997) isich that, regardless of the informal support
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they receive, they choose to live their lives with@eeking outside help from statutory
service providers. However it was also clear tlwahes non-users were non-users by default,
in that they wished to access short-breaks butdcoot. Simply dividing the sample into
usersandnon-usersof short breaks was overly simplistic. It was figlat it would be more
helpful, and would potentially identify key issuesore clearly, if further analysis and
research focused not simply upon these two sultegtsipon three: families who accessed
short breaks, those families who chose not to usé services and those who wished to
access short breaks but could not. The comparativebers in these groups are shown in
Table 4.32.

Table 4.32  Comparison of families by short breaksse or desire for
short breaks

No %
Families currently accessing short breaks 3926
Families that wish to access short breaks 4933
Families that do not wish to access short breaks 641

Dividing the sample in this way showed, as discdigse4.3.6 previously, that 87 families
(59% of the sample) identified a current need fursbreaks, while 61 families (41%) did
not identify such a need. At this point the quatitie data were interrogated to compare those
expressing a need for short breaks (both usermandisers) with those who did not want to

access short breaks services. Significant factere wdentified (see Table 4.33).
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Table 4.33

Comparison of families that do not wisko access short breaks
with current and would-be users

Factor under consideration Chi-square p-value
Sex of child .034 (df = 1) 9
Father working .019 (df = 1)) 9
Number of adults in household .33 (df =|1) 9
Area of the county where the family lives 1.37 £d3) 75
Age of child 2.18 (df = 3) 7
Number of children in household 2.44 (df =|3) 5
Number of children in household 2.44 (df =|3) 5
Diagnosis 3.15 (df = 2) .25
Mother working 253 (df=1 2
Number of sources of informal support 10.02 (dB)= .02*
School placement 8.36 (df = 2) .02*
Dependence level of child 6.65 (df =[1) 01**
Allocation to social worker 46.6 (df = 1) .001***

4.4.7. Factors associated with families’ identifidion of needing short breaks

Comparison of families expressing a current needskmrt breaks with those who did not
want services identified four areas where thereewsatistically significant differences

between the data collected from the two groups.sé@hwere the number of sources of
informal support available to the family (signifidaat .02*), the child with ASD’s school

placement (also significant at .02) the child’sdleof dependence (significant at .01**) and
whether or not the family was allocated a sociatk&o (significant at .001***). These four

factors are discussed below.

Informal support

Although Hypothesis A — that non-users of shortaksewould have more sources of formal

support than users — was not supported, it caede that, within this sample, families that do
not wish to access services do have more sourdesoofal support than current and would-

be users of short breaks. Over 40% of these fasnileeve access to support from three or

more sources, as compared to 20% of users and weulders (see Table 4.34).

124



Table 4.34  Sources of informal support: comparisoonf families that do not
wish to access short breaks with current and wdd-be users

No of sources| Families that do not want Users and would-be users
short breaks
No % No %
0 3 5 9 10
1-2 33 53 61 69
3-4 26 42 17 19
4+ 0 0 1 1
Total 62 100 88 100

School placement
Almost 60% of families with children in mainstreasohools did not wish to access short
breaks. By comparison over half the families withildren in DSPs and almost 70% of

families with children in special schools eithecessed or wished to access short breaks (see

Table 4.35)

Table 4.35  School placement: comparison of famibethat do not wish to access
short breaks with current and would-be users

Families that do not| Current and would-be | Total
want short breaks users
School placement No % No %
Mainstream 24 58 17 42 41
DSP 14 44 18 56 32
Special school 24 31 53 69 77

Child’s dependence

The dependence level of children in families thatndt want a service was lower (mean =

6.24, SD = 2.61) than that of children in familteat use or wish to use short breaks (mean =
7.93, SD = 2.31); and the proportion of less depanahildren in these families is almost

twice that found in current or would-be service rasgsee Table 4.36). Nonetheless, it is

noteworthy that almost 55% of these families s$tdlve children with a dependence level of

7/10 or above.
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Table 4.36  Dependence level of child: comparisori families that do not wish
to access short breaks with current and would-basers

Families that do not want| Current and would-be users
short breaks
Dependence | No % No %
0-7 28 45 22 25
7+ 34 55 66 75
Total 62 100 88 100

Social worker

The final and most significant factor associatethwiifferences between families that do not
want short breaks and those that are using or wasttype of support is whether or not a
social worker is allocated to the family. Almost%®f families using or wishing to use short
breaks have a social worker. By contrast, only I3%amilies that do not want short breaks
have dealings with a social worker (see Table 4.37)

Table 4.37  Social worker involved: comparison ofdmilies that do not wish to
access short breaks with current and would-be ess

Families that do not want| Current and would-be users
short breaks
Social worker No % No %
Yes 8 13 61 69
No 54 87 27 31
Total 62 100 88 100

4.4.8. Attitudinal differences between families ththaccessed short breaks, those that
wished to access short breaks and those that did n@ish to use such services

When the responses of the three subgroups to titedatal questions in the survey were
analysed, this further revealed that the groupsl tedtitudes that sometimes differed
significantly from each other (see Table 4.38).tiStigally significant differences were

revealed in their responses to three of the attildtatements.
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Parents should always be responsible for lookirigratheir own childrer( x? = 9.96, df = 4,
p =.05%)

Just under half of those families who either usedi@ not wish to use short breaks disagreed
with this statement (46% and 45% respectively).cBgtrast only 26% of those who wished
to access short breaks felt that parents shouldnatys be responsible for their children. As
the analysis of the numerical data has shown #mailies that did not want services had more
sources of informal support (Table 34) it may bat flamilies either using short breaks or not
expressing a need were more used to their chilgjpending time away from them and home,

and were more comfortable about giving up this easpbility from time to time.

Short breaks are only useful if they include ovgihistayq x> = 10.98, df = 4, p = .05%)
Twenty per cent of current users felt that shodaks were only useful if they included
overnight stays. However only 4% of those wishingatcess short breaks saw overnight

stays as essential, as did 6% of those familiesvistting to access short breaks.

The needs of children with autistic spectrum disosccan be met within general short breaks
serviceg y*=23.71, df = 4, p = .001***),

Over 60% of current users of short breaks disagnetidthis statement, with fewer than 18%
either agreeing or expressing uncertainty. In compa, almost 40% of would-be users
expressed uncertainty, with this figure rising lmast 55% with regard to non-wanters.
Variation between the groups with regard to theisveers to these attitudinal questions
suggests they may hold different understandingardegg the responsibilities of parents, the

nature of short breaks and of how children’s nexasbe met within services.
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Table 4.38  Comparison of responses to attitudinalugstions: users of short
breaks, would-be users, and families that do natish to use a service

Users of short | Would-be Families who

breaks (n = users of short | do not want

39) breaks (n = short breaks
49) (n =62)

A | D A |U D A U |D

% (% (% % Y % P W %

Using short breaks emphasises thd9| 13| 36| 37| 36| 36| 23| 23| 34
difference between disabled children
and others

Short breaks can prevent childrerd4| 31| 23| 50| 20| 20| 40| 32| 11
being received into long term care

Parents should always be responsjblé2| 10| 46| 53| 8| 26| 40| 15| 45
for looking after their own children

Short breaks can improve a child’'s82| 10| 5| 70| 20| 2| 52| 29| 3
skills and abilities

Short breaks are only useful if they21| 5| 69| 4| 18| 70| 6| 19| 55
include overnight stays

There is not enough information49| 36| 13| 69| 16| 10| 47| 23| 16
available about short breaks

spectrum disorders can be et
within general short breaks services

The needs of children with autia\iclS 18| 62| 20| 39| 37| 16| 55| 15

Not all respondents answered every question

A = Agree
U= Unsure
D = Disagree

4.4.9. Factors associated with the use or non-useshort breaks where families wish to
access such services

As shown in Table 4.32, the data revealed thaif4Be 111 families that did not access short
breaks (44%) expressed a current need for thisdf/papport. The mean level of dependence
of their children was 7.7 (SD = 2.5). This was &gmably higher than the mean level among
non-users as a whole (6.9). The presence of this leivel of dependence, plus the desire to
use short breaks, makes it surprising that theynatereceiving this service. Moreover,

although 27 of these families (55%) were in receipsome kind of formal support — such as

holiday play scheme support during summer holidag2 families (45%) received no formal
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support whatever. These 49 families who wished ¢tcess services but could not
outnumbered those families that were actually kecgiservices. As Table 4.31 shows a total
of 88 families expressed a current need for shaks. Of these 88 families, 39 (44% of
those families expressing a current need) weraviegesuch a service; but over 55% of them

were not (n = 49: 56%).

It was concerning that over half of those famiWaso wished to access short breaks were
‘non-users by default’ — though they felt a needthes service they were not receiving it. In
order to identify factors that might militate agstiraccessing short breaks services, the data
regarding users of short breaks (n = 39) and nensusho expressed a current need (n = 49)
was subjected to chi-square analysis, using time gategories that were used in the previous
analyses (see Table 4.39). This analysis reveaedfactors to be significantly associated
with whether families received short breaks. Thegethe same factors that were identified as
significant when comparing short breaks users amwgtusers (4.4.4 above): whether the
family has a social worker (significant at .02*ettype of school attended by the child; the
child’s age (both significant at .005**); and thaild’s diagnosis (significant at.005***).

These factors are discussed below.
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Table 4.39  Comparison of users of short breaks amabn-users who wish
to access services

Factor under consideration Chi-square p-value
Number of children in household 0.27 (df =|3) .95
Number of sources of informal support 0.85 (df 3 3) 9
Sex of child 0.03 (df =1) 9
Number of adults in household 0.38 (df =[1) 4
Father working 0.31 (df = 1)) A
Socio-economic status 1.33 (df =|2) 4
Mother working 0.49 (df=1 5
Dependence level of child with ASD 2.58 (df =(2) 3
Age of main carer 2.53 (df = 3) .3
Area of county where the family lives 2.74 (df =|1) A
Does the child have an allocated social 5.99 (df =1) .02*
worker?
School placement 11.43 (df =) .005**
Age of child with ASD (under/over 11) 9.45 (df =[1) .005**
Diagnosis 17.93 (df =2)] .001***

Social worker

The vast majority of children accessing short bsdakd an allocated social worker (see Table
4.40). As identified above, this is unsurprising,a@sessment by a social worker is necessary
if a family is to access local authority short lk®dt was notable however that the children of
over 40% of non-users who wished to access sheakbrdid not have a social worker — this
is more than double the level among users. Nonethgethe children of almost 60% of would-

be users were allocated a social worker. This siggbat other factors may be impacting

more significantly upon use/non-use.

Table 4.40

Does the child have an allocated sociabrker? Short

breaks users and non-users who want to use shdmeaks

Short breaks users Would-be users
Social worker No % No %
Yes 34 83 29 59
No 7 17 20 41
Total 41 100 49 100
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School placement

The children receiving short breaks predominantiyne from within the special school
population (29/41: 71%). Only three children usisigort breaks (7%) were placed in a
mainstream classroom. By contrast, 37% of wouldibers’ children were in mainstream
settings. Being placed within a mainstream settiegrly seems to be a variable that impacts
negatively on short breaks use (See Table 4.4i)at be that such children are perceived as
less disabled than their peers in special educatsettings, and that their families are less in
need of short breaks. However, school placement lmeayfluenced by parental preference,
or academic ability. It does not necessarily reftee level of functional impairment that the
child experiences in daily living or the impacttbé child’s ASD on family functioning.

Table 4.41  School placement: short breaks users ambn-users who
want to use short breaks

Short breaks users Would be-users
No % No %
Mainstream 3 7 18 37
DSP 9 22 10 20
Special school 29 71 21 43
Total 41 100 49 100

Child’'s age

Examination of the data concerning the ages othikelren was also revealing (Table 4.42).
Almost 60% of children attending short breaks smwiwere 11 years old and above; in
contrast, only slightly more than a quarter of thédren of would-be users were over eleven.
The average age of children within the short brepksp was 11 years 7 months (SD = 3.7),
compared with 9 years 5 months (SD = 3.4) in thelddve users group. The child’'s age is

clearly a significant variable with regard to acieg services.
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Table 4.42  Age of child: short breaks users and neuasers who want to
use short breaks

Short breaks users Would-be users
No % No %
Under 11 years 1V 41 36 73
11 years and over 24 59 13 27
Total 41 100 49 100

Child’s diagnosis

Finally, the child’s diagnosis seems to be linkathweceipt of short breaks. Children with a
diagnosis of ASD or autism were the majority intbthie users group (63%) and would-be
users (55%). However, almost all of the remaindiethe users group (34%) comprised
children who had severe learning disabilities (SkiDgonjunction with a diagnosis of ASD
or ‘autistic tendencies’. Only one child attendiaghort breaks service had a diagnosis of
Asperger Syndrome. In contrast, 35% of the childsemvould-be users had a diagnosis of
Asperger Syndrome (Table 4.43).

Table 4.43  Child’s diagnosis: short breaks users @non-users
who want to use short breaks

Short breaks users Would-be users

No % No %
ASD/Autism 26 63 27 55
SLD + ASD/autistic tendencies 14 35 5 10
Asperger Syndrome 1 2 17 35
Total 41 100 49 100

4.5. Discussion

This exploratory study has identified a number ey kpoints with regard to the families
within the county and their use or non-use of shwedaks. It has identified a number of
significant factors impacting on family life andshbreaks use. In terms of the sample as a

whole, in over 80% of families the child with ASasat least one sibling. In a quarter of
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families, only one adult is present in the houséh®he children with ASD have significant
needs: over two thirds are dependent in at leasinsareas, with over 40% dependent in nine
or ten. Over half of the respondents stated they ttad a current need for short breaks, and
almost two thirds felt that they would need suctvises in the future: however only about a
quarter of families currently received short bredkimally, short breaks were identified as
offering benefits to parents, siblings, childrethwASD and the family unit, by users and
non-users alike. However a number of shortcomingsevalso identified, particularly with

regard to lack of appropriate services and inforomat

The literature (Barson, 1998; Oberheim, 1996; SargE995) suggests that generic services
are often inappropriate for children with ASD, ahdt ASD-specific provision would be of
greater benefit to these children and their fami(iereece, 2003; Wall, 1990). The attitude of
service users supports this, and parents cledtlyhat ASD-specific services provide more
positive experiences for children. However, furterdy is needed to identify outcomes for
children in this area of research to ascertain dreASD-specific short break services have

any qualitative impact in the lives of children wASD and their families.

The testing of the hypotheses suggested by theatlilee review, and their further
consideration in the light of the different waysatthhe sample could be divided, provided
significant findings. The hypothesis that familbo do not use short breaks have greater
levels of informal social support than short breaksrs was not proven. Within this sample,
the difference between the mean levels of informglport available to both groups was
insignificant. Both groups received only a lowdéwf informal support, rarely extending

beyond the immediate family. The hypothesis that ¢hildren of short breaks users would
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exhibit higher levels of dependence upon adults ttleose of non-users was supported.
However, there was no significant difference betwte dependence levels of children who
attended short breaks services and those who a&ccefiser services, such as play schemes.
Moreover, comparison with other generic studieseaded that the children’s mean
dependence levels were elevated across the bo#rohhis ASD-specific population. As a
result, the mean dependence of the children ofusams within this study was higher than

that of the children of short breaks users in offgreric studies.

A number of factors in addition to the child’s léwd# dependence were identified which
seemed to be associated with use or non-use df lste@ks. These were the child’s age, their
diagnosis, their educational placement, and whettiney had a social worker. These same
factors were significant both when comparing shogiaks user with all families who did not
use such services, and when comparing users wie tfamilies who wished to use services
but did not. In summary, families using short bealere more likely to have a older child,
with a diagnosis of ASD/autism, possibly with sevérarning disabilities (but not AS), and
educated outside a mainstream educational seftimgy were also much more likely to have

a social worker than those who did not.

The level of significance differed across the asedy except for the matter of the child’s
diagnosis, which was highly significant (p = .001n both cases. To summarise the
situation with regard to those families who wisliedise services, the research suggests that
parents who felt they need short breaks seem mialy Lo receive this support if they had a
social worker, and if their child was in a spe@dlcational setting, over 11 years of age and

had a diagnosis of ASD or autism (possibly witheseviearning disabilities). By contrast,
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parents seemed less likely to receive such sujpibrty did not have a social worker, and/or
their child was in a mainstream educational settmmged under-11, and diagnosed with

Asperger Syndrome.

This analysis suggests that the situation regartheguse of short breaks by families with
children with ASD is more complex than the literatsuggests, and that other variables may
be more significantly associated with short breades or non-use than informal social support
and the child’s level of dependence. Moreover,hirrtquestions that require investigation

were raised by this study.

It was clear from this analysis that many non-useltsa need for short breaks, but were not
accessing them: over half the families wishing s& short breaks were unable to do so.
Parental comments suggested that reasons fonttiigled lack of information about services,
concerns about the impact of service use on tHdrehiand lack of appropriate services. This
last factor is telling, given that the local autbwrin which this study took place has
developed a range of ASD-specific provision. Alltles provision, however, is located within
its ‘Services for Disabled Children’: it may be thas Jordan (2001) suggests, a wider
spectrum of services needs to be provided to nmeetliffering needs of children with ASD.
This suggested that further research needed tabed out, with the families of children
with ASD and the children themselves, to identifye timpact of ASD on family life, to
identify the factors that family members felt wenelicative of appropriate services, and to
identify the types of services that they felt woumtwbst appropriately and effectively meet
their needs. This was identified as an importamaaof further research that would be

investigated within this project.
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Whether or not a family was allocated to a sociark&r was identified as an important
variable throughout this study. Under the ChildAast 1989, the legislation that governs the
provision of social care to disabled children inglamd and Wales (Department of Health,
1991); it is the local authority that is responsibibr decisions made about both the range of
short breaks services provided and the eligibitityeria that define who can access them.
Finance will inevitably have an impact on the raagel level of service provision available
but, at the level of the individual family, the eobf the social worker assessing their situation
is crucial. Whether a child is eligible for a seei what level of service should be provided,
whether there is even a need for the family toiuecsocial work support; all of these matters
hinge upon the decisions made by the social workke results of the initial part of the
research showed that having a social worker wagnéfisant factor in accessing services, but
also that many would-be services users, despitefpan allocated social worker, were not in
receipt of short breaks. This suggested that iiyesdtn into the attitudes of social workers
towards ASD and their understandings of the comditvould be helpful, and this was
identified as another area into which further reseavould be undertaken within this doctoral
study. In the next chapter | shall discuss thieaesh into social workers’ attitudes and

understandings.
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Chapter 5: Survey of social workers

This chapter reports on a study undertaken to dagethe understanding of social workers
regarding ASD. How social workers perceive the @oor will inevitably impact on how they
assess the needs of such children and their fanib@d upon the types of services or
interventions they seek to provide to meet thosedsi1dJsing a research instrument designed
by Mavropoulou and Padeliadu (2000), | surveyedoélihe social workers who worked with
this population within the local authority (n = 27Jhe results showed that, though many
social workers had a good understanding of someaspof the condition, there was also
confusion about some key facts concerning ASD arahtffic terminology, an inaccurate
understanding of intervention approaches, and aarmmositive attitude towards the ability of
generic services to meet need than was supportéaebijterature or was reflected within the

family survey.

5.1. Introduction and research questions addressed

The initial survey of families identified areas atticections for further study. After discussion
with my supervisor, it was decided that researchild/doe undertaken in two further areas.
These were to explore how social workers concep®iadnd understand ASD and to
undertake deeper research with families, explotivegr experience of daily living and their

attitudes to and experience of short breaks anidlssork support.

In this section of the thesis | describe the ingasion undertaken with social workers. The

specific focus of this phase of the research wadeawtify the understanding of social workers

in this local authority concerning ASD (causes, maghavioural features, and related issues)
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and to identify their opinions regarding interventimethods and service provision for

families with children with ASD.

5.2. Reviewing the literature

To carry out this phase of the research a furtieerature review was undertaken, using the
methods and sources identified in 2.1 above. Timdlyasurvey identified social workers were
significantly associated with the use of short ksedt was therefore important to ascertain
how they conceptualised the condition. It seeme@ngthat social workers’ understanding of
ASD will impact upon how they perceive these chaldiand their families, how they assess
their needs and what types of interventions andes they consider appropriate. However,
when | reviewed the literature to identify whateasch had discovered about social workers’
perceptions of ASD, | failed to identify any stuslidnat addressed this topic in even a limited
way. Nonetheless, the literature clearly identified problematic nature of social work with

disabled children. This is discussed below.

5.2.1. Social work and disabled children

Until the 1960s, social support to disabled chitda&d their families was provided largely by
voluntary organisations and special schools (Bald&iCarlisle, 1994). Social work as a
profession, and the creation of social servicesadapents, emerged as a result of the
Seebohm Report (Seebohm Committee, 1968); howelsapled children received little

practical help or social support from social sessicepartments during the following two
decades (Philip and Duckworth, 1982). In this prsmcial work developed as a generic

service (Baldwin and Carlisle, 1994):. the spedad#igpertise and knowledge needed by

138



disabled children and their families did not exwsithin local authority social services

departments.

Not until the Children Act (Department of Health98B) were disabled children brought
within the mainstream of children’s legislation aswtvice provision. This legislation placed a
number of duties upon local authorities. They werguired to provide information about
services provided by themselves and others, totaiaia register of disabled children, and to
safeguard and promote the welfare of children ednevhich included all children defined as
disabled. Children in need were defined as
“a) those unlikely to achieve or maintain, or hawe opportunity of achieving or
maintaining, a reasonable standard of health or elegment without the
provision of services;
b) those whose health or development is likely dcsignificantly impaired, or
further impaired, without the provision of suchsees; and
c) those who are disabled(Department of Health, 1989, Section 17 (10)
Using the same definition of disability that wasedisover 40 years earlier in the 1948
National Assistance Act, a child was defined aslulesd
“if he is blind, deaf or dumb or suffers from medndésorder of any kind or is
substantially and permanently handicapped by ipesmjury or congenital
deformity or such other disability as may be prdssl.” (Department of Health,
1989, Section 17 (11)).
Middleton (1996) argues that the wording of thisirdgon gives local authorities significant
scope for interpretation of what comprises a diggpband identifies that the use of the word

‘substantially’had led to some authorities rationing access taces by

“limiting their availability to those with severe sdbility, in medical terms,
whatever the individual needs of the families may tMiddleton, 1996, p6)

The Act, in Schedule 2, Part 1(6) required locdhatrities to provide services to minimise the

effect of their disability on such children, enalglithem to lead livesas normal as possible
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In practice, this was largely translated into thevjsion of short breaks services, to provide

support to their parents and families.

Research carried out on behalf of the Departmemiezfith a decade after the Children Act
(Robinsonret al, 2001) identified that, although progress had beade in service provision,

significant challenges remained. Westcott and £{@895) showed that adults may believe
they cannot communicate with disabled children, #oad this then becomes a self-fulfilling

prophecy; numerous studies have identified the latldirect contact between disabled
children and social workers (Bamfoedl al, 1997; Beresford, 1994; Mencap, 1997). Specific
problems identified concerning social workers’ itmveament with disabled children included a
paucity of staff training, lack of consultation tvithildren about their wishes and feelings,
and poor inter-agency working (Robinsenal, 2001). Middleton (1996) further argues that
the adoption of a care management model withinasarare services, has led to social
workers becoming little more than the brokers arahitors of ‘service packages’, and that

their role as service providers (of advocacy, fameple, or counselling) has been lost.

Middleton further identifies (1998) that many sdoreorkers working with children with
disabilities feel unconfident in their own abilgi@nd unclear about their role. This may in
part arise from a lack of appropriate training abdisability (Westcott and Jones, 1999),
leaving them feeling deskilled when working witlofassionals from other agencies — such as
paediatricians, nurses and teachers — who haveatakde specialist disability training. This
statement is supported — particularly in the fiefdautism — by research undertaken with
parents. A consistent complaint is that social woskdo not understand the nature of autism,

and that they therefore misjudge or underestimage needs of such children and their
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families, and lack the skills to work with them ¢(@a et al, 2004; Hand, 1994; Jones$ al,
1997; Oberheim, 1996). It takes time to developeusidnding and skills: however, Kennedy
and Wonnacott (2003), surveying social work team®ss the UK, identified that social
workers in disabled children’s teams carry highet@eds, often in excess of that carried in
other areas of child care, with an average casalbatmost 40 cases per social worker. Due
to the nature of disability, these are likely toldmth diverse and to require social work input
for a longer time than many ‘mainstream’ casese(ofb transition to adulthood and beyond).
All of this militates against the development of anmgful relationships and effective
understanding. Further potential problems have beghlighted by Peterson and Quarstein
(2001) who identify that professionals working wittose with disabilities can become inured

to their hardships and desensitised to their sdost

While no research was found with regard to sociatkers’ understanding of ASD and its
impact, research undertaken with regard to soct@kers’ perceptions in other areas has
identified that the impact of how workers concepsgathose with whom they are working
and their situation impacts significantly upon boibw they interact with service users and
their families and the types of intervention theysider appropriate. Adams (1999) identified
a continuum of attitudes among social workers wagkivith drug-using parents: some were
supportive, some ambivalent and some held neguaigves. Those who held more supportive
views were more positive about potential outcomésle those who held negative attitudes
were more likely to act in a discriminatory way s these parents. Similar patterns have
been identified with regard to how workers concapge disability. Johnsort al. (1998),
researching social workers’ attitudes to the pareftchildren with mental and emotional

disabilities, also identified widely divergent viswA slender majority of social workers held
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positive attitudes towards parents, while almosif had parent-blaming beliefs. These
attitudes impacted on how they worked with famijliesth those who were more positive
towards parents being also more positive aboutramftion sharing and working in
partnership. Moreover, those social workers wheelset! that clinical research should inform
practice and who felt that medical journals werefuissources of information held more
positive attitudes towards both open informatioarsig between agencies and families and
towards medication. Conversely, those who saw thiel @s the identified ‘patient’ in a

dysfunctional family were less open, and held negatiews towards the use of medication.

Heenan (2005), reflecting on experiences of teactsacial work students in Northern

Ireland, identified that stereotyping disabled deamuld lead to oppressive practice; the fact
that there are relatively high levels of dependeocydisability benefits in the province has
led to widespread assumptions about fraud withie $locial security system and the
stereotyping of many in receipt of these benefgs‘dishonest, malingering scroungers’.

Stereotypical views were held by many social wotkdents and Heenan highlights the
damaging effect that such stereotyping from thas position to impact on the services they

receive can have on disabled people.

5.2.2. Research from other professions

Heenan'’s findings are mirrored in studies focusedomfessionals working in other fields.

Raineet al. (2004) found that general practitioners attitudegards two medical conditions

(chronic fatigue syndrome and irritable bowel symde) affected both how they perceived
their patients and how they treated them. The G#$ imore negative views about chronic

fatigue syndrome. This led to them viewing patiemith the condition as having ‘undesirable
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traits’ and to conflict over treatment and managemeReferral for mental health
interventions, which have been identified as paddigthelpful with regard to both conditions,
was discounted by many participants either becthesewere unaware of such interventions,
felt them unnecessary or because they believed tlwedme unavailable. Overall it was
identified that doctors’ beliefs could act as bengito patients receiving appropriate services,
due both to negative stereotyping and to lack adrawess of what research has identified as

good practice.

Research from other disciplines, including healtitimg (Halpin and Nugent, 2006) and
education (Helpst al, 1999; Mavropoulou and Padeliadu, 2000) has shthan there is
wide variation in professionals’ knowledge aboutDASStudies of teachers have shown that
many lack a basic theoretical understanding of ABD that they may hold outdated views or
misconceptions regarding the condition (Hekisal, 1999; Mavropoulou and Padeliadu,
2000; Stone and Rosenbaum, 1988). Teachers havesheen to often overestimate the
cognitive abilities of these children, perceivitg tchild differently to his or her parents, and
underestimating the difficulties caused by ASD (4edt al, 1999; Stone and Rosenbaum,
1988; Szatmaret al, 1994). On the other hand, teachers with a battderstanding of ASD,
and commitment to a proven and effective way ofkivay, have been shown to have higher
self-efficacy, to be less prone to burnout andeartore confident in their work (Jennettal,

2003).

5.2.3. Implications
Three aspects of this literature review seem pddity significant. The first is that the topics

not only of social workers’ understanding of ASDtbaf their understanding and
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effectiveness regarding children with disabilitesd their families on the whole is under-
researched, and that this study is both timely aedessary. The second is that how
professionals perceive and understand those wittmminey work can impact greatly on the
services they receive. Thirdly it has been showsrpss professions, that there is wide
variation in workers’ knowledge and understandifgA8D and that professionals can view

these children, and the impact of their ASD, veffedently from their families.

5.3. Accessing services for disabled children antigir families within the local authority
in the study

Before moving on to discuss the research undertaktnthese social workers, it is necessary
to identify how social work services for childrendafamilies were organised and accessed
within this local authority. Generic fieldwork tearwere organised into 4 areas (north, south,
east and west), each having a referral team, dyfampport team and a child protection team.
Social work support for disabled children and ttiamilies was provided by two teams, one
covering the north and east of the county, theratiee south and west. Provider services for
disabled children comprised the county’s Family kLiservice, a residential short breaks
service for physically and learning disabled claldr services for children with autism
(residential short breaks, a residential home andamily advisory team) and the
‘development’ team, which managed the county’s stegi of disabled children, provided
information and supported play schemes. All of ¢hesrvices for disabled children were

managed by one service manager.

Services were limited within the county. The resithd short breaks service for children with

physical and learning disabilities had 16 beds;ahgsm-specific short breaks home had 6

beds; the autism family advisory team had four-pare workers. Therefore, in order to seek
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access to services, families had to undergo a nuwibassessments, in which they had to

stress the negative impact of living with disalilin their lives.

All families that felt a need for support had ially to contact their local generic children’s
social services referral team. If the family wasible to refer themselves, a referral could be
made on their behalf by their doctor, communityseuor other relevant professional. A
worker from the referral team undertook an inikgkessment to identify whether the child
and family were ‘in need’ and eligible for a seeviander the county’s eligibility criteria

(which were taken from the Children Act, 1989, Se21 above).

If the child was judged as ‘disabled’, the case wassed on to the appropriate Disabled
Children’s Team. A further in-depth assessment dital undertaken by a social worker from
one of these teams, to identify both the familyégeds and what package of support would be
appropriate to support them. Supports such asebeling, play schemes, childminding or
small amounts of equipment could be provided thinodigcussion with their team manager,

who held a budget for such expenditure.

Requests for more significant packages of cardudmg all requests for overnight family-
based or residential short breaks, had to be takéme monthly Disabled Children’s Service
Resource Allocation Panel. This panel was chainedhb service manager in charge of the
Disabled Children’s Service, and comprised manaf@ens both fieldwork and provider
services. This panel decided which, if any, sesvi@uld be allocated to the family, and in
what amount. Family members could not attend thrsep instead, the social worker made a

presentation, and was questioned about the request.
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All services provided were subject to review, usuahnually. The purpose of this review
was to identify whether the level of service pr@ddremained appropriate to meet the
family’s needs, or whether the package of care e@énol change. As Kennedy and Wonnacott
(2003) identify, it was rare for families that hbaden accepted as ‘open cases’ to be closed
before transition, with most families transferritqg Adult Services at the child’s eighteenth

birthday.

5.4. Outline of method

As outlined in 4.2. above, the analysis of the dadan the survey of families identified
having an allocated social worker as an importaatair in short breaks use, and information
about social workers’ understanding of ASD was itfiel as an important part of the jigsaw
in answering the research question focused on tfaaders inside and outside the family
associated with short breaks use or non-use. Ineill move on to discuss the method used to

obtain data regarding this topic.

5.4.1. Sample group

The population under scrutiny in this part of myDRiesearch comprised those social workers
within the local authority who worked with childremth a diagnosis of ASD. In this local
authority, providing social work support to childravith a diagnosis of ASD and their
families fell within the remit of two specialistgdibled children’s teams, sited in the north and
south of the county. In total, twenty-seven staftemtially worked with these families. This
comprised a service manager (who was responsiblalif@¢ocial care services for disabled
children and their families, including field socialork teams, family-based short breaks,

residential services and sessional support andehdfng services), two team managers, two
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principal social workers, fifteen social workergdaeven assistant social workers (these latter

staff not having a social work qualification).

5.4.2. Survey instrument

The specific focus of this aspect of the researah to investigate how these social workers
conceptualised ASD and the types of interventiorthods and service provision they felt

appropriate for families with such children. To @éstigate this topic, it was again decided that
an anonymous, self- completion postal survey wdigédhe most appropriate data collection
tool due to such a tool’s ability to be quick antbhtrusive (which seemed important when
surveying busy professionals) and anonymous (whiak important as the researcher was

known to all of the respondents — and indeed wasagped by one of them).

5.4.3. Survey design

Having identified the sample and the appropriat¢hoa of enquiry, the next step was again
to design an appropriate questionnaire to answer gqihestions. The literature review
identified that Mavropoulou and Padeliadu (2000)d hdeveloped a questionnaire to
investigate teachers’ understanding of ASD, basedaulier research (Stone and Rosenbaum,
1988; Szatmaret al, 1994). Their tool was used to examine the peroeptof mainstream
and special education teachers in Greece about ASiDfocused upon the same issues (albeit
with a different population) that | wished to adgkeDiscussion with my supervisor led to the
decision to adapt Mavropoulou and Padeliadu’s quashire (2000) for this study. The
reasons for this were threefold. Firstly, theingyrinstrument was designed to gather data on
the same topics that | was seeking to address,haddbeen successfully used in a study

published in a peer-reviewed journal. Undertakimghfer research using this tool might help
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identify if this was a reliable research instrumesndd highlight any shortcomings in the
instrument. Moreover, using this tool would enall@mparisons to be drawn between
Mavropoulou and Padeliadu’s group of special edocatachers and the social workers in
this local authority. Finally, there was no readayailable ‘like population’ with whom |
could design a research instrument, in the way thdiad with the parental survey
questionnaire. Social work teams in neighbouringnties were differently configured — and
in some cases worked with differently defined pagiohs of disabled children. Residential
care workers in the county who worked with childreith ASD received significantly
different training from field social workers (whil@ost social workers had undergone no
specific ASD training, all residential care worke&rsrking with this population attended first
a half-day ASD awareness training during their ctoin, then a 3-day TEACCH seminar,
then participated on a 5-day TEACCH workshop) drartunderstanding of ASD might be

very different.

Mavropoulou and Padeliadu’s questionnaire askegoregents their opinions regarding the
causes and diagnosis of ASD, their general knovdedggarding the condition, its
characteristics and its treatment (including the afsspecialised provision). The decision was
made to retain their overall design and wordingjleviaking some small amendments to
make the tool applicable to a group of social woskather than teachers, and also changing
some terminology to make it appropriate to a UKtegh (e.g. ‘learning disability’ for
‘mental retardation’). A limitation of this stagé e study is that the attitudes of individual
social workers towards short breaks were not ingatd within the survey. It would have
been very useful with hindsight to have asked theas workers for their views on the

purpose and benefits of short breaks and abouicseailiocation. | did not do this as a result
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of not wishing to make significant amendments tovMaoulou and Padeliadu’s tool, which
could preclude comparisons being drawn betweertehehers in their study and the social

workers in mine. However in retrospect, | regret maving done so.

Methodological considerations concerning the survey
Gaining access to the sample group
All social workers within the sample group were déogpes of the local authority, which was

supporting the research. There were no barrieasdess.

Size of the survey
The size of the survey was again predeterminechbysize of the population: as described
above, this comprised the 27 social workers witthie local authority who worked with

children with a diagnosis of ASD.

Ethical issues
This survey was compatible with both the Universdy Birmingham’s and the local
authority’s codes of conduct concerning researgbeclic ethical concerns are outlined

below.

Consent
The local authority for which | work gave its conséor the research to be undertaken and for
its resources (social workers’ time, printing arsk wf internal post) to be used. Consent

within the sample group was interpreted by response
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Anonymity

All questionnaires were identical and as they weteirned to the researcher in the local

authority’s internal post system it was not possitd identify responses, either in terms of

worker or team. However, due to there being questregarding age, gender and experience,
it might in some cases have been possible — giversinall population — for me to establish

who had completed which questionnaire.

To address this issue the questionnaires wereosgmith a letter clearly stating the reason
for the survey — to catch a picture, at this monieriime, of social workers’ perceptions and
understandings of ASD. It was further stated timatlysis would not seek to identify who had
completed which questionnaire, and that no attentaild be made to guess the identity of
respondents. Acknowledging this issue challengpedrésearch; however to ensure ethical

integrity, it was necessary to do so.

Coding and analysis
A codebook was prepared as with the survey of familAnalysis of both quantitative and

gualitative data was carried out in the same marasedescribed in 4.2.9 above.

Actions to secure a good response

Given the small total population, it was essertbainaximise the rate of response. To do this
the questionnaire was designed to be easy to rehdamplete. The wording of Mavropoulou
and Padeliadu’s questionnaire (2000) was used,whilt some amendments to make it
relevant to the target population. Throughout, Weed ‘autism’ was replaced by ‘autistic

spectrum disorder’ as this is the term in genesal within the local authority, with ‘autism’
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referring to a subgroup of the spectrum. Refererioeseaching experience and special
education were replaced by social work experiemcespecialised interventions and services.
A covering letter explained the purpose of the syrand that it would take less than 15

minutes to complete.

Pilot study and issues arising

The questionnaire was piloted with five residensatial workers who worked at a group
home for children with ASD, selected at random.sTidentified the length of time it took to

complete the questionnaire, the codebook’s robastaad identified the need for some final

changes to the wording (see Appendix 4 for a cdgii@questionnaire).

5.4.4. Undertaking the survey

| gave the questionnaires, covering letters andesded envelopes to the service manager and
the team managers of the two teams on 5 Octobet; 208 team managers then handed the
packs out at their team meetings. Respondents wasked to send the completed
guestionnaires back by 5 November. At this time swoial workers and one assistant social

worker were on long-term sick leave. Thus the tptasible number of responses was 24.

By 1 November, | had received eleven completed tquesires (46% of the possible
responses). A follow up letter was circulated addvember, acknowledging the pressures of
work the social workers were under, thanking thogeo had already returned the
guestionnaires, and asking those who had not dorte gseply by 15 November. This time

each letter was personally addressed and signeth(agth a questionnaire and an addressed
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envelope to be used in the internal post) and dastehe individual social workers. By 15

November, 23 respondents (96%) had replied

Description of sample
Nineteen respondents were female, three were raatk,one did not indicate their gender.

Ages ranged from 21 to 56, with a mean age of ¥dalts (SD = 8.2) (see Table 5.1).

Table 5.1 Age of social workers

Age No %
Under 25 years L 4
26-35 years 1 4
36-45 years 9 39
46 years or older D 39
No answer 3 14

Workers’ experience in working with disabled chdd and their families ranged from under

a year to 28 years, with a mean experience of &dsy(SD = 7.4) (see Table 5.2).

Table 5.2 Experience of working with
disabled children

Age No %
2 years or less 3 13
3-10 years 1( 44
11-20 years 6 26
21 years or more 3 13
No answer 1 4

Sixteen workers (70%) had previous experience ofking with typically developing
children, ranging from a year to 16 years (meanyeds, SD = 5.0), and nine workers (39%)
had previously worked with disabled adults for pds ranging from a year to 20 years (mean

= 2.9 years, SD = 3.0) (see Tables 5.3 and 5.4).
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Table 5.3 Experience of working with
typically-developing children
Age No %
None 6 26
2 years or less 3 13
3-10 years 1( 44
11-20 years 3 13
21 years or more D 0
No answer 1 4
Table 5.4 Experience of working with
disabled adults
Age No %
None 13 56
2 years or less o 9
3-10 years § 26
11-20 years 1 4
21 years or more D 0
No answer 1 4

Other experience included working within psychasocial work (n = 2) and as a foster carer

(n=1).

5.5. Results

Respondents were asked for their opinions withrega4 areas: the causes and diagnosis of
ASD; their general knowledge regarding ASD; therahteristics of ASD; and the treatment
of ASD, including the use of specialised provisidn.this section | will summarise the

findings under these headings, before going onsttuds these findings.

5.5.1. Causes of ASD
Social workers were asked to rank five ‘possibletges of autism (brain damage, lack of
mother’s emotional response to the child, socialsea, heredity and ‘other’), with 1

representing the most significant and 5 the |eBsése rankings were then aggregated, and
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means were derived. Thus if all workers felt ones§ible’ cause to be the most important, its
mean score would be 1; likewise, if one ‘possildlatise was felt to be insignificant by all

respondents, its mean score would be 5.The rem@tshown in Table 5.5.

Table 5.5 Potential causes of ASD

Potential cause Total score§ Mean score
Heredity 55 2.4
Brain damage 60 2.6
Other 68 3.0
Lack of mother’s emotional response 102 4.4
Social causes 104 4.5

It is clear that it was not generally thought tA&D was caused either as a result of maternal
behaviour or due to social causes. However, twpamdents ranked maternal coldness as the
second most important factor in causing ASD andrespondent ranked social causes as the
second most important factor. Heredity and braimalge were identified as the most
important causes, though neither scored partigulsidhly (2.4 and 2.6 respectively). Five
respondents (22%) believed mumps, measles andawaglcine (MMR) inoculations to be a
cause of autism, with three (13%) considering & thain cause. Three further workers felt
that the causes were not yet understood (with §esitong possible unspecified environmental
causes), while one worker felt that

“autism lies dormant in the young person, then ackhto the system can activate
it.”

5.5.2. Diagnosis
Respondents were asked whether they believed thiatgaosis of ASD could be carried out
mainly by neurological examination, or by psych@a@xamination of the child’s behaviour.

Five respondents (22%) stated that neurologicahéxation was the main diagnostic method,

154



with the remaining eighteen (78%) identifying diagis as being carried out through

psychiatric examination of the child’s behaviour.

5.5.3. General understanding of ASD

All the social workers (n = 23) agreed that ASD wasre prevalent in boys than girls, that
ASD could be accompanied by learning disabilityatttASD was not an early form of
schizophrenia and that people with ASD did nofesud reduced lifespan as a result of the
condition. However, there was no such consensus regard to the age of onset of ASD.
One worker felt that autism became present befueenhd of the first year of life, with over
40% believing it became apparent before the agavofand over 56% believing that ASD

was not fully developed in a child until after thge of 3 (see Table 5.6).

Table 5.6 At what age does ASD become fully presentthe child?

Age No %

From birth to the end of the first year 1 4
From the second to the third year 11 48
From the third year onwards 13 56
No answer 1 4

Some respondents gave more than one answer

5.5.4. Characteristics of ASD

Respondents were asked to rank twenty-two statamesth regard to whether they
considered them to be characteristic of ASD (sddela.7). Wide divergence was displayed
with regard to this question, with some respondétgstifying all twenty-two statements as
being characteristic of ASD, while one worker bedié only eight to be characteristic (mean
=14.7, SD = 3.7). Full agreement between all tysthtee workers was achieved with regard
to only 3 statements: that the child wants to Keispor her environment the same; that he or

she avoids change in his or her daily routine; thiatl he or she has obsessions.
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Table 5.7

Social workers’ perceptions of the charaeristics
of ASD

Statement No %
Wants environment the same 23 100
Avoids change in his/her daily routine 23 100
Has obsessions 23 100
Doesn’t understand the feelings of others 22 96
Overreacts to noise 22 96
Does not seek the company of others 22 96
Does not make eye contact 1 91
Seems distant 21 91
Engages in stereotypical behaviour 20 87
Has problems in his/her eating routine 20 87
Has temper tantrums 19 83
Has sleeping problems 18 78
Does not seek physical contact with others 16 70
Does not get attached to a person 14 61
Makes clumsy movements 11 48
Does not have self-care skills 10 43
Does not play with objects 8 35
Does not develop speech 7 30
Presents problems in his/her physical appearance 7 30
and health

Has hearing problems 6 26
Does not have feelings 3 13
Has hallucinations 3 13

5.5.5. Treatment of ASD

With regard to the treatment of ASD, 87% of respamd indicated a strong belief in the
effectiveness of specialised interventions. It wl@sir that there was a particularly favourable
attitude towards the TEACCH structured teachingreggh (Schopleet al, 1995). This

approach underpinned service provision within fleisal authority, and was used within

schools and social care services.

“...a consistent approach with structure, use of TEAL schedules, an
understanding of how the person perceives the w@ddfar as this is possible)

can be very helpful.”

“Interventions such as TEACCH are very effective.”
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Favourable comments were also made about the Ndtidatistic Society’s EarlyBird
programme (Shields and Simpson, 2004), a paranirtgamodel which had been running at a
local general hospital.

“(EarlyBird) can be very effective — especially whthere is early intervention

with preschoolers.”
There was far less agreement with regard to then@skhether psychotherapy could be an
effective treatment method with regard to ASD. $#®en point per cent of respondents
believed such approaches to be of no value, whité &It that such approaches could be of
value to some.

“Cognitive behavioural therapy is helpful in adapgi undesirable/unwanted

behaviour”.

Almost 50% of respondents did not answer this qorestr stated that they did not know.

With regard to the potential benefits of specighsivision to children with ASD, respondents
focused on the development of practical skills,hsas developing self-care skills and
independence; these were viewed as areas wheréalgiemtervention could make a
difference by over 85% of respondents (see Tal@& ®verall, social workers had a very
positive attitude towards the benefits of spediadervices, with the majority of the sample
believing that they could be of benefit in ninetloé ten suggested areas. Whilst considering
specialist services and interventions beneficiato6f workers (n = 15) also believed that it
was possible to successfully integrate childrerhwdiSD within a generic disability service;

30% felt this was not the case.
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Table 5.8 Social workers’ perceptions of potentidbenefits of specialised

provision
Area No %
Develop basic self-care skills 22 96
Complete an activity independently P2 96
Reduce his/her tendency to self-injury 21 91
Get relief from anxiety and emotional tension 20 87
Reduce his/her repetitive behaviours 20 87
Develop emotional relationships with others 17 74
Read and write 17 74
Play with other children 15 65
Express his/her desires using speech 15 65
Understand the feelings of others 11 48

5.6. Analysis
Although the sample size was small, the study ifleata number of pertinent issues

regarding social workers’ understanding of ASD. Séhare discussed below.

5.6.1. Factual inaccuracies

It was shown by the results that all respondendisamaaccurate understanding of many issues
regarding ASD, such as ASD being more common irslibgn girls, and the facts that ASD
can be accompanied by learning disability, thatviddals with ASD do not have a reduced
life span and that ASD is not an early form of gophrenia. However, a number of
respondents held inaccurate beliefs about the ttondiOver half of the social workers felt
that ASD became fully present after the age ofelyears. In fact, the onset of ASD is early,
always occurring before three years, excepting tteey rare condition Childhood
Disintegrative Disorder (Ozonoff and Rogers, 20@8) many children can be successfully
diagnosed as early as two years (Lord and RisiQR00is possible that some respondents
may have interpreted the questidkt What age does autism become fully present imld@

as meaning at what age does the child’s ASD be@pparent or is it diagnosed: if this is the
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case, then their responses may also be indicatitreeaconfusion shown regarding ‘scientific’

terminology and language, discussed further below.

There was also confusion regarding how ASD is diagd. Neurology has made a major
contribution towards the understanding of autisnithweuroimaging showing deviations
from the normal in many areas of the brain (Cousoket al, 2001). However, Tharp (2003)
has shown that such studies do not identify argnaiure abnormality’ that is diagnostic of
ASD. Diagnosis of the condition is made by the ofsgsychological diagnostic tools such as
the Childhood Autism Rating Scale (CARS) (Schopér al., 1988) and the Autism
Diagnostic Observation Schedule (ADOS) (Letdal, 2000).Despite this, over a fifth of the
social workers considered neurological examinatiiobe the main method used in diagnosing

the condition.

Further confusion was identified with regard to daeises of ASD, with some social workers
believing the condition to be linked to maternaldo@ss or social causes, and over a fifth
believing there to be a causal link between MMR aantism. The theory that autism was a
response to ‘refrigerator’ mothering was prevalenthe 1960s and 70s (Bettelheim, 1967)
but has long been disproved: ASD is now considarpdrvasive developmental disorder with
a biological basis (Mesiboet al., 1997). The study suggesting a link between MMR and
autism was much publicised (Wakefiedtl al, 1998). However, by the time of this survey
(autumn 2004) a large body of research had beefispald identifying that there was no
evidence of any causal link (see, for example, Ghead, 2004; Farringtoret al, 2001; Kaye

et al, 2001). Nonetheless, these social workers retainisdfalse belief. Finally there was
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some confusion about what actually comprised ASh wne respondent believing that

Attention Deficit/Hyperactivity Disorder (AD/HD) wsapart of the autistic spectrum.

5.6.2. Confusion about the characteristics of ASD

Two points of interest arise from the social woskeesponses with regard to the list of

‘characteristics’ of ASD. The behaviours presentedhe list are specific instances of the

ways in which the triad of impairments may manifit&mselves. They are not an exhaustive
list, and there are individuals with ASD who magpday very few of these behaviours. Thus
a significant number of the behaviours or issuest tmany respondents believe to be
‘characteristic’ of ASD are not, and may or may betpresent in an individual. There may be
a danger that if a child fails to exhibit these daburs or traits — such as over-reacting to
noise or failing to make eye contact, which areweé as fundamental to ASD by over 90%

of respondents — then the child’s ASD and subseddgiéficulties, and the families resulting

needs, may be underestimated by their social worker

The social workers’ perceptions of the charactessof autism were compared with the
responses made by special education teachers whatteaded 20 hours of training regarding
ASD, which were discussed in Mavropoulou and Padels original study. It is notable that
there are significant differences between the tvougs’ understanding of the characteristics

of ASD (see Table 5.9).
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Table 5.9

the characteristics of ASD

Comparison of social workers’ and teachg’ perceptions of

Current study of | Mavropoulou &
social workers| Padeliadu (2000)
(n=23) (n=29)
Statement No % No % Chi-square
Wants environment the 23 100 18 62 11.06
same p = .001***
Avoids change in his/her 23 100 25 86
daily routine
Has obsessions 23 100 7 24 30.24
p < 001 ***
Doesn’t understand the 22 96 25 86
feelings of others
Overreacts to noise 22 96 9 31 22.25
p < .001***
Does not seek the company 22 96 25 86
of others
Does not make eye contagt 1 91 15 52 9.43
p = .005**
Seems distant 20 91 28 96
Engages in stereotypical 20 87 26 90
behaviour
Has problems in his/her 20 87 1 3 37.15
eating routine p <.001***
Has temper tantrums 19 83 19 65
Has sleeping problems 18 78 0 0 34.71
p < .001***
Does not seek physical 16 70 20 69
contact with others
Does not get attached to a 14 61 8 27 5.82
person p =.02*
Makes clumsy movements 11 48 18 62
Does not have self-care 10 43 7 24
skills
Does not play with objects 8 35 2 7 6.42
p =.02*
Does not develop speech 7 30 7 24
Presents problems in 7 30 7 24
his/her physical appearange
and health
Has hearing problems 6 26 0 0 8.55
p = .005**
Does not have feelings 3 13 7 24
Has hallucinations 3 13 2 7
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Social workers felt far more behaviours to be ctimmstic than did the teachers; ten
behaviours were considered characteristic by nmae 85% of the social workers, while only
five were considered characteristic by the samegmeage of the teachers. A number of the
behavioural traits were more strongly associateith W'iSD by the social workers than the
teachers. With regard to five of these — that thilavants the environment to stay the same,
that the child has obsessions, that he or she eaas to noise, that he or she has problems
with regard to eating and that the child has motd sleeping — the contrast between the two
groups was highly significant (p </= .001***). Iin¢ case of two traits — that the child does
not make eye contact and that he or she has hganobiems — the contrast was significant at
p = .005* and with regard to two further potenthharacteristics — that the child does not get
attached to a person and that he or she doesaytmith objects — the significance was .02*.
It may be that the social workers are more awaressfes such as the child’s obsessions,
overreactions of problems regarding eating andpsigeas these could be major stressors
upon families, and could lead them to seek sock support from statutory services.
However, as was indicated above, some children A8D may exhibit few, if any, of these

‘characteristics’.

A further issue arising from the analysis of soamdrkers’ perceptions regarding these
potential ‘characteristics’ is that there is litdensistency across the teams with regard to the
presentation of ASD. With regard to all but thrdetlte statements, there were divergent
views; behaviours that were identified as fundamletat ASD by some workers were not by
others. This variation may arise from the individusrker's experience of working with
children with ASD, with their conceptualisation ASD being based upon the children with

ASD that they have known, and their pre-understagglof the disorder’s characteristics. It
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may on the other hand simply reflect a misundedstan of the meaning of the word
characteristic so that some workers may have been just tickiii@my and all behaviours
that they might see in a child with ASD, rathernthihinking of the defining characteristics
(Hindsight suggests that it might have been helpfulhave rephrased some questions;
however doing so would have precluded comparisaiagbdrawn with the teachers in
Mavropoulou and Padeliadu’s study).Whatever factoes/ be causing it, this inconsistent
understanding of ASD and the characteristic behasiassociated with the condition might
well lead to inconsistency in understanding angh@ading appropriately to the needs of the

child and their family.

5.6.3. Confusion about scientific terminology

It appeared that some respondents were confusestibptific terms and concepts. Some
respondents did not link the concept of hereditthvgenetics, or brain damage with brain
formation. This may be because of a lack of undadihg regarding ‘scientific’ terms, or

because of assumptions or pre-understandings, basedheir previous professional

experience. For example, the term ‘brain damageghimbe considered to refer solely to the
impact of some post-birth trauma or non-accideimtplry. It is also possible that some
respondents answers to the question regarding hagnakis is made may reflect a lack of

understanding regarding terms such as ‘neuroldgical ‘psychological’.

5.6.4. Attitudes towards methods of service delivgr
Some respondents had an inaccurate understandiagpobaches being used with children
with ASD within the county, for example writing of

“...communication systems such as TEACCH are highihehcial”.
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Although communication is addressed within the TEACapproach, and is a fundamental
consideration within it, it is not a communicatisystem. This structured teaching approach
was used consistently within schools, social caténgs and within the community in this
local authority (Preecet al, 2000; Preece and Almond, 2008) and it is conogritiat some
social work staff did not understand it. With refjdo the potential benefits of specialist
interventions, it is interesting that the only akelere fewer than half the respondents felt
these could benefit individuals with ASD was inrleag to develop social and emotional
understanding. This is the focus of ‘social stdr{ewley and Arnold, 2005) and there is a

developing body of research to support their effjc@Moffat, 2001; Swaggasdt al, 1995).

With regard to the feasibility of effectively inteding children with ASD within generic
disability services, about two thirds believed tpisssible, while a third felt it was not.
Overall, their attitude is more positive than tlesaarch would suggest is warranted. Studies
over many years have shown that many familiestihaé children with ASD find it hard to
access generic disability services, and that oftezh children may be excluded due to the
impact of their behaviours (Sargent, 1995; Van Bouadien and Elgar, 1990), viewed as too
able to meet eligibility criteria (Oberheim, 199) may simply sit on a waiting list without
receiving a service (Tarleton and Macaulay, 2002yreover, ASD-specific social care
support services (including residential and fanbiased short breaks, and family support
services) had been specifically developed in tisll authority in the 1990s in response to the
inability of local generic disability services toeet the needs of these children and their

families (Howleyet al., 2001; Preece, 2003).
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This was a clear point of divergence from the vieiveamilies. As stated above, two thirds of
social workers felt it was possible to integratéddren within generic social care disability
services. By contrast, less than a fifth of farsilsirveyed felt that children with ASD could
be integrated effectively in generic short breakirsgs. Families using short breaks that felt
that specialist services were necessary outnumbibes® who felt their children could be

included in generic ‘disability’ settings by four tne.

5.7. Discussion

Previous research has identified that social waerkeho work with disabled children
sometime lack confidence in their skills (Middletdr®98), which may in part arise from a
lack of appropriate training about disability (Wt and Jones, 1999). Where social workers
do receive training regarding disability issueg, phedominant paradigm is the ‘social’ model
of disability (Finkelstein, 1980). This was devetdpas an alternative position to what was
viewed as the medicalisation and pathologisatiodigdbility. It argues that the individual's
impairment and their experience of disability aepagate, and that the latter arises out of

social factors such as discrimination and prejudice

Some recent writers have suggested that, thougpfuhein creating a more sensitive
perspective on the implications of disability (@rvand Sapey, 1999), the model is
inadequate for those with profound impairment (Br2002) and others whose experience
does not fit the model (French, 1993), and thdtils to take account of the impact of
disability upon the family around the disabled wndual (Case, 2000; Brett, 2002; Dowling

and Dolan, 2001b).
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Writers with ASD (e.g. Sainsbury, 2000, Sinclai®08) have identified the profound sense of
alienation from the ‘normal’ world felt by individds with ASD. This alienation and the
difficulties such individuals experience do not wccsolely as a result of external
discrimination and prejudice (though these cleaffgct them, especially when the impact of
their ASD is underestimated). As Sinclair (2005jtes,

“...autism isn’'t something a person has, or a shell tmas a person trapped

inside. There is no normal child hidden behind #utism. Autism is a way of

being. It is pervasive: it colors every experieneggry sensation, perception,

thought, emotion and encounter, every aspect atenge. It is not possible to

separate the autism from the persoh(p2)
Research has also shown that the beliefs thatlsecr&ers hold about disability and disabled
individuals, and the values that underpin thoseetsglhave a profound impact upon how they
perceive disabled individuals and their familieswhthey assess their needs, and how they
feel those needs can and should be met. Wherddahd understandings are inaccurate, this
can lead to unhelpful and discriminatory stereotgpinegative attitudes towards parents and

incorrect assumptions about what types of intereentre appropriate (Heenan, 2005;

Johnsoret al., 1998).

This phase of the research suggests that sociddewsomwho are responsible for assessing
families that have children with ASD in this lodgliand for making decisions about service
provision for them, can have widely differing unstandings of ASD and that in many

instances their understandings will contain misust@dings and inaccuracies. The
implications of these misunderstandings and inaages can be far-reaching, and may
impact upon whether they consider families as ednaf services, or even as being eligible to

receive services. In the next chapter | shall gdmpresent the final phase of the research:
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the interviews carried out with whole families inding children with ASD to investigate

their experiences of daily living, of social suppand of short breaks.
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Chapter 6: The family interviews

As identified in Chapter 4, analysis of the initsairvey suggested two areas for further study.
The first was the subject of Chapter 5 and the sgawas to explore how families that have
children with ASD experience their lives, looking particular at why some seek formal
support and others do not, and to consider thegygfesupport that families find helpful and
appropriate. Within this phase of the research ugit to address four specific research
questions. What can we learn of whole families'eeigmce of living with ASD? What can we
learn of whole families’ attitudes to and experierd short breaks? What factors, both within
and outside the family, are associated with whetierot families seek formal support? What

factors are associated with quality in short breaksvices by whole families?

In this chapter | discuss the interviews and assed activities undertaken to ascertain the
views of parents, siblings and children with ASentiselves from fourteen families about
these issues. | summarise the literature with rdgtr interviewing families, interviewing
children and interviewing children with ASD. | do# the design of the research tool and the
research process, and | present and analyse thaltse®f this process. The families’
experience of family life is discussed, and thennthemes from the narratives of mothers,
fathers, siblings and children with ASD are idertf | then move on to report on families’
experience of informal support and formal suppbrotigh social workers and short breaks. |
identify the reasons families give for service-osenon use, the functions they ascribe to
services, and factors that they view as positiveegative within services. Finally, | outline

areas where the families feel that there are gagsrovision.
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6.1. Reviewing the literature

Analysis of the family survey identified that it wid be helpful to gather deeper, richer data
regarding families’ conceptualisation of daily liend short breaks. Having decided to
conduct interviews, and acknowledging as problesritiee privileging of parental views and
lack of family focus within the literature, | wa®romitted to consulting with all family
members where possible: mothers, fathers, siblamgkthe children with ASD themselves.
To inform this process, | undertook a third litewrat search, focused on three areas: literature
regarding interviewing families, literature regangli ascertaining, through interviews, the
opinions of children and finally literature regardiascertaining the views of children with

ASD.

6.1.1. Interviewing families

Research on interviewing families has a long hyststretching back to Cavan and Ranck
(1938). More recently, studies have been publisbedsing specifically upon methodological

iIssues in conducting qualitative research with f@siusing data collection tools such as
semi-structured interviews (Gilguat al, 1992; Sussman and Gilgun, 1997; Whall and
Fawcett, 1991). Key issues regarding interviewshwamilies can be drawn from this

literature.

Defining the family

How families are conceptualised varies betweenissuddstedt-Kurki and Hopia (1996)

define a family as a coherent unit of people untigiological, social and legal ties; Whall

(1993), contrastingly, considers it a self-ideetifigroup of two or more people who may or

may not be related biologically or legally, but bavspecial relationship.
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Gaining access to the family and its environment

Elwood and Martin (2000) suggest that there areneatral sites in which to conduct
interviews, as all environments are laden with taye spatial relations, power and meaning.
Some authors favour interviewing families in thewn homes, feeling this places family
members in their natural environment and may irggeaillingness to participate and speak
freely (Thalman Boyd, 1996). Daly (1992), howewarggests the researcher’'s presence may
be an intrusion into a private space, and that Ipro® may arise regarding privacy or in
discussing sensitive topics. Even when the intarvéite has been negotiated, challenges
remain regarding gaining access to the family’seedgmce and Daly (1992) suggests this will
always be limited; some private facets of famife Will always be inaccessible, while other

aspects will be hidden due to being taken for gty interviewees.

Parts and wholes

Families present further challenges to researcherthe unit of analysis — the family — is
composed of multiple individuals and the family megntain multiple and contradictory
perspectives. The family may have a ‘spokesper@asually the mother) who presents the
family’s reality to the world. However, althoughing this single informant can make data
collection easier and less costly (Uphold and Bimind, 1993), this can lead to gate keeping
and misrepresentation (Astedt-Kurkt al, 1999). It has also been the case that men’s
perspectives on family experience are under-reBedrin families with disabled children
(Quinn, 1999). The literature suggests that acngd$ie perspectives of multiple members is

beneficial and presents a broader and richer petispeon the family unit (Daly, 1992).
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Family members may be interviewed concurrently eguentially. Individuals interviewed
separately may more openly express their feelimgspgerceptions (Thomas, 1987), and the
researcher can compare family members’ thoughtsfesithgs (Anderson and Anderson,
1999); however, the opportunity to observe interrther interaction is lost (Astedt-Kurlkt

al, 2001).

The role of the researcher

Interviewing families creates tensions and raisesstjons about how researchers both present
and maintain their role. Researchers must decidetb@resent their motives for undertaking
the research, how structured interviews will bej how they will participate in the interview

process.

Daly (1992) suggests that families being intervidveasily confuse the researcher role with
that of ‘expert helper’ — particularly if the reselaer has a professional role separate to the
research they are undertaking — and states thaéslearch process will almost certainly be of
less interest to the participants than access @orésearcher, whom they may view as a
professional with resources and answers. Oakley1(19vrites that researchers should
endeavour to develop non-hierarchical relationshyib the researched, and that research
relationships should be based upon principle afdachange. Requests for information and
advice should be expected, and before interviewmhesearchers should identify how they

will manage this potential role confusion, and hbey will respond.

The researcher is responsible for creating theniee relationship. They are the research

instrument in this process (Gillham, 2000) and muesy attention to issues such as their

171



timekeeping and appearance and what this may comveyany equipment being used and
their ability to use it. Looking careless or in@pay impact negatively on the interview. They
should be attentive and responsive to participard@dal and non-verbal communication, and
must pay attention to what interests the family.rdm (1995) writes that interviewees can
become frustrated if the interviewer is felt tofaeshing the interview forward while they still

want to talk about the current topic.

Finally, the researcher must structure the intevyiatroducing and developing the interview,
bringing it to an end both socially and in termstloé data collection process, and ensuring
that the family has access to the researcher anddta after the interview is over (Gillham,

2000).

Ethical considerations

As well as the ethical issues already discussethis section (such as respecting family
privacy, limiting intrusiveness and managing roteftict), researchers undertaking family
interviews must attend to issues of informed cohserd of unanticipated self-exposure

(Daly, 1992; Mauthneet al, 2002). These are discussed more fully in 6.2l@ne

6.1.2. Ascertaining children’s views

In recent years there has been an increasing empiya obtaining children’s views about

iIssues that impact on their lives. Article 12 of tinited Nations Convention on the Rights of
the Child states that all children have the rightspeak about things that affect them, and
requires adults to listen to them (United Natidl®33). Within UK legislation, the Children

Act (1989) (Department of Health, 1991) requireslatal authorities to take account of
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children’s wishes and feelings, involving them ecsions about service provision. Listening
to children is a key principle across many goveminpmlicies and initiatives, including the
Quality Protects programme (Department of Healt®98n), Sure Start partnerships
(Department for Education and Employment, 1988) #ed Framework for Assessment of

Children in Need and their Families (Departmenitiealth, 2000).

These imperatives are reflected in the developitegakure on ascertaining and researching
children’s views. Some authors argue that childr@mnot provide valid research data due to
their suggestibility and immaturity (Ennet al, 1991; Qvortrup, 1994). Alderson (1995),
however, suggests this position is short sighted, #hat even inaccurate responses offer
insight into children’s experiences, illustratingetimpact of their feelings, imagination and
memory. More recently, authors have explored howftectively elicit children’s views and
thoughts (Christensen and James, 2000; Docherty Samtlelowski, 1999; Lewis and
Lindsay, 2000; Mauthner, 1997; Woodhead and Faulk2®@00). This literature highlights a

number of key points, which are discussed below.

Methods of gaining children’s views

Lewis and Lindsay (2000) argue that although ayssuahethods should be determined by the
research questions, and strongly influenced byefltionsiderations, practical considerations
will also inevitably impact. They note that intezwis are a common technique in researching
children’s perspectives, and that this method aé a@allection, if carried out carefully and
rigorously, can be interpreted as methodologicalife. Conversely, quantitative techniques
such as questionnaires, though common in childmh teenagers’ magazines, may be

unreliable (Lewis and Lindsay, 2000). Indirect teicues - such as drawing, model-making
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and analysis of diaries — can be used (Jones ando€k, 2000), but interpretation of such
data requires a high degree of inference. Dockitedl. (2000) argue that the more the child’s
perspective is inferred indirectly (rather thanngeexplicitly and directly reported) the greater

is the risk of research facing charges of misimgiion or over-interpretation.

Ethical considerations
The literature concerning research with childreenitfies a number of key issues with regard
to ethical considerations relating to power, cohsard disclosure. These are discussed in

6.2.3 below.

Negotiating interview privacy

Even when access to the children and consent leas digained, it can be hard to negotiate
privacy to conduct the interview. Obtaining sepaiaterview space may prove difficult for a
range of reasons. Living conditions may be such ttiere is little private space in which to
conduct interviews and adults may see themselvepraigcting children, or might not
consider the child’s need for privacy (Brannen &iBrien, 1995). Moreover, as Mauthner
(1997, p18) points out, the family may not share

“...mainly white middle class researchers’ conceptidnchbildren’s rights to
privacy, confidentiality and autonomy(p18)

When it is possible to interview children privatetlifferent results can emerge than when
families are interviewed together; interviewed @&prneenagers can disclose feelings or
concerns not usually discussed within the famityislharder for researchers to obtain the
views of very young children, as parents usuallghaio be present during interviews, and

may control the child’s responses. Furthermorel|dodm can impact on interviews with
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parents, by demanding their time and attentionrestricting the conversation simply by

being in the same room (Mauthner, 1997).

6.1.3. Ascertaining the views of children with ASD

A growing body of literature has been published cgmning the experience of disabled
children, and methods of involving them in resegiBaresford 1997; Connors and Stalker,
2003; Morris, 1998a; Russell, 1998; Ward, 1997).réleecently, articles have focused on
practical issues in interviewing children with cdgre impairments and learning and other
disabilities (Garth and Aroni, 2003; Lewis, 2008)02a; Lewis and Porter, 2004; Porter,
2003; Stalker and Connors, 2003). Further studsase hdentified approaches to — and the
difficulties involved in — eliciting the views ofhddren who are unable to participate in
interviews (Cameron and Murphy, 2002; Germain, 2@®drteret al, 2001; Taylor, 2007;

Ware, 2003, 2004).

Within this developing area of study, little publkxli research directly addresses the
experience of children with ASD. Only a handfulcbildren with ASD have been included in

studies; Prewett (1999), for example, included jose teenager with AS. Connor and
Stalker’s (2003) study included one child with ASDhey report that he used facilitated

communication, with his mother as facilitator, teeghis responses, stating

“...this enabled the inclusion of a child who wouldestise have been excluded
from the study. Facilitated communication remairentooversial, howevet

(p32).

Rather than being “controversial”’, Facilitated Coomeation (first developed by Crossley

(1992) in Australia and Biklen (1990) in the USA)discredited, its claims of effectiveness
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shown as unsupported by evidence (Konstantare&8, Mostert, 2001; Schreibman, 2005).
Consequently it is impossible to ascertain thedvtgliof ‘views and comments’ attributed to

this young man.

Two recent studies have, by contrast, focused sg&lty on the issues involved in attempting

to ascertain the views of children with ASD throwgimsultation.

Preece (2001, 2003) Consultation with children wigltistic spectrum disorder about their
experience of short-term residential care

This formed part of my MEd studies at the Universof Birmingham (Preece, 2001); an
abridged article was later published (Preece, 2008pd identified that research had not
considered how the characteristic impairments oDAS difficulties in social interaction,
difficulties in communication and restricted intsti® and a need for routine — might affect
children’s ability to participate in consultatiomogesses. To identify if and how the these
characteristics impacted, and to attempt to discovether meaningful consultation could be
carried out with such children, | examine the psscef consulting with three children with
ASD and learning disabilities (aged 7 to 14) abiair experience at a residential short
breaks service. Individualised consultation proesssere developed for two children; the
third was non-verbal and had extremely restrict@ohrmunication so he was observed at the
service. In all three cases, consultation/obsesmatias undertaken by their class teacher, as a
known, familiar, and trusted adult uninvolved withe service. Multiple data collection

techniques were used to facilitate triangulationl{gon, 2002).

ASD impacts on the consultation process in manysw&egarding social interaction, the

children demonstrated autistic aloofness and sa@uialety. Interaction was difficult, and it
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was hard to identify whether responses were acwaivere made out of acquiescence or a
desire to end the interaction. Further, thoughdhiédren expressed clear preferences about
concrete subjects such as food, questions concetikimg or disliking people, or having
friends, were problematic. Their communication immp&nts affected the process. Where
answers were obtained, it often remained diffitalgauge their validity; language use was
sometimes bizarre and idiosyncratic and simplesedoquestions were more effective in
eliciting answers than open ones. Further concabosit the validity of the responses resulted
from the phenomenon of recency, whereby childreihh wommunication problems may just
echo the last option offered (Rodgers, 1999). Rinall children exhibited some degree of
discomfort and nervousness in communicating. Theslrier routine and resistance to change
raised a significant and fundamental issue: ifdsleh reported that they liked something, did
this indicate a real preference or merely thataitl necome part of their familiar routine?
Similarly, was ‘dislike’ of a new experience indic@ of a true dislike, or merely that
something was unfamiliar? Further difficulties weused by the children’s poor personal
event memory. However all children responded betteen consultation was supported by

concrete tools such as photographs or scheduls card

This study had significant limitations. It was d¢ad out with a small group, over a brief
period. Furthermore, as Jordan (1999b) points awgreness of taking part in a ‘special’
intervention may influence children’s responsess ltherefore inappropriate to seek to draw
generalisable conclusions from the results. Nomeseit constitutes a first, exploratory

attempt to address methodological issues.
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Beresford and Tozer (2003) Finding out about outcemof social care for children and

young people with autistic spectrum disorders; B&ficed, Tozer, Rabiee and Sloper (2004)
Developing an approach to involving children withusistic spectrum disorders in a social
care research project

These papers report on research carried out atUtheersity of York, concerned with
identifying outcomes of social care services desbg children with ASD. This was one of
four projects focused on the needs of differenugsoof ‘hard to reach’ children and direct

participation by these children was a key aim.

This research draws on multiple data sources, diatuinterviews with the child, parents and
other informants (usually teachers), as well asrmfl observations of the children carried
out in their school setting. Twenty-six familiestivchildren that have a diagnosis of autism
or AS were recruited to the project. However, ptakepermission to engage children directly
in consultation was obtained in only five cases%)l9one child with AS and four children

with autism (none of whom had severe learning disas) aged 6-14. The researchers
identify parental unwillingness as the main barteechildren’s participation, often based on
fear the child would become anxious. Other barriectuded parents fearing that children
would not understand the questions or that the rdgvef the children’s ASD and

communication difficulties would prevent their peipation.

Of the five ‘interviews’, one was unproductive, timat the child refused to participate. The
other four were considered more successful in tiatchildren seemed to find the process
enjoyable and some relevant data were elicitecer®auwere surprised at the length of time
the children spent in the process and two childvere reported to have responded to abstract

questions about likes and dislikes.
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A number of points are made concerning research e¥itldren with ASD. As in my earlier
study, triangulation is shown to be valuable. Ferrtihis identified that research design must
be flexible in order to include these childrenthis study the researchers had to revise their
research questions so that the children’s participa and the data collected, could be
meaningful. As the study continued, it was necgssarredefine and adapt the project to
accommodate the needs and abilities of the chilgegticipating in it. This had cost, time and
resource implications, but was necessary for teeareh to be meaningful. As a result,
“...different research questions and methods were wstdthe children with
autistic spectrum disorders compared with the otipgups of children...Taking
this approach can feel like going against all thataught about the qualities of
‘good research’, where consistency of method anskaech tools within a
research project is advocated. However there isatatce to strike between
‘methodological rigour’ and facilitating the diregarticipation in research by the
groups who are the focus of the resedr¢Beresfordet al,, 2004)
This literature review highlights the issues andlie@mges regarding undertaking interviews
with whole families, including children and childrevith ASD, and identifies significant

factors that had to be considered in the plannirthis phase of the research. | will now move

on to discuss the initial methodological decisiooscerning the interviews.

6.2. Outline of method

6.2.1. Data collection

To address the research questions, a semi-strdcioterview format was identified as the
most appropriate data collection tool. This forraHers a number of advantages (Edwards
and Talbot, 1999; Gillham, 2000; Robson, 2002).seh@clude 100% response rate, the fact
that meanings and interpretations can be probed expiored in a more flexible and
individualised manner than is possible through tjoesaires or fully structured interviews

and that such interviews yield rich, deep and patly illuminating and insightful data for
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qualitative analysis. Possible disadvantages irctbhd potential for intrusion and distress and
concerns about reliability arising from the lack stAndardisation inherent in the interview
process. Steps taken to address these issuesanss#d in the sections on ethical issues and

analysis respectively.

Where children could neither be interviewed noregivformed consent, due to their cognitive
impairments, | included them by undertaking stremuobservations, recording data in the
same areas covered by the interview schedule. agpsoach had been used successfully in

my earlier research in this area (Preece, 2002).

Volkmaret al, (1997) criticise researchers in the field of AlBDusing parental comments or
observational data in isolation, and consider saygproaches open to challenge. Cohen and
Manion (1994) suggest that using multiple methodesearching human behaviour may help
minimise the distortion and bias that can resulifirelying exclusively upon one method or

source of data.

In this phase of the research the understandingthefindividual family members are
investigated. | wanted to know where differencepearception occurred, and to maximise the
validity of the interview data (Cohen and Manio®94). Therefore, where possible, | used
sources of supporting data. In all families | tgatated the responses of different family
members. Where short breaks were used, | obsehedhildren within these settings,
referred to documentary evidence including iniatial work assessments, care guidelines
and review reports and interviewed short breaksrsaregarding the child’s presentation and

behaviour.

180



Sample group

Analysis of the survey (4.4.7 - 4.4.9 above) idedithe need to investigate the experience of
families that accessed short breaks, those th&iedito access such services but were unable
to, and those families that did not wish to usehsservices. Therefore after consultation with
my supervisor | set about identifying families viitihese three discrete groups to interview.
Almost 60% of survey respondents had indicated thwye willing to participate in
interviews. Thirty-seven respondents were willing the child with ASD to be interviewed,

and forty-two for siblings to be interviewed.

As shown in 4.3.3 above, the dependence level ikdren with ASD in the sample varied
from some needing little support to those who wedependent in most or all the areas
identified by Robinson and Stalker (1990). To eadinat | was exploring the experience of
families whose children had broadly similar — anghsicant — levels of dependence, |
considered only families where the respondent laéeldrthe child’'s dependence at 7/10 or
above.A dimensional sampling approach (Robson, 2002) used to select families for
interview. Three primary dimensions were considefghese were: the discrete group into
which the family could be categorised (whether fdmaily used short breaks, wished to use
short breaks, or did not wish to use short bredks)child’s dependence level being 7/10 or

higher and the fact that the family was willinga® interviewed.

Within the three discrete groups, secondary dinmgrssivere considered. These included the
factors identified within the family survey as stgly associated with short breaks use/non-
use: whether or not the family had a social worllee, child’'s school placement, age and

diagnosis. Other dimensions were associated withlyacharacteristics. These included the
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number of adults, children (in total) and childserth ASD in the household and the family’s
ethnicity. Finally, where possible, | sought to lude families where | could interview

siblings and children with ASD. Many families clestd into similar categories (for example,
a quarter of service users could be categorised/faige British, father absent, one to two
siblings, child with ASD in special school). Wheztkstering occurred, tertiary dimensions
were considered - where the family lived (to indudrban and rural experiences), school
attended (to include a range) and social workeaitatp maximise diversity). Consideration
of these dimensions identified seventeen potefarallies to interview: seven using services,

six who wished to use a service and four who did no

The method used to obtain the sample is not basestatistical theory, but on purposive
sampling criteria (Curtist al, 2000). The selection of the sample was concdptdelen by
both the theoretical framework underpinning theeaesh and the emerging theory arising out
of the data. | have explicitly identified the ratade for case selection, and acknowledge that
there are ethical and theoretical implicationsiagigrom the choices made to include some
families and exclude others. The sample is desitmathke possible analytical generalisation
(Miles and Huberman, 1994), in that careful sangakection can provide the opportunity to
select and examine the generic processes thatitateins understanding the phenomenon

under investigation, but it is acknowledged thatistical generalisation is impossible.

6.2.2. Interview schedules
The topics investigated within the interviews wetetermined by the overall research
guestions and by analysis of the earlier phasekeoktudy. Families were questioned about

day to day family life, informal and formal suppatteir experience of and attitudes towards
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short breaks and what other supports would helgcip questions investigated families’

attitudes concerning responsibility and others ioglafter their children, their understanding
of the functions of short breaks and their attimi@encerning specialist and generic short
breaks services. These were areas where statiststghificant differences had been noted

between the three groups within the survey.

Three interview schedules were developed — forngresiblings and children with ASD —
covering these topics. Each child with ASD’s imtew schedule/consultation tool was
developed after an initial meeting with the faméyd discussion with parents. Where
possible, with regard to the choices and wishescthldren were askedf“you could have a
magic wand and wish for anything in the world, whatuld you wish for?” This was asked
of the disabled children in Connors and Stalke803) study, and it was hoped that
comparisons could be drawn with the responsesittfreh with ASD in this study. Parents’
and siblings’ schedules comprised five or six goest under each topic heading. For
example, questions for parents under the headiifitat is family life like?included “What is

a typical weekday like?*How has having a child with ASD impacted on yote?i and

“What do you do together as a family?”

Questions were open-ended, which are advantageosemi-structured interviews, as they
are flexible, allow for in-depth discussion, helpl8 trust and rapport, enable researchers to
more accurately assess respondents’ beliefs amdoopi and can yield unanticipated and
unexpected answers (Robson, 2002). Prompts wesdaged for each question and strategies

to use as probes were identified (See Appendix thiinterview schedules).
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6.2.3. Ethical considerations

Consent

As well as the ethical issues already discussegl fespecting family privacy, limiting
intrusiveness and managing role conflict), attentroust be paid to issues of informed
consent and of unanticipated self-exposure (Da®@21 Mauthneret al, 2002). Due to the
emergent nature of the interview process, it mayrpossible for researchers to fully inform
families of what they are consenting to beforehartierefore, as suggested by Miller and
Bell (2002,) consent was considered as an ongonogeps, both during and after the

interviews.

Lindsay (2000) argues that researchers have eegponsibilities when children participate in
research, and should ensure that they fully unaledsthe short- and long-term implications of
participation (such as being part of a case stady journal article). Factors to be considered
in ensuring that the child is adequately informbdu the process include their age, cognitive
ability, life experience and emotional state. Withihis study, letters were written to the
individual children explaining the research. Thigswollowed up by an initial meeting where
the research was explained to the family. A nundfewriters (Goodenouglet al, 2004;

Mauthner, 1997; Mayall, 1994) argue that unequal age-related power relationships exist
between adult researchers and child subjects, makinard for children to refuse consent,
and limiting their ability to influence the reselarprocess (Alderson and Mayall, 1994). To
address this, children were explicitly informed tthiaey did not have to participate even

where other family members were doing so, anddbasent could be withdrawn at any time.

184



Due to the potential for acquiescence in individuaith learning disabilities (Rodgers, 1999)

| treated each child with ASD’s level of engagemienthe initial visit and the opinions of
their parents and siblings about their responsege@sndary indicators of consent. | recognise
that this meant that consent sometimes hinged tmpiretation by other family members;
however, this was a necessary decision in seekirigvblve these children. As with other
family members, consent was treated as a continpicess rather than a one-off agreement
(Marchantet al, 1999), and consultation sessions stopped wheahitdren wished or if they

showed distress.

Two children (Natalie and Patrick) had no speedayldt not read or write, found social
interaction extremely stressful, and had limitetémional communication, largely restricted
to motoric gestures or the use of pre-symbolic abj¢Ockelford, 1993). Middleton (1999)
and Morris (1998b) suggest such children are praktyi and ethically best included in
research by ‘being with them’: therefore ‘partidipa’ comprised my observing them at
home and in their short breaks settings. ObsenvatioPatrick at home ended within ten
minutes, as he was distressed to find me theresoartival home from school; by contrast, he

accepted my presence in his family link placemattiaut demur.

Disclosure

It was also recognised that disclosure of painfakeral or of abuse might occur in such
interviews. Potential causes of disclosure mighthgepower imbalance between interviewer
and interviewee, causing the interviewee to fediged to answer (Daly, 1992), the informal

atmosphere of being interviewed in their own sunbags, or the rapport established by the

interviewer (Duncombe and Jessop, 2002). Disclosti@use presents a clear dilemma to
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researchers, and particularly practitioner reseascfBell and Nutt, 2002). As a practising
and registered social worker, | have clear protesdiresponsibilities if abuse is identified.
Furthermore | must adhere to the Code of Practicesbcial Care Workers (General Social
Care Council, 2002). Therefore, | made clear myfgasional responsibilities before each
interview and further identified that if intervieeg did not wish to discuss any area of
questioning they did not have to and that intergi@ould stop at any time. Throughout each
interview | regularly checked out the interviewee@nfort level. In the event, no disclosures

occurred.

6.2.4. Coding

The coding system was developed before the pidgest A provisional ‘start list’ of codes
(Basit, 2003, Miles and Huberman, 1994) was derifredn the study’'s conceptual and
theoretical framework, the research questions, famth problem areas and key variables
identified in the survey (see Appendix 6). One gra codes was explicitly linked to the
theoretical framework of the family systems modamily structure, family interaction,
family functions and family lifecycle stages. Copistrategies were coded in accordance with
the Brief COPE measure (Carver, 1997). These conldd all be applied when using NVivo,
the qualitative data analysis software package witich | would be carrying out my data
analysis (Bazeley and Richards, 2000; Gibbs, 2002yas acknowledged that these codes
were provisional, and that some might become realinghilst others would be added during
analysis. The coding process is discussed furtihéine outline of the data analysis process

below.
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6.2.5. Accessing the families

A research governance group was established idotted authority in January 2005 and
permission for the study to be undertaken was obtairom this body. All the families had
previously given permission to be contacted, progidheir addresses and contact details on
the questionnaires. One family was fostering adchiith ASD from another local authority;
in this instance the research proposal was sulimitteand permission was obtained from,

that local authority’s research governance group.

It was important that initial overtures towards guatal interviewees were appropriately
managed, to maximise the sample group and to efabides that had changed their minds
about participation to withdraw without distressdiscomfort. | also recognised the potential
distress that children with ASD might experiencasked to participate in something unusual
or unexpected. Beresforgt al (2004), for example, cite the children and yoyepple’s
unwillingness, based on anxiety, as a major faattecting the recruitment of families for
interview in their research. To address these ssuel maximise participation | used the

following process.

Initial letters were sent to the seventeen respaisdertho had completed the survey the
previous year, asking if the family still wished participate in interviews, explaining the

research, obtaining consent and requesting a dotelphone number (see Appendix 7).
Three families chose to withdraw at this stageidlrbt ask why, as this might have seemed
intrusive). On receipt of telephone numbers from ather fourteen, | made contact, setting a
date and time for an initial visit. This call welowed by a further letter to the parents and

letters to the children. The letters to the pareotsfirmed the date and time that | would be
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making the initial visits and gave the parents aontelephone numbers. Where parental
consent had been obtained for children’s partimpatletters explaining the research to the
children (based on those used in Connors and $&®IR803 study) were attached. Two
versions were prepared for children with ASD (feugger and older children) and two for
siblings (see Appendix 8 for a letter to an oldeitccwith ASD and Appendix 9 for one to a
younger sibling). Individually addressed lettersraduced me to the children, explained the
study’s purpose and about participation and anotyyrand sought consent. Children were
not promised full confidentiality as at this timditl not know if they would be interviewed in
private or with other family members. A consennfavas attached, to be signed either by the

child or on their behalf. This was collected at ithigal visit.

6.2.6. Trialling and piloting

At this point, | was also engaged in trialling guitbting processes. Gillham (2000) suggests
that trialling — like piloting — should be carriexiit in conjunction with an individual (or
individuals) with similar characteristics to, bustihct from, the sample group. Whereas the
emphasis in piloting is on testing out the wholdadaollection process (access, data
collection, transcription, coding and analysisglling focuses on refining the questions, and
grants an opportunity to check things out with songe similar to the researched. My
interview schedule was trialled with the motheraothild who had attended short breaks for
five years before moving for educational reasona tesidential school. Minor amendments

to prompts were made, but the schedule was noifisemtly altered.

As identified in 6.2.1 above, the dimensional sangpprocess identified seventeen potential

families for interview. Piloting was essential, éasure that the data collection and analysis
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processes were fit for purpose, and that | wasidenf regarding my role (Gillham, 2000;

Sampson, 2004). My supervisor and | decided td e consultation process with one of the
families using short breaks, and to seek to ingevvihe other sixteen families in the study.
The pilot family comprised mother, father (lateagiosed with AS) and two sons (one with

AS and one with classic autism).

The pilot was carried out in accordance with theadallection process described in 6.2.7
below. The family were positive about the procdissling it enjoyable and non-threatening.

Transcription highlighted two particular difficud inherent in consulting with children with

ASD: dealing with unclear speech and the need ¢ovistial supports. | was clear myself that
I would have to type all transcripts, not only besa of confidentiality, but also because only
| knew when the augmentative supports had been arsgatould accurately transcribe them.
However, coding the interviews was successful, mydsupervisor and | decided to include

the pilot data within the final study as the intewv schedule was not amended afterwards.

6.2.7. Data collection process

In addition to the pilot family, thirteen familiegere interviewed. Some had moved category
since the survey; one family had started usingtdiveaks; another no longer felt the need for
a service. The fourteen families interviewed coguli six using short breaks, four that
wished to use them and four that did not want sacservice. Two did not permit their
children to be interviewed; and two children witlsB were non-verbal with severe learning
disabilities: they were involved in the consultatiorocess by observing them at home and in
their short breaks settings (see 6.2.1 and 6.&3hntal, forty-four consultations were carried

out in a number of different combinations (see €abl).
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Table 6.1 Consultations carried out with members ofamilies that have
children with ASD
Present during consultation Total
Family Alone With child| With  at| Together | Observed
member with ASD | least one only
present part of parent
the time present
Mother 9 3 N/A N/A N/A 12
Father 6 N/A N/A N/A N/A
Parents N/A N/A N/A 2 N/A
together
Children |5 N/A 7 N/A 2 14
with ASD
Siblings 7 N/A 3 N/A N/A 10
Total 27 3 10 2 2 44

Data collection was undertaken using a two stagegss. Initial visits were carried out in
spring 2005. | met the families, discussed theareteand the interview process, and checked
they still consented to participate (all did). erdified how families were to be interviewed
(all agreed to be tape recorded), in what comhanatiand what adaptations were needed to
make the process accessible for children with AlBDour cases, parents did not wish visual
supports to be used, or they felt their child dad need them. In these cases, the parent(s)’
wishes were respected. In the other eight casssalvsupports, work systems, schedules or
structured tasks were designed to support the ttatisn process (a full discussion of the
consultation process with the children with ASD rdaof the problems and issues
encountered — is provided in Appendix 16)nally | collected children’s consent forms,
arranged the interview date(s) and briefed the lfasnabout the interview areas, giving them

a written outline of the interview structure. Thigss done to maximise their comfort and

confidence, and to ensure that they had time tiktabout the topics under consideration.
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Interviews

Interviews were undertaken between March and edulye 2005. Interview length was
determined by the interviewee. Interviews with péselasted from 20 minutes to 2 hours,
with an average length of about 45 minutes. Intswsgi with siblings lasted from 5 minutes to
40 minutes, with an average length of about 20 temwuFinally, interviews with children
with ASD lasted from 15 minutes to 40 minutes, wathaverage length of about 25 minutes
(Details of the families interviewed, and how indival members were interviewed, are given
in Table 6.2). Though younger siblings and childneith ASD were provided with
opportunities to draw to illustrate their answearsne chose to — though one child with ASD
presented me with a drawing of a train. Two chiidvdth ASD strongly disliked drawing,
and their parents told me that they did not evesdiThis was a major point of difference
from many research projects with children with seviearning disabilities, where drawings
are often an effective means of eliciting childeewiews (Marchangt al, 1999; Marchangt
al., 2001).0On the other hand, photographs and visual suppats extensively used in the
process of interviewing the children with ASD (Fggpendix 10 for a full discussion of this
topic). After each interview | ascertained whether therineavee wanted a copy of the tape
and/or a transcript and informed them that | wdatdr send them a brief summary outlining
my main findings. One interviewee followed up r@tef their transcript with further written

notes.
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TABLE 6.2  Details of families interviewed
Name | | Age | Occupation | How interviewed
Families currently using short breaks
Family A | Mother 39 Autism family advisory worker (p/t)| Individual interview
Father 39 Stock controller (f/t) Individual interview
Child with AS 14 Individual interview
Child with ASD 12 Individual interview
Family B | Mother 48 Hairdresser (p/t) Individual interview
Partner 55 Car salesman (f/t) Individual interview
Child with ASD 16 Individual interview
Sister 24 Office worker Individual interview
Family C | Mother 43 Not in employment Individual interview
Child with ASD 7 Observation
Family D | Mother 43 Not in employment Individual interview
Father 40 Motor racing team manager (f/t) Individual interview
Child with ASD 13 Observation
Brother 10 Individual interview
Family E | Mother 45 Autism charity office manager (p/t) Individual iné&ew
Child with ASD 15 Individual interview
Child  with semantic{ 13 Individual interview
pragmatic disorder
Family F Mother 36 Not in employment Mother and stepfather interviewed togeth
Stepfather 29 Not in employment (disabled)
Child with AS 11 Did not interview
Sister 16 Did not interview
Families who wish to use short breaks
Family G | Mother 43 Factory worker (p/t) Mother and father interviewed together
Father 50 Factory owner (f/t)
Child with ASD 18 Interviewed with parents present
Brother 9 Interviewed with parents present
Family H | Mother 40 Hairdresser (p/t) Individual interview
Child with ASD 15 Interviewed with mother present
Sister 18 Office worker (f/t) Individual interview




€67

Family | Mother 38 Shop supervisor (p/t) Individual interview
Father 42 Flying instructor (f/t) Individual interview
Child with ASD 8 Interviewed with mother present
Sister 16 Individual interview
Sister 15 Individual interview
Family J Mother 38 Education liaison officer/interpreter|  Individuaténview
Child with ASD 9 Interviewed with mother present
Brother 16 Individual interview
Brother 14 Individual interview
Sister 10 Interviewed with mother present
Families who do not with to use short breaks
Family K | Mother 36 Fingerprint expert Individual interview
Child with AS 10 Individual interview
Family L | Mother 34 Payroll manager (f/t) Individual interview
Father 35 Golf professional (f/t) Individual interview
Child with ASD 7 Did not interview
Sister 8 Did not interview
Family M | Mother 44 Not in employment Interviewed with children present
Child with ASD 12 Interviewed with family present
Sister 18 Shop assistant (f/t) Interviewed with family present
Family N | Foster mother 63 Foster carer Individual interview
Foster father 66 Foster carer Individual interview
Child with ASD 16 Interviewed with foster mother present




Observatiors

Two children with ASD (Natalie and Patrick) had syfmeech, could not read or write, found
social interaction extremely stressful, and haditéth intentional communication, largely
restricted to motoric gestures or the use of prakslic objects (Ockelford, 1993). Middleton
(1999) and Morris (1998) suggest that such childae: both practically and ethically best
included in research by ‘being with them’; thusythearticipated through the first author
observing them at home and in their short breaksngs. During these observations |
remained in the background, and did not attemphtiract with the child being observed,
other children present or with staff/carers pres@ntobservation schedule — based upon the
interview format — was used to record my observati@and at the end of each observation
session the data obtained was checked out withsapdsent who knew the child well — e.g.
parent, family link carer, key worker — for accyrathe observation sessions typically lasted

between twenty to forty minutes.

6.2.8. Data analysis

After transcription | had 182,580 words (907 pag#sinterview data. To manage this large
amount of data, | used a computer-assisted queditatata analysis software (CAQDAS)
package: NVivo 2.0. Lee and Esterhuizen (2000) @itibs (2002) suggest that CAQDAS
can be a helpful tool with regard to the managenaérdata, in particular with regard to
storage, coding and retrieval. These programs declioth word processing and database-
creating facilities. This enables the researchesdiect chunks of text and apply codes to
them, and also to retrieve all similarly coded textout losing any information about where
it came from, allowing coded sections to be viewtthin their context (Gibbs, 2002). Lewis

(2004b) identifies NVivo as being an appropriatel &ffective tool in analysing interview
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data. Though initially challenging to learn and,us¥ivo allowed the text to be managed and
analysed with relative ease, and proved an invéduadml given the large amount of data

concerned.

Template approach

The interviews were transcribed, formatted so thia interviewer's questions, the
respondents’ answers and the different subsectibtise interview would be recognised by
the program, and imported into NVivo. Data werelgsed using a ‘template’ approach
(Robson, 2002). A provisional set of key codes {{B26€03, Miles and Huberman, 1994)) —
both derived from the theoretical framework undenpig the research, and related directly to
the key variables identified within the initial sey — was drawn up (see 6.2.4.) and entered
into NVivo as ‘tree’ or ‘free’ nodes. These codeslas served as a template for the data
analysis. Coding was an iterative process, andid¢hwplate changed frequently during the
initial stages of the process of analysis, as | twnough the transcripts line by line,
identifying and coding each interviewee’s substentstatements (Gillham, 2000) and as
further themes and patterns emerged. An example séction of text being analysed is
shown in Figure 6.1. After coding (and re-codingh tinterviews | achieved ‘coding
saturation’: from this point the codes remainedststent (see Appendix 11). After coding all
of the interviews, | then re-read each transcregtsuring no valid categories had gone
unrecognised, and that there were no key subséstatements to which a code could not be

applied. A sample of the transcripts was exterraligited using the final codebook.
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Figure 6.1. Example of transcript being coded usin§Vivo
BB

rian U= Docament's

Browser Document Edit Wiew Format Lnks Coding
Bind @B B

[Mormal || Times New Fioman 12 ~][eiack B U
Leal ~

B:

T've met Natalies social worker, haven't I, recently? (Mames worker). Yeah, when we went for the

school review. But... we don’t really see much of the social workers as far as I know, We don’t How family ses:
really have much to do with them, do we?

szl

DP:
What do they do, as far as you're concerned? What's their role been?
Social wotkers
Wiithdrawal
B:
It's hard to know really, ‘cos we haven't really had much contact. I mean, Mikki has probably got How family sees fself
mote idea than T have but. .. “cos we haven't had the contact, I've never. .. You know, if they' d have

asked me questions about something, I’ d have an idea about what sort of thing they’re mterested m,
[But, T've probably only seen her once, and she just sat there at the school review. But. .. what she

actually does I don’t really know. She’s our social worker but I don't really kenow much about her,
I've never had any discussions with her really. I take 1t she just looks after our mterests with regard to ]

MNatalie, and with the school, but not really. .. magybe transport or something, if we needed some help
with transport, we’d contact her, and maybe she would take that on, but no, no..

Respite care

DP:
What was it that made you as a family, whenever it was, a few vears ago, thik we want to use Respite care
respite care? Reasens for use
™
£ >
| - % Coder

Section: 3.2.1 _ Paragraph: 53 Coding:

15 Start SeET.

" B Erian D - Document B. .,

<=0 0 @) 2 0835

The example above shows part of Brian D’s interviming coded using NVivo. The interview
transcript is on the left. On the right, ‘coding@s’ show which extracts of text were coded under
each category. Running a report enabled all extraategorised under the same code to be
collated.

Data were then further reduced into matrices, cosidg the key themes and statements.
Matrices were constructed for families as a whaleg for mothers, fathers, children with
ASD and siblings separately (see Appendix 12 foerample). As with the transcripts, a
completed matrix was externally audited — usingted reports showing all data coded under
each heading in the matrix, and any supportingcssupf data used for triangulation — to

ensure reliability.
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6.3. Family life

6.3.1. Experience of family life — mothers

The mothers

Thirteen mothers (and one foster-mother) were \igared (see Table 6.3). They were aged
34 to 63 (mean = 42.1 yrs, SD = 7.2 yrs). Nine (b4%ére in employment — 6 (43%) were
working part time and 3 (21%) were in full time doyment; five mothers (36%) were not in
paid employment. Six (43%) were single parents, @ahbdut one (93%) were the main carer
in their family. One mother felt that — though umgihosed — she may be on the autism
spectrum, or that she at least displayed charatiteyiof the broader autism phenotype

(Micali et al, 2004; Piveret al, 1997).

Five consistent themes emerged from the motherstrigion of family life. These are
acceptance of the impact of ASD on their lives|ason, the experience of stigma, concern
about the impact of living with ASD on their othghildren and the lack of a template for the

future.

Acceptance of impact of ASD on themselves

Across all three sub-groups, almost all motherepisd the impact of having a child with
ASD upon themselves. This was clearly illustratetheir descriptions of daily life. Mornings
typically followed set routines (getting up, washettessed, breakfasted and to school)
coordinated to fit in with school transport takitige children with ASD to school. Most had
established methods of negotiating this periodroétsuccessfully. However, some identified

school day mornings asraumatic’ and “a strugglé.
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TABLE 6.3

Details of mothers interviewed

Name

| Age

| Occupation |

Family composition

Families using short breaks

Andrea A 39 Autism social care Lives with husband (undergoing diagnosis
worker (pft) for AS) and 2 children: 14 year old son
with AS and 12 year old son with ASD
Jacqui B 48 Hairdresser (p/t) Divorced. Lives with partner dlyear
old son with ASD
Alison C 43 Not in employment Unmarried. Lives with 7 year eltth with
ASD
Nikki D 43 Not in employment | Married. Lives with husband and |2
children: 13 year old son and 10 year pld
daughter with ASD
Marie E 45 Autism charity office| Divorced. Lives with 2 children: 15 year
manager (p/t) old son and 13 year old daughter, bpth
with ASD
Gwen F 36 Not in employment | Married, lives with children’s stepfather
(who is physically disabled) and |2
children: 11 year old son with AS and L5
year old daughter
Would-be users of short breaks
Maggie G 43 Factory worker (p/t) | Married. Lives with husband and |2
children: 18 year old daughter with ASD
and 9 year old son with diabetes
Sandra H 40 Hairdresser (p/t) Divorced. Lives with 2 children: 15 year
old son with ASD and 18 year ol|d
daughter
Sam | 38 Shop supervisor (p/t)) Married. Lives with husband and |3
children: 2 daughters (aged 16 and [L5)
and 8 year old son with ASD
Asma J 38 Education liaison Divorced. Lives with 4 children: son 16,
officer/interpreter son 14 with learning difficulties, son |9
(f/t) with ASD and 10 year old daughter
Families who do not wish to use short breaks
Donna K 36 Fingerprint expert Unmarried. Lives with 10 year old
(f/t) daughter with AS
Megan L 34 Payroll manager (fit)| Married. Lives with  husbarhd 2
children: 7 year old son with ASD and| 8
year old daughter
Stella M 44 Not in employment Divorced. Lives with 2 childret2 year
old son with ASD and 18 year ol|d
daughter
Kath N 63 Foster carer Married. Lives with husband, 16 year qld

foster-son with ASD and 2 other foster

sons, both with emotional and behaviou
difficulties

ral
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Many mothers then had to go to work, either fulpart time. Those not in paid employment
still reported their days were full, either due neetings with professionals or having to
undertake as many domestic and family tasks ashjp@sshile the child was at school. As
soon as the child returned home, the mother’s fozas on meeting their needs. Often the
child returned hungry, and in many families thdakith ASD, mother and any siblings ate
their evening meal as early as four or four thirtythe afternoon. After the meal, mothers
were largely occupied in full-time interaction witte child.

“And then he comes homes home at 4-ish, and tfemard work really, ‘cos

he’s quite demanding in that he wants things altime.” (Alison C)
After the child with ASD was bathed and ready fedb- which often required the mother’s
complete support — the process of preparing thd &ri bed began. This often took hours and
in some cases, to settle the child, the mothetdaod to bed along with him/her.

“l have to go upstairs, and physically lie with himthe bed, or else he won't go

to sleep. If I don’t, he’s just up all night.(Stella M)
Weekends and school holidays were considered evere rstressful by some mothers,
particularly by lone carers.

“Awful! Awful' Because that's when it's difficultnoyour own, because you're
having to watch him every minute. It drives yowzgra” (Alison C)

Some considered weekends and holidays more relgesgrally because the child followed
his/her own preferred routine with which mothettefi in.
“She knows I’'m not going to force her to get drelsdém not going to make her

brush her teeth or whatever immediately. She siokinows it's a relaxed sort of
lazy time.” (Nikki D)

In general, mothers accepted their situations asigjnation was commonly stated.
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“Am | happy? Well...um...you always hope your kidsgmieg to, like, grow up,
get married, leave home, but he’s not going toldd, tso...just have to accept it
really, don’t I?” (Sandra H)
However, some mothers fantasised about escapiirgsthuation.
“Most times I'm all right but sometimes like thisoming, | said, ‘Oh | might
leave home later and not come back’ (laughs). lort sf half-joking and half-
meaning it.” (Stella M)
They spoke of curtailing their career and life esfpons in general in order to cope with the
day to day demands of having a child with ASD.
“ | stopped beating myself up about a lot of thingsd just thought, no, the focus

is the children and...that's annoying sometimes, iandniting on my life, but |
can’'t see any other way of doing i{Marie E)

Their children exhibited many unusual behaviouns] most mothers accepted the restrictions
they placed upon their lives, including being ueatal sleep in their own beds, being unable
to “pop out to the shops, and being unable to make appoirisnaty for instance, the
dentist’s or hairdresser’s.

“I went for about three years without being abte det my hair cut, because |
didn’t have anywhere that | could leave hefDonna K)

Others, however, struggled with these behaviouesying each day as a battle, experiencing
a chronic burden of care, and expressing their faegrofessional support.
“If I haven’t had help for a while, things start o down, ‘cos of my mentality.

It's psychological as well as practical help, progihelp.” (Alison C)
“It's a fight... hard work...... a continual fight(Sam 1)

Isolation
All mothers stated that they experienced feelinfjssalation; only the foster-carer was an
exception.

“You're totally isolated really.” (Marie E)
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“l always feel ...even (when) I'm miles away, gone doweekend somewhere
completely different, |1 don’t have the childrenndchave the home, don’t have
Peter...I'm still on the periphery.(Andrea A)
These feelings began within the marital dyad. kafe single parents, receiving no day to
day support from the father. In most cases, theefgbrovided no support at all, having little
or no contact with the family. In others, more aambie situations existed, where fathers

provided informal breaks.

“His dad has him every other weekend, Friday todaynlunch...” (Stella M)

Even where mothers were married or had partnerspands/partners were generally
distanced from the direct care of the child (onhe dather had an active direct caring role).
Most worked long hours, and/or had hobbies thatipiedd much of their spare time. Nikki
D’s husband worked for a motor racing team and awasy from home for months on end,
leaving Nikki as sole carer of their two childreéksma J’'s sense of isolation was heightened
by having no relatives in the United Kingdom (hamily was from Pakistan) and by her
experience of racism as a devout Muslim within meshounty with a low minority ethnic
population.

“I've seen fear on their faces...If somebody is sdawé me or Ibrahim...l don’t

know what their feelings are, but | can see ther@sgions on their faces, and |

think that makes it doubly difficult for me as agr&.” (Asma J)
Other research suggests that Asma’s sense of isglatompounded by racism, is not
exceptional (Hattoret al, 2004; Shah, 1992Where the child with ASD had siblings, these

children often provided support and care; thisisswssed in the sections concerning mothers’

concern about the impact of ASD on their childrad the experience of siblings.
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Isolation from the wider family was commonly repatt although some mothers described
the wider family, particularly grandparents, pagty (see the section on support from the
extended family). Friendships and relationshipshwiteighbours were also negatively
impacted by ASD, compounding mothers’ feelingssotation.

“I was cut off from the middle class perfect famitgighbours who didn'’t

understand us. | had a lot of problems in that wake neighbours complaining

about the school bus parking so they couldn’t gegtto work for two minutes, and

getting a petition up. Can you believe it? Knowingas a single parent, and |

had enough problems. | just don’t get that at a&hlty, don’t understand that.”

(Alison C)
A recurring theme among was the loss of the fribiptsand relationships formed before the
child with ASD was born. Instead, their friendshifgnded to be with other parents of
children with ASD, formed through their childrensshools or in support groups. While
offering support, these relationships also enhanhbedt sense of isolation and separateness
from the rest of society.

“l used to have quite a big circle of friends. Thea had had lan and I'd got this

Tasmanian Devilly thing in a buggy, and you loseaariul lot of friends awfully

quickly, particularly when you say he smears poleéyl don’t want to know you

any more.” (Andrea A)

“I feel like that. | always feel that people defime by being the parent of autistic
children.” (Marie E)

Experience of stigma

Stigma was another recurring theme in the mother®rviews. Negative attitudes of

neighbours have been described. Mothers also exmed hurtful and judgemental comments
in the street and other public places, with memioérhe public assuming their child was
misbehaving and criticising their parenting. Howewome mothers living in rural settings
believed the child’'s behaviour was more accepted, their own situation ameliorated, by

living in small communities where the family’s stion was known and understood.
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“There’s Jack, the old boy over the road, he’s heglood with her... because he
iIs so loud, she does always answer him, she makssnd of her answering
him...”Bye-bye”, or whatever...Yeah, most people aeflygyood....”(Nikki D)

Concern about impact of ASD on their other children
While most mothers accepted the impact of ASD amelves, they worried about its
impact on their other children. Some had otherdebit with special needs — such as diabetes
or learning disabilities — whose needs and diffiesl were not treated with sufficient priority
due to the demands of the child with ASD. Wheredhikdd with ASD had younger siblings,
mothers wanted these siblings to experience asrfalbra childhood as possible.
Where there were older siblings, mothers were acaware of the impact of living with
ASD, and often felt guilty about their reliance these siblings for care and support.
“They find it quite hard, and | think it has affedtthem. They get quite stressed at
times with it...Sometimes | think | might rely onnthimo much (but) there isn’'t

really anybody else who I'd want Andrew to be wathtrust with him. Or who I'd
know would feel comfortable with him(Sam 1)

Lack of template for the future
The final theme was the absence of a templatectnatl help them to think about and plan
for the future.

“You learn...quite quickly when your child’s just dreosed, that things are not
going to be the way you expected they were goibg.to (Gwen F)

Mothers expressed a fear of looking ahead, and oféea afraid of what the future held for
them and their children
“l worry about the future. ‘Cos | mean, (his sisdg¢@re not going to be here for
ever, either...” (Sam 1)

“We'd like to think his sister will be there forribut we don’t want her not to
have her own life.”(Megan L)
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Some stated that they tried to live their livesaotiay by day basis, giving little thought about
what the future may hold. Others reported treafargily life as an educational experience,
and focused their lives on maximising their chitdseskills.
“Otherwise we would just live in autie world, whe8@san would be off doing her
funny autie activities, Benjamin would spend forerethe Gameboy, until he got

himself into a complete fury...and we’'d have no kihthmily life. That’s just not
what | want.” (Marie E)

6.3.2. Experience of family life — fathers

In eight families (57%), the birth father no londieed in the family home. Five birth fathers
were interviewed, as were one step-father, onerfdather and one partner (see Table 6.4).
They ranged in age from 29 to 65 (mean = 44.5 y&ids= 11.9 years). Six were in full-time
employment outside the home, one was unemployedaddisability and one was a full-time
foster-carer. In three single parent families, ti@her felt that her ex-husband may have had
an ASD; where fathers were present, one was agadtidiagnostic interview for AS (which
was subsequently confirmed) and another felt thaipt diagnosable, he had characteristics

of the broader autism phenotype.

As discussed above, only Simon L, a golf professlicshared caring tasks with his wife. The
other fathers and partners had little involvemeiithwhe hands-on physical care of the
children with ASD.

“l don’t usually see him in the morning...then afteork | normally get in about

half six, seven, something like that(Philip I)
Five main themes emerged in the narratives of #itbefs and partners. These were

withdrawal, minimising the difficulties, the use dfumour to address their situation,

204



uncertainty about the future, and considering thi@mily as being in particular need of

professional support.

TABLE 6.4 Details of fathers interviewed

Name Age | Occupation Family composition

Families using short breaks

Peter A 39 Stock controller (f/t) Married. Lives with wife arichildren: 14
year old son with AS and 12 year old son
with ASD. Undergoing assessment for AS
himself at time of interview — subsequently

diagnosed
Floyd B 55 Car salesman (f/t) Single. Lives with partner and her 16 year
old son with ASD
Brian D 40 Motor racing test teamMarried. Lives with wife and 2 children: 13
manager (f/t) year old son and 10 year old daughter with
ASD
Bob F 29 Not in employment Married, lives with wife and 2 step-
(disabled) children: 11 year old son with AS and 15

year old daughter

Would-be users of short breaks

Arthur G 50 Factory owner (f/t) Married. Lives with wife andchildren: 18
year old daughter with ASD and 9 year 0
son with diabetes

d

Philip | 42 Flying instructor (f/t) Married. Lives with wife a3 children: 2
daughters (aged 16 and 15) and 8 year| old
son with ASD

Families who do not wish to use short breaks

Simon L | 35 Golf professional (f/t) Married. Lives with wifend 2 children: 7
year old son with ASD and 8 year gld
daughter

Harold N 66 Foster carer Married. Lives with wife, 16 year old
foster-son with ASD and 2 other foster sons,
both with emotional and behavioural
difficulties

Withdrawal

In almost 60% of families interviewed fathers wactelonger present and in half of these they
had minimal or no contact with their ex-wives arfdldren. Where present in the nuclear
family, they tended to withdraw both from the daydty childcare and from contact with the

professionals involved with their child, such ak@as and social workers (see the section on
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formal support below). Harold N followed a countycket team. Bob F was undertaking a
counselling course. Philip | was a flying instrugton weekdays leaving home at 7 a.m.,
returning at 7 p.m. His evenings were spent aerdettiag in the loft or on the computer and
his weekends were spent running a flying club. Bia the manager of a motor racing team,
worked abroad from December to February, then fer week a month during the remainder
of the Grand Prix season. While at home, he worgleden-hour days, often including
weekends. Arthur G, who ran his own company, worked

“...a normal office day, plus probably three quarte&fsan hour in the morning,

and (I) nearly always go back in the evening, pBesturdays and Sundays.”

(Arthur G)

Some fathers acknowledged that they behaved imtysconsciously.

“To be honest, I'd rather spend a day at work theaipsing round school with
him.” (Philip 1)

Wives and partners were sensitive to the impa&SD in the family on their husbands, and
chose not to challenge them or to seek more sufpontthem.
“Philip was different then, when Andrew was a baoygl we didn’t know he was
going to be autistic. He was a lot more of a handdamily man...I think the girls
look back and they see it as the good times. ktailot of it, why he goes flying at
weekends, is because he does find it hard, theangdaAndrew. And it's sort of
his way of shutting off from it. | sort of undemstiathat: | think it has affected him
greatly.” (Sam I)
No fathers had attended support groups or soughitacb with other families in similar

situations. They were more likely to seek informatin impersonal ways, such as using the

internet.
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Minimisation of difficulties
Whereas mothers strongly expressed how ASD haddteganegatively on their families and
themselves, fathers tended to minimise the diffieslithat their family faced as a result of the
condition.

“I don’t think we have any real problems, to be bet” (Simon L)

“It's no hardship at all.” (Arthur G)

Humour
Whereas mothers spoke of feeling stigma and isolatiathers were more likely to use
humour to deal with the problems they faced imijvvith a child with ASD.—
“l can’t be embarrassed. | just laugh(Arthur G)
When talking to others outside their families ablfie with ASD, they tended to present
family life in humorous terms.
“All my workmates know about Andrew, but don’t resegily understand his
condition...and | don't really see much point in exping... I'll go into work and
say (laughs) ‘Guess what he did yesterday? Trotherhamster!’ (laughs)...And
they just laugh, and I laugh too... Some of the thimgdoes...it's a bit comical.”
(Philip I

All of these behaviours — withdrawal, minimisindfidulties and humour — can be understood

as coping strategies in dealing with the preseh@so.

Uncertainty about the future

Despite the themes outlined above, many fathernge-the mothers — expressed fear and
uncertainty about what the future held for them &meir children. Some dealt with these
feelings by seeking to live one day at a time whbilgers sought control by carefully planning

out their future.

207



“When he was first diagnosed as autistic...you spém& next six months

worrying yourselves to death about it, and what#ng to happen to him in later

life...but...you’ll just kill yourself if you do theBo | came to a decision where |
wasn’t going to worry too much about it. As longh&ss happy today, and we'’re

happy today, then we’ll work on tomorrow when toraarcomes.” (Philip I)

“I've worked my life around this, being able to paap and spend time with

Sarah, sort of semi-retirement — | might just war&ouple of days a week — and if

Sarah hasn't got a job or whatever, or can't do tiyg, I'll have the time...I'll
have all the time in the world then(Arthur G)

Conceptualisation of own family as particularly ndg
While many fathers minimised the difficulties théamily experienced, others felt their
situations were more difficult than those facedolyer families that have children with ASD.
Fathers often assumed other families had widernméb support networks than their own, and
that their family was more isolated than othergrhpps due to their own limited contact with
other families that have children with ASD

“l think, other families of autistic kids probablgon’'t need the more help,

because they’'ve got help from families. So in betvike respite they've got mum,

and brother and sister and that popping over tophkdok after her for the

afternoon; or drop her off here and I'll...you knothat's one luxury we haven't
got, so...we’re probably unique in that wayBrian D)

6.3.3. Experience of family life — siblings withouASD

Four brothers and six sisters without ASD wererinéved (see Table 6.5). They were aged
from nine to twenty-four (mean = 15.3 yrs, SD = ¥8). All but one still lived in the family
home. Five major themes emerged in the interviewh the siblings. These were their
acceptance of the impact of ASD as normality, tbstriction of their opportunities, the

closeness of the sibling bond, embarrassment, teegks
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TABLE 6.5 Details of siblings without ASD interviaved

Name | Age | Status | Family composition

Families using short breaks

Hannah B | 24 | Office worker (f/t) Lives alone. Grew up in home with mother,
sister and brother with ASD

Carl D 13 At school Lives with mother, father and 10 year old
sister with ASD

Would-be users of short breaks

Tom G 9 At school Lives with mother, father and 18 year old
sister with ASD. Has diabetes

Caroline | 18 Office worker (f/t) Lives with mother and 15 year old brother

H with ASD

Jane | 16 | At school Lives with parents, sister aged 15 and 8 year
old brother with ASD

Linzi | 15 At school Lives with parents, sisterealgl6 and 8 yedr
old brother with ASD

Yusuf J 16 At school Lives with mother and 3 siblings: brother
aged 14 with learning difficulties, brother|9
with ASD and 10 year old sister

Imran J 14 At school Lives with mother and 3 siginbrother 16
brother 9 with ASD and 10 year old sister
Has learning difficulties

Layla J 10 At school Lives with mother and 3 sigBnbrother 16
brother 14 with learning difficulties and
brother 9 with ASD

Families who do not wish to use short breaks

Cindy M 18 Shop assistant Lives with mother and 12 year old brother
with ASD

Acceptance of the impact of ASD

All of the brothers and sisters interviewed acceptee presence of ASD within their family

as being that family’s ‘normality’.

“He’s just normal to me...(Cindy M)

As in other studies (Hannah and Midlarsky, 2005whig 1988), siblings often took

responsibility for the child with ASD, providing eéfr parents with support. They carried out
direct physical care, prepared meals, bathed agphped the child for bed, took them out and
about and babysat. Sisters in particular took carang role regarding their disabled sibling,

which restricted and limited their own opporturstier socialisation and achievement.
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“Sometimes | can’t attend competitions ‘cos | havdook after my brother —

‘cos my mum and dad are at work. I'm a bit unreléato the school because of

that, and that’'s why | missed out on my opportutotget into the county team.”

(Linzi 1)
Siblings felt they had a good understanding of A8MBich they often researched for school
projects. The literature suggests that such an ratateling is helpful both regarding the
sibling’s relationship with the child with a diséty and to positive outcomes for the sibling
in general (Roeyers and Mycke, 1995; Williaetsl, 2002).

“I've read books and articles, and watched TV pragmes — everything on TV

about autism I'll watch — so, I've kind of just ght myself everything, really.”

(Hannah B)
Linzi | had positively reframed her situation aredt that her experience of living with ASD
had been beneficial.

“It's made me stronger inside because it's givensamething hard to cope with

at a young age. So difficulties that | face laterwill, | guess, be easier to get
over...” (Linzi I)

Restriction of opportunities
Despite their acceptance of their situation, thesence of ASD in their families restricted
opportunities available to the siblings, both sibgiand educationally; older siblings spoke of
how they had missed out while growing up.
“If 1 wanted to do something, it would always bengone had to look after
George...someone always had to be there for Geo(@aroline H)
As well as being unable to do things outside thedosiblings often could not have friends
come to the home, either because the child with A&IDId not tolerate their presence or

because they were scared of the child’s behaviours.
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“If friends try to have a conversation with me threyinterrupted and slapped. |

think it's the aggression that makes it hardestrfor friends. They can cope with

the shouting, but they’re just not expecting thé&ldne 1)
Regarding educational issues, siblings spoke oféwmrk being destroyed, or situations
where they could not do homework due to the chilith \\SD’s behaviour. Jane | wanted to
go to university, but was concerned about how sbiglavperform in her GCSEs.

“If I've got to write something, he’ll come anddikuin the work and start ripping

it up, or just crunching it...And if | want to go ¢ime computer, and do internet

research, or go on any of the revision websitegrything like that, he’ll just hit
me till | get off there."(Jane I)

Sibling bond
All siblings identified things they liked about tielild with ASD, and it was clear they felt a
close bond with the children with ASD.

“Sometimes he can be really, really sweet, and d&e lee quite funny as well.”
(Hannah B)

“He’ll have days when he’s really touchy feely, aralll cuddle you, which | like,

when he cuddles... and we tickle, you tickle himbail scream the house down,

but then he’ll want you to do it again... which isrfy. | like him for things like

that.” (Cindy M)
Embarrassment
Despite this generally positive attitude towardsirttorothers and sisters with ASD, siblings
were often embarrassed by their behaviour.

“It's quite hard, like, going out places with himcds it can be pretty...it can be

embarrassing sometimes, ‘cos he shouts a lot drtatl” (Linzi I)

“It's a bit difficult sometimes. The thing | dorike is when people stare...’cos its
obvious to me, obviously, there’s something wroitly wm...’cos of the things he
does, and ...l just don't like people staring/Caroline H)

Only a few older siblings had become more hardeméldeir responses to potentially difficult

situations.
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“Yeah, you sometimes get people looking at henefssmaking a load of noise or

something...but I'm not like, really defensive. It jdgn’t mind that much.{Carl

D)
Stress
All siblings reported that living with ASD causedfidulties and stressful situations in day to
day family life. Problems arising from the restioct of social opportunities, difficulties doing
homework and embarrassment have already beenfiddnfrurther stressors included their
siblings’ frequently aggressive behaviour towattsm and the lack of respect shown to their
personal space and possessions. It was clearahab dlay family life was often very difficult
for these siblings of children with ASD.

“She hits, pulls hair, bites and makes noise§Tom G)

“He sometimes breaks my stuff and nicks thinggédne 1)

6.3.4. Experience of family life — children with A®

Fourteen children with ASD were consulted. In tveses, this was through observation and
discussion with other family members and shortksezarers. The other twelve children were
interviewed, either separately or with other famihembers, and with differing levels of
structure and supports (A full outline and discossof the consultation process with the
children with ASD is provided in Appendix 10. InighAppendix | describe in detail how
consultation was undertaken, providing exampleshef tools used, and identifying the
difficulties and barriers that can occur in consigitwith such children). Children were aged

from seven to eighteen (mean = 12.5 yrs, SD = & Petails are given in Table 6.6.
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Four significant themes emerged from the consohaprocess. These were the children’s

generally positive view of family life, isolatiom, lack of awareness of the impact of ASD on

the family and the presence of problems at school.

TABLE 6.6

Details of children with ASD interviewed

Name

| Age

| Diagnosis

| Family composition

Families using short breaks

er

Michael A 14 AS Lives with parents (father diagnosed wjth
AS) and 12 year old brother with ASD

lan A 12 ASD Lives with parents (father diagnoseithw
AS) and 14 year old brother with AS

Peter B 16 SLD/ASD Lives with mother and her partner

Patrick C 7 ASD Lives with mother

Natalie D 10 ASD Lives with parents and 13 year old brothe

Benjamin E| 15 Semantic pragmaticLives with mother and 13 year old sis

disorder with ASD
Susan E 13 ASD Lives with mother and 15 year old brother

with semantic pragmatic disorder

Would-be users of short breaks

Sarah G 18 ASD Lives with parents and 9 year old brother

George H 15 ASD Lives with mother and 18 year old sister

Andrew | 8 ASD Lives with parents and 2 sisters (aged|16
and 15)

Ibrahim J 9 ASD Lives with mother, 2 brothers and sister

Families who do not wish to use short breaks

Amanda K | 10 AS Lives with mother

Bill M 12 Autism Lives with mother and 18 year old sister

Ethan N 16 Autism Lives with foster parents and 2 foster

brothers

2
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Positive view of family life

The children presented a positive picture of fantifig. Immediate family members — and
grandparents and other relatives with whom theyrbgdlar contact — were clearly important
to them. Those with siblings were able to idengibgitives about their brothers or sisters.

“He’s a little bit crazy, with his stupid jokes...bbe’s my best friend.{lan A
speaking about his brother Michael)

Where their siblings also had ASD, their behaviososnetimes embarrassed or annoyed
them. However there were also situations where sheyed understanding and acceptance.

“Sometimes, he does that kind of like noise thind kae flaps his hands up and
down and that... It can be embarrassin{Michael A speaking about lan)

“He tends to thud and bang a lot, and makes sitlises, and he tends to pull his

hair out a lot as well. ‘Cos...it's part of his cotidn.” (Susan E speaking about

her brother Benjamin)
They were generally very positive about their ielahips with their parents, identifying
things they did together. Andrew enjoyed playinghpoter games with his father, and going
flying with him. They described favourite family tagties, including trips to cinemas,

shopping centres and to DIY stores, swimming, mgitgrandparents, as well as spending

time at charity shops and recycling centres.

Isolation

Howlin (1998) describes children with ASD as sdgiaéolated and, although they identified

family activities that they enjoyed, the childrefiésourite activities were essentially solitary.

They played with their collections of toys (Susad 46 dolls, Sarah had 10 toy cats, all of
which they had bought on eBay, Amanda had over @30 animals), spent hours on

computers, watched DVDs and videos and played ctengames. Amanda was a voracious

reader, and was obsessed with Harry Potter boblksalso spent time playing music alone.
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Her major interaction was with her pet rabbits. éajoyed the trampoline; there was a large
trampoline in the back garden on which he bounoeddnsiderable periods, regardless of the
weather. Natalie enjoyed shiny objects, and engageslf-stimulatory behaviour, flapping
them, squinting at them and rocking. These solitanyvities took up most of the children’s
free time.

“After school (I) get changed, come down, have p ofi tea, then go on the
PlayStation (till teatime). After tea, it's back tre PlayStation.(Ethan N)

Even where children said they had friends at sghbel rarely saw them outside this context.
The sole exception was Susan: she regularly speetat a short breaks residential home with
children with whom she was familiar from school awdh whom she shared common

interests. The children’s pattern of breaks waarnmsa to facilitate this.

Lack of awareness of the impact of ASD on the faynil
The children seemed largely unaware of the stresstansion reported by other family
members. Only Benjamin — diagnosed with semantagmpiatic disorder — identified the
stresses and strains within dalily life.
“There’s a lot of things | don't like about my fdsnireally... They’re mainly
annoying...my mum is annoying because she nags shkgg basically just a bit

bossy...and my sister's very screamy and she slegpslynhalf the day.”
(Benjamin E)

Problems at school

In contrast to their positive view of home life,theflecting first hand accounts (Sainsbury,
2000) and research (Humphrey and Lewis, 2008), sohildren identified problems at

school. Causes of difficulty included the schooVimmment, teachers, and bullying from

other children.
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“Every time | try and find some peace and quieise@lways finds me. That’s the
annoying thing.” (Benjamin E)

“There is a teacher who talks really quickly, and find it hard to
understand...She goes ‘Ba-ba-ba-ba-ba-ba-ba-ba-badval | don’t know what
on earth they’re talking about./Amanda K)

“There was a girl who was picking on me for quatevhile. She kept calling me
nasty names and making fun of me just ‘cos of mlglems.” (Michael A)

6.4. Informal support

The initial survey indicated that families had lied informal social support. This was

supported by the interview data from all famili@he extended family was the major —
sometimes only — source of support to many famikasen so, half the families interviewed

received no support at all from this source. In sooases, such support was simply
unavailable: grandparents were dead, they had lativiess, or relatives lived abroad, for

example in the USA or Pakistan. In others, graneitarwere elderly and disabled, requiring
care and support themselves; or relatives did fiet support due to their fear or inability to

deal with the child’s behaviour.

“My parents, they're elderly, they can’t cope witim, they don’t understand.”
(Alison C)

The failure of extended family members to undeit&8D was highlighted again and again.

“If ’'m honest, | resent my husband’s sister bea@ske’s crap with the boys and
she’s quite judgemental about them{Andrea A)

“Amanda was only diagnosed about three and a hediry ago, and | think really
it took about a year for my parents to accept itey thought she was just a badly
behaved child, and | wasn’t strict enough with He¥cause it was just me and her
and she doesn’'t have a male influence on h@dnna K)

In some cases the support provided by the extefa®iy was positive and extremely

beneficial. Even though this might only come frormsilagle source, this support (whether ad

hoc or regular) could be crucially important.
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“If 'm doing a visit or something ...if I'm going tbe out...it's usually (my
husband’s) dad baby-sits, and I'll just go(Andrea A)

“Saturday nights is now sleepover at grandma’s,ve® get Saturday night to
ourselves, regardless. It's nice to relax, for areging, and the next morning we
wake up rather than get woken up(Megan L)
The survey further suggested that only limited supwas provided by friends or neighbours;
again, this was supported by the interviews. Tlesgures of caring for a child with ASD, and
the impact of his/her behaviours, meant familied htle time or opportunity to develop

relationships with neighbours or colleagues ansl tbmpounded their feelings of isolation.

“We’'re outcasts from things. We’'re sort of left paten’t we?” (Maggie G)

The county had numerous support groups for padrtkildren with ASD. However none of
the fathers had ever attended, either becausevibened them as being for mothers, because
of work commitments, or simply because they dislikeing in groups.

“Nikki’s got a couple of groups that she sees, witiidren in a similar situation.
It's usually for a woman'’s lunch, down one of thg or something.{Brian D)

Some mothers had found attending such groups usefile others reported that attendance
had actually increased their stress. Some pareats wnable to attend due to child care
difficulties, while others — like the fathers —ldied groups.

“I ended up giving advice to everybody, and theremvth went there and said,

‘Look | really need help with this’, no one wasling) to help me. There was no

one there to support me ...I've got my own problgmms,know...l wanted help as

well.” (Gwen F)
Church was another source of informal support. Stanelies had a strong religious faith —

and their churches were some of the few ‘mainstresattings that supported them and

accepted their children.

“We get more support from church than from our figthi (Marie E)
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Finally, Donna K had been told by social workerat tlh could take a long time to access short
breaks. Thus she had arranged her own suppornting a childminder who was willing to
care for her daughter.
“Angela, who lives round the corner...I went to sker one evening, and
explained the situation...She had some experiene®iiing with children with

special needs, so she said she’d give it a go. Waat three, three and a half
years ago, and she’s still there. She’s been artofvsupport.” (Donna K)

6.5. Formal support: social workers

Social workers hold a central role in the assessrand provision of statutory support to

families that have children with ASD. Whether faesl are eligible for services, what type

and level of service should be provided, whetherfgmily even needs ongoing social work
involvement: all these matters hinge on social wmskdecisions and judgements. So what

had been families’ experience of social workersl, laow did they understand their role?

6.5.1. Uncertainty about role

All fourteen families had experienced some sociatknnvolvement though only nine had an
allocated social worker at the time of the intemge Studies across the field of social care
suggest service users often find social workergsrainclear (Lymbery, 2001; Manthorpe
al., 2007). This lack of clarity concerning what soomarkers actually did was shared by
many family members in this study, in particulasbands, siblings and children with ASD.
This was compounded by many interviewees havingmmet their family’s social worker.
Only two siblings had ever met the family’s socnrker, with only one sixteen year old
feeling that she knew what they did (she felt tHeslped arrange transport, provided
wheelchairs and arranged for siblings to accessnyoGarers’ Groups). Of the seven

husbands or partners, two had never met a socikiendl hree more did not understand what
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the social worker did regarding the family, statihgt they left communication and liaison
with professionals to their wife. Some suggestésiwas due to social workers visiting while
they were at work; others were happy to leave @bitetheir wives.

“I've probably only seen her once, and she just thatre at the school review.
But... what she actually does | don't really knowBrian D)

“With Andrea only working part-time and her holreing quite flexible, she can
meet them when she needs to meet them; whereeddl to meet them, it means
taking time off work.” (Peter A)

“l think we have a social worker(Laughs)..l should be more interested.”
(Philip 1)

Of the ten children with ASD who had a social warkex had met their social worker, but
only two could recognise them from their photograptith two others feeling they
understood their role; however, this understandiag extremely limited.

“l think he sort of comes round to see how | ang &ae talks to me about things.”
(Susan E)

“To see how things are goingEthan N)

6.5.2. Stigma
The literature indicates that negative attitudastdrwards social work involvement and that
stigma is associated with receiving such suppodit¢@ et al, 1997; Davidson and King,
2005). Some parents initially felt uncomfortableoab seeking and receiving statutory
support. They associated having a social worker imgdequacy and failure as a parent.
“My attitude was, “Oh God!”...With social workers, ycautomatically think that
you’re a bad mother.”(Marie E)

“You're thinking they’ll be looking around, and ttking that I'm not looking after
her properly, and they’re going to take her awagNikki D)
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6.5.3. High turnover
It is acknowledged that there is a national shertafysocial workers (Hill. 2007; Huxlegt
al., 2005). Social workers experience high levelstdss and burnout (Coykt al, 2005),
with many trained social workers moving into othelds (Dominelli, 2004) and with
individuals working only a short time in the prasem (the expected working life of a social
worker is eight years for men and fifteen for wom@urtiset al, 2009). The families here
reported high turnover of social workers; ten yelar Natalie D’s family had been allocated
five different social workers (two of whom were &d#umts) while eight year old Andrew I's
had been allocated four. This constant change gswdo a variable and inconsistent service,
made building relationships difficult, and createdertainty.

“We've had a few. Every time they turned up, ‘Hip your new social worker,

I'll be looking after your case’...then a month Iaté&dh, I've got a new job’. So

the continuity wasn’t there. You know, I’'m an aaftrengineer, and when you're

building an aeroplane it's best not to hand it ovalf way through to somebody

else, ‘cos they'll put it on the wrong way rounddr@inuity’s important...and you

build experience up as well.{Philip 1)

“When Olga went, it was devastating, not just bessashe was brilliant but ...you

realise how dependent you are upon them, andtitikel your world was falling

apart. | knew I'd get another but the future perse an unknown quantity, might

not be as good. So yeah, | was devastated. | tbivously for me and for

obvious autistic reasons it's best to have the spewple for the long term. But
you can't, because of the way the world is. Peapee on.”(Alison C)

6.5.4. Variability of service

Families in all subgroups had mixed experiencesoofal workers, with positive and negative
comments being made across the groups. Some wemasestic about the support they had
received.

“Fantastic, Dorothy...she just did understand, | dokhow how, but she’s very
clever and picked up on a lot of thinggAlison C)
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The main criterion by which families judged theacml worker was their effectiveness in
obtaining support and services for the family. Vhevorkers helped families to access
benefits or appropriate formal support, they waesved very positively.

“Lucy was just absolutely fantastic; she was jusssipportive. She pulled out all

the stops.”(Maggie G)
However others spoke negatively about their expegs, and felt they had received a poor
service.

“She let us down so many times on things that...rehly was a waste of
space.”(Sam )

“She was useless...absolutely uselegNikki D)

Some social workers had shown little understandingSD. Some found it particularly hard
to recognise the difficulties and needs of higherctioning children, while some made little
effort to get to know the child with ASD or to undand the child and the family’s needs.
“When she met him...He comes across as being noymalsee. He doesn’t look
any different... he knows how to behave when visii@fere.”(Maggie G)
“l don’t think they've really got any idea whatstlike to be me living here or to
be Pete living here, but then... when they visity thisit at times when the
children are at school so they don't see it howg.it they don’'t see me when I'm
pissed off and sitting on the floor crying Andrea A)
Some parents further felt social workers took nooaat of their wider caring roles (for

example regarding elderly parents and relatives,cancerning their other children’s

disabilities or health needs) or acknowledged thgaict of parents’ own disabilities.

There were numerous examples where families fedeilved by social workers. Asma J is the

single mother of four children (one has ASD, anothas learning difficulties). Her short

breaks stopped when her family link carer becanegmant; she then requested that the
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service continue, provided by another family. Teonths later she found her social worker
had not actioned this request and that she wasvest on a waiting list for a service. Kath
and Harold N fostered Ethan for another local autyhhoThey had received no support or
advice regarding his condition either from the pigcauthority or workers where they lived,

and were not even aware that specialist teamsamdlsmorkers for disabled children existed.
Donna K told how child protection concerns had begined by school staff due to Amanda’s
behaviour in the period before she was diagnosed A&. The impact of social worker

involvement with the family caused Donna (whoseblamsl had walked out on the family
when Amanda was one year old) and her partnerlibwgp leaving her once more a single
carer.

“Because of Social Services getting involved, tinairs really just got too much.
So he left. So | was on my own again with hédénna K)

6.6. Formal support: short breaks

6.6.1. Factors associated with use

Eight of the fourteen families interviewed had exgece of short breaks (six as current and
two as former/would-be users), while six had newsed services. Factors associated with
using short breaks clustered into four categotlesneed for a break from caring, the child’'s
behaviour, the family’s desire to access socialoojmities and the desire to expand the
social opportunities accessed by the child recgiwhort breaks. Where families chose or
sought to use short breaks, the final decisionddrtd lie with the child’s mother. In many
cases they were the only adult in the householdelven in two-parent households, the
decision to use short breaks centred on the matlsboice and needs.

“You know, especially with Nikki, when she’s gotdlia seven days a week...just
to have a little bit of a break where she’s not ret about what Natalie’s doing,
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even for a day and a night...you can actually gewith your life a little bit.”
(Brian D)

Need for a break

Most families who accessed or wished to accesd bheaks felt they “needed a break” from
the pressures of caring; informal support was eithgufficient to meet their needs or non-
existent.

“Any help that we can get would be really good...jashave some sort of break
from it.” (Maggie G)

The child’s behaviour

This impacted significantly on the family’s perdept of their need for a break. Some
children exhibited aggressive or disruptive beharieome needed continual attention or
stimulation, while others displayed extreme distrbat could not communicate why. In all

these situations, the end result was that otheifffanembers felt enervated and stressed.

Social opportunities for the family

Time to address the needs of family members otieer the child with ASD was frequently
identified as associated with using short breakseits strongly asserted that the child with
ASD was but one member of the family, and thataatily members had needs. In particular,
they emphasised the desire for quality time witkirtbther children.

“I needed to spend time with my daughter, withoidr&n there... because we
didn’t do anything together at all.{Gwen F)
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Social and educational opportunities for the chilgith ASD
Parents, siblings and children with ASD alike idiged giving the child with ASD social
opportunities and the opportunity to develop tis&ills away from home as important factors

in seeking to use short breaks.

6.6.2. Factors associated with non-use

Factors associated with non-use of short breaksterled into the same four categories that
emerged in the survey: family attitude and valeescern regarding the impact of service use
on the child with ASD, service shortfall and ladkrdormation. Among families who did not
wish to use services, family attitudes and values eoncern regarding the child were the
major factors cited for non-use; where familiesheid to use a service, service shortfall was

the most important issue.

Family attitudes and values

All families that did not wish to access servicasrntified factors associated with non-use that
fell within this category. These included not wagtto use such services, not considering the
child’s behaviours as problematic, feeling protestibeing concerned about trusting people
outside the family and disliking separation, whvebuld lead them to worry about the child if

he were not with them.

Donna K had created her own support network —a#ailfy and paid support — and therefore
felt no need for formal services. The Ns, Ethawstdr-carers, felt strongly that using short
breaks fell outside their concept of acceptablemang.

“I wouldn’t say, ‘we fancy a weekend on our ownuymow, off you go’. You
don’t do that to your own children, do you@ath N)
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Family members’ attitudes and feelings were alsmiified as potential factors associated
with non-use, where families wanted services. Desphieir wish for formal support, they
were torn because they enjoyed being togetherusecamily members would worry if the
child with ASD were away and because they mistcugtemal services.

“It's probably one of the reasons why we never wamin that avenue, isn't it.
The worry of how somebody else could have copetiwéint wrong.” (Sandra H)

Concern about the impact upon the child
Concerns about the impact of attending short breakiie child was voiced both by families
who did not wish to use services and some woulddsgice users. Concerns related to the
child’s inflexibility, potential confusion, and feathe child would interpret attendance as
punishment. Sandra H also voiced her concernstabeupotential for abuse in formal
service settings.

“Is it worth it? He goes away for two days, and w@uhad a nice break, but when

he comes back, he’s all jumbled up. It'd take youegk to get him back on track

again.” (Harold N)

“It just really worries me...about abuse and thinge that...| mean, | know,

like, to get in those sort of jobs they have totlgough like checks and things,

but...people still get through, don’t they? It jusimes me that, and...it worries
me that people are going to be nasty to higgandra H)

Service shortfall

This was the main factor associated with non-usengnwould-be users. Two families had
previously used services but when their link céwat stopped working for the local authority
their service had not been replaced. Donna K hagtdoa service but was told by social

workers that there was a ‘huge waiting list’, sd dot pursue matters further. The G family
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was assessed as eligible for short breaks whein 8a® in primary school. Nine years later,
Sarah was a student in further education. No selvad ever been provided.

“They said, don’t worry it'll probably take a whilelt’ll take us about six months

to get you a suitable match. Two years later somglvang up, | said ‘who are

you, oh yeah; I'd forgot all about that’. And wevee ever got any Family Link...
in the end there weren’t nobody to help us(Afthur G)

Lack of information

The Ls, who were not seeking a service, cited laicknformation as a factor in this; they

simply did not know what services existed or whethey would be eligible to access them
“Because of the information that | haven't got,drdt know.” (Simon L)

“(I've) never known whether we would be eligible (Megan L)

6.6.3. Contact with services

Different family members — mothers, fathers, sigfirand the children with ASD themselves
— had differing levels of contact with, and expede of, short breaks services. Mothers were
again those who had most contact with the shoraKsreproviders regarding planning,
attending meetings and reviews and ongoing comratioit Where present, fathers again
had more limited dealings with the service (suckrasng to take and collect the child) and a
more superficial relationship with service provileAll siblings interviewed whose brothers
or sisters attended short breaks had met the seprimviders, and had visited the service
setting. The children with ASD, of course, had direxperience of attending short breaks;
their views and comments related directly to tlogincrete experience of being away from

home.
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6.6.4. Functions of short breaks
Short breaks were felt to perform a number of @icr(though linked and sometimes
overlapping) functions. Some related to the chilthvASD, others to the rest of the family.
Even families who did not wish to use short bre@estified that they could provide social
and learning opportunities for children with ASDdagven those families, who felt strongly
that using such services went against their valges)d identify situations where such
services might prove beneficial.

“If Ethan had continued the way he was going — gerolent — we might in the

future think, well, we could do with a weekend frééhis, without worrying what

Ethan’s doing.”(Kath N)
It was further identified that functions performbg short breaks could change over time.
Andrea A’s family started using this service togihe rest of the family a break from lan’s
behaviours. Over time, going to the service becamenportant part of lan’s social life and
routine, and it remained valuable to him even afiter family’s stresses had reduced. The

multiple functions performed by short breaks arimed below.

Opportunity to relax

The most commonly cited function was to provideeotfamily members with opportunities
to relax, free from the pressures of caring fopesuvising and entertaining the child with
ASD.

“We lay in! We may not do anything, in that we woplan some big trip or
anything, but it’s just, you can relax a lot morgNikki D)
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Social opportunities for the family
Short breaks also gave family members time to emgagsocial activities. Initially, some
parents found adjusting to spending time withoatdhild with ASD difficult.

“When he first went, the first night, | felt awfuthought, Oh God, | don’t know if

I’m going to like this.”(Sam )
However, when confident that the child was safeythecame able to take advantage of the
breaks, developing their own and their other ckits social lives. Mactavish and Scheien
(2004) found that, in two-parent families whereréhés a child with a developmental
disability, recreation activities usually involvenall combinations of family members. This
was common in such families in this study with gaeent engaging in the “normal” activity,
while the other cared for the child with ASD.

“We can'’t go to the pictures as a family. If thesed kiddie film on that we’d like

to take Margaret to, it's either me or Simon thakds Margaret while the other

stays with James.(Megan L)
In single parent families, the situation is everren@stricted.

“We don’t really go out as a family.”(Stella M)
Short breaks provided opportunities to engage aasactivities which the child with ASD
could not tolerate. They also gave siblings thenckao enjoy social experiences in the home,
such as having friends round for sleepovers.

“We would go to cinema with the girls, be out lad@d have dinner at like Pizza
Hut... It was really nice to not have the responigipbbf Andrew around.” (Sam

1)
“If he was away, | could have like ten girls rouadsomething. Because he can't

cope with them, and goes too hyper... he’'ll just came jump on you all and
that, and it’s just not worth trying to make it vuaieally.” (Jane 1)
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Social opportunities for the child with ASD

Short breaks were also seen as giving children A8 opportunities to do things they could

not or would not do at home. Whereas at home patgad other domestic responsibilities to
undertake — cooking, ironing, washing —care stathiw short breaks settings were focused
on the children. Furthermore children had the oppuoty to spend time with their peers

within a safe, understanding environment.

“It is something that is entirely hers. She does$mte to share it with mum if she
doesn’t want to.”(Marie E)

Developing the child with ASD’s skills
As well as providing social opportunities, shoredks were seen as fulfilling an educative
function, as environments where children could t®yeheir social and independent living
skills. Within short breaks settings, children @bulot have their own way all the time and
had to learn to take turns, as well as learninfisskuch as food preparation, laying tables,
washing up and doing their washing.

“She packs her own bag... Obviously I check it all mod whatever... but what
other opportunity would she have to learn to da®hgMarie E)

Carrying out essential activities
Short breaks enabled families to undertake prdatearyday activities — shopping, cleaning
the house, decorating and doing homework — whictevessential but could not be carried
out (or only with difficulty) when the child was diome, as well as meeting family
commitments with which the child would not cope.

“We had a christening to go to, so we arrangedtfoe Family Link carer to have

him overnight that night, so we could go the whdag without having to worry.”
(Bob F)
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Attitudes towards and understanding of the functiai short breaks among children with
ASD

The children with ASD had a much more limited urstinding regarding the function of
short breaks. Only Susan E could say why she atesldort breaks.

“Well basically, the reason why | go there is besaut gives my mum a break,

and plus it gives me a break from having to be adoonum and Benjamin all the

time.” (Susan E)
However, to what extent this is Susan’'s own undedihg, and to what extent she is
paraphrasing her mother is uncertain; it becamar ¢leat Marie shared a lot of information
with Susan and Benjamin, and often in Benjamin 8ndan’s interviews it felt as if | was
hearing them speaking their mother’s words. No otiteld attending short breaks could
identify why their family used them; sixteen yedd &eter B, who had attended a residential
short breaks service for ten years, asked me arntef his interview

“Why do | go there?” (Peter B)

6.6.5. Positive and negative factors: families

Families who used or had used short breaks, arldrehiwho attended them, identified
factors which they felt contributed positively oegatively towards the quality of the short
breaks experience. These are summarised herdy frejarding parents’ and siblings’

comments and experiences, then those of the chilgith ASD.

Positive and negative factors identified by pareard siblings clustered into a number of

groupings: from broader organisational and fam#gues to the specifics of the child’'s

experience.
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Organisational factors

Clarity of purpose

Most service-users used ASD-specific services; sinatl felt it was vital their children
attended such services. Reasons included the us&SDEspecific approaches, such as
TEACCH (Schopleret al, 1995), and the focus on autism, which they carsd very
different from other disabilities. Where parentsl hesed generic services, they felt these had
been inappropriate, due to lack of structure wittiie settings and the staff/carers not

understanding autism.

Availability
Limited availability meant some families assessgelggible for services could not receive
them due to resource shortfall. The G family hadtedanine years for a family link
placement only to find that when she became eigh&sah was no longer eligible for this
service; she would require a further assessmeasdertain if she and her family met adult
services eligibility criteria. Even where familidgl receive short breaks, service levels were
sometimes considered inadequate.

“Resources are relatively limited, and maybe hesitt get as much respite as

we would probably like him to have...but some tesisi better than no respite.”
(Sam 1)

Accessibility

Service providers — both residential and familydoshs- often required children to be

discharged in the morning, to clean rooms and pesfoa the next child. This limited the time

provided to the families, reducing the benefitdled break. Families often transported their

children to and from short breaks. Due to the arz@ shape of the county, and the location of
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services, this could necessitate a round trip fty fniles or more each journey. This had

financial implications and again ate into the fassitime apart from the child.

Continuity

Families highlighted the importance of continuijegative effects due to lack of continuity
seemed particularly to impact on families usingifgbased short breaks, where a change in
the link carer’s circumstances, or their unavalighicould bring the family’s support to an
end. Even where families successfully used suchicesy, parents were aware that things
could change suddenly.

“Obviously it's best to have the same people far tbng term. But you can't.
People move on... And there’s nothing you can dotabduyAsma J)

Families using residential services, which wers dspendent on individual workers, did not

raise this issue.

Consistency with other settings

Consistency of approach and reinforcement of theenecand routines used in school or at
home were identified as positive factors. Consisgewas also felt to help children feel
secure, because they were better able to undenstaaitdvas happening.

“They had TEACCH, which was really good, becausa’shwhat she had at
school.” (Nikki D)

Social educational function
As discussed in 6.13, many parents viewed shorakisreas having a social educational
function, providing environments where the childulcb learn adaptive social skills and

behaviours, tolerate new experiences and become imdependent.
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“It does him good to spend time with other childréxt home there’s no, “You
can't have (the PlayStation) for another hour, besa it's someone else’s turn.’
Also, actually spending time away from home, |khive’s much more of an
independent lad.(Andrea A)

Information
As in other studies (Cavet, 2000; Preece, 2000m®ed and Richardson, 2003) inadequate

information about what services were available idastified as problematic.

Communication

Effective communication between short breaks sesv@nd families was identified as vital.
Parents generally reported positive experiencesweder sometimes communication
problems between the family and the provider, dhwvithe short breaks setting itself, were
reported. Parental dissatisfaction more commonlgted to communication with social

workers, whom they felt often did not keep familieformed.

Environmental factors

A homely, non-institutional environment was feltide beneficial to the children. At the same
time, it was felt important that the environmentswadapted to be visually clear for the
children with ASD.

“The environment is autism-specific, and TEACCldesfic...lan goes there, and
you know, it's very clear to him.(Andrea A)

Staff factors

Parents who felt they were receiving a positiveviser expressed satisfaction with short

breaks staff and often developed good working igahips with them. However some
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situations were identified where families had bekssatisfied with staff. These occurred
where staff did not communicate effectively withmidies or where practice fell short of the
standards expected. Staff knowledge and trainingtiagir personal attributes were identified
as key factors affecting the quality of short bseak sound understanding of ASD and
appropriate training were seen as essential by enstfathers and siblings alike.

“She’s worked with him at school...and she knowsahtbut TEACCH etc, so

she’s trained... It needs to be someone that fulderstands his needs(Nikki
D)

Parents became dissatisfied when they felt stdfhdi understand their children’s conditions;
this led to Andrea A withdrawing lan from familynk. Problems also arose where workers
were unconfident with the children, which impactedboth the level and quality of services.
“Doreen (the family link carer)) she actually caused me more stress... ‘cos she’d
ring me up and say, Patrick’s doing this, he’s magknoises, | think I'll have to
cut the time down. | was really upset ‘cos thatd support. That's making me

feel that even the worker can’t help or cope with,ltherefore I'm stuck with him
forever.” (Alison C)

Workers’ personalities, attributes and qualitiesreveonsidered significant. Patience, a
positive, tolerant attitude, friendliness, opennegpod communication skills and

professionalism were all identified as important.

Child factors

Individualisation

Individualisation, and the ability to differentiaservices to meet the varied needs of children
across the spectrum, was identified as important.

“They’re all individuals, you know. If you have aam full of autistic children,
they can be completely different from each oth@rian D)
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Grouping of children
In the residential service, grouping children intompatible groups — by age, interests or both
— was seen as a helpful strategy making childrexfseriences more positive. However, high
demand for services and a wide range of childrdiidevhat parents considered inappropriate
groupings of children, which they viewed as impagtnegatively on their children. This
could cause the children significant distress.
“There’ve been occasions when she got very, vesetup few times where
another child was in. He really upsets her, redlfdly...She did get where, when

| was taking her, she was getting really stresgjtihding her teeth all the time.”
(Nikki D)

Problems caused by the impact of child’'s ASD

The child’s need for sameness could make attergtiog breaks problematic. Natalie refused
to use any toilet other than at home. Though maaiageat school (she was only out of the
house for a few hours) this caused significant lemols when she attended short breaks,
resulting in numerous urine infections. Conseqyehdr family never had more than two

nights’ break at a time. Ibrahim started soilinghéelf when he went for overnight stays

away from home, and told his mother that he wasappiz. Asma reverted to teatime and

evening visits only. Jacqui felt that the constisiof group living restricted Peter’s freedoms,
such as being unsupervised and being able to havedals when he wanted them. However,
these families continued either to use or to sbekidreaks, as they felt that their family as a

whole required the help these services provided.

Psychological factors

Psychological aspects of using short breaks — Ipo#itive and negative — were clearly

articulated, and the positive impact of formal suppvas clear.
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“Short breaks are fantastic and it's great suppgsychologically..."(Gwen F)

However, significant negative factors were alsotdeed. Where families did not wish to use
services they were concerned about the child’s inepp, feared the possibility of abuse, and
worried how others would care for their child. Seevusers spoke of the negative
psychological impacts of using services — feeliafguilt, of being judged as not coping, of
not being in control of what was happening to tlohitd, and of missing them. These issues

were mostly articulated by mothers, though someefatand siblings also spoke of them.

Many mothers felt guilty about using short breaksd needing support caused them to feel
inadequate. These feelings sometimes reduced wWiegnsaw their child enjoying attending
the service; in others, the feelings of guilt congd.

“ felt really, really guilty. | didn’t want to tdlanyone ‘cos | felt awful.” (Nikki
D)

“I'd gone expecting not to like (the service) prdibyabecause | felt guilty and |

didn’t want to like it, in a funny sort of way(Andrea A)
Using short breaks was as something that couldecatlers — either potentially or actually —
to view them as unable to cope. Some mothers hadoiw their wider family about the
support they received.

“They don’t even know about it. It's another worlthey know | get support, but |
don’t go into it.” (Jacqui B)

Other experienced disapproval and judgemental betakoth from family members and the
general public due to using services.

“I suppose my mum, she doesn’t disapprove of redpit any reason other than

that the family should be able to sort things cw&, shouldn't need to go for

respite...So yeah, it's a bit of an issue, but aablly with my mum. It's her issue
rather than mine, ‘cos | don't care...well, | do care (Andrea A)
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Further negative feelings were engendered by psirégeling they were no longer in control
of what was happening to their child. One fatheskepof how he was fearful as he did not
know what was happening in the short breaks settilgie Andrea, discussing her feelings
when she first used short breaks, said

“] felt so uncomfortable with him being there. Hasvso small, he was so tiny,
and | had no control over what went or{Andrea A)

Where families acknowledged their need for shoetaks, family members still missed the
child while they were away.
“It's difficult, because you still worry about hinbecause he’s not with you. And

it's sort of like a double-edged sword, really, scgou like not having him with
you but, on the other hand, you don't like not hguvnim with you.”(Sam 1)

Whole family perspective
The importance of services focusing on addressiagieeds of the whole family was stressed
time and again by parents and siblings alike.
“l thought it was good, ‘cos it was a good opporitynfor him as well as us,
like...’cos (when we’re together) if we don’t go @uth him, that means that we

can’'t do things and he can’t do things. But if leeg (to short breaks) then he can
do things that he wants and we can do things tleaivant here.”(Yusuf J)

6.6.6. Positive and negative factors: children witthSD

Most children with ASD interviewed identified botpositive and negative aspects of
attending short breaks; Natalie and Patrick wersenled engaging in activities they seemed
to enjoy. As other research identifies (Beresfetdal, 2007; Mitchell and Sloper, 2002),
children’s perceptions are more concrete than tlbsleeir families and are firmly grounded

in their experience.
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Environmental factors
Children identified factors within the residentedvironment they liked, such as the sensory
rooms, sensory garden and play equipment.

“ like the swing. | tend to go on the swing neaali/the time.” (Susan E)

“The sensory room is very relaxing and pretty, ‘dds got all sorts of pretty

lights.” (Peter B)
One child who slept in two different rooms at arsHweaks residential home identified a
clear preference for one room over another. Howdwere were aspects of the environment
that children did not like, such as the sound afffic at night or of the radiators.

Sometimes the radiators are a bit noisy. You knoaw they make a noise
sometimes....Bang bang bandlan A)

Staff factors
Previous research (Preece, 2002) suggests somdeechusing residential services might have
limited knowledge of the staff there. In this stutgn could name only two staff from their
photographsOthers however were able to identify most of thenbs staff. Children’s key
workers or link carers, and care staff who workéosely with them were most readily
identified and spoken of most positively.
“l like Cecelia...and | like Edith...And when I'm thetfedith’s always on at the
weekend.”"(Susan E)
However staff who made demands upon the childremnaght staff, who required them to go
to bed, were spoken of in negative terms.

“l just don’t like Amy, ‘cos she’s always bossySusan E)
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Child factors
Wing (1996) identifies a continuum of social int&rén ASD, from children who are aloof,
through those who are socially passive to the vactbut odd’. Children attending the
residential short breaks service fell into thetfigo categories. Some could identify other
service-users from their photographs, but socidtimships seemed superficial. Two
children spoke positively of other children, idéyitig attributes they liked about them.

“Simon — he’s funny!"(lan A)

“Peter...I get on really well with him. Sometimes tead to get a bit silly

together; we just wind each other up and have ghau(Susan E)
However no children spoke of having friends, orkiog forward to being with others. Most
comments about other children described behavitatsthey disliked, such as screaming at
the table at meal times, biting and hitting.

“Some of the children I'm not particularly keen br{Peter B)

“l didn’t used to like Stefan all that much... heded to pinch people.{Susan E)
Natalie’'s only observed behaviour regarding othbildcen was her avoidance of any
interaction or contact with them. She became diswé if they persisted in attempting to

engage with her or came close to her.

Use of ASD-specific approaches
Susan identified the use of visual schedules (Sehepal, 1995) as helpful.
“Yeah, yeah...’cos then | don't forget what I'm suped to do.”(Susan E)
Other children were observed using visual schedudseir short breaks settings. Natalie

used a photograph schedule to transition betwentas — snack, time in the sensory room,
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playing in the garden, washing her hands and teat®ime moved from activity to activity

without prompting, and did not appear anxious drappy at any point in the afternoon.

Activities available

Children identified activities they enjoyed thatreveavailable in the short breaks settings.
These activities included going out on trips —dastaurants such as McDonalds (the preferred
activity of a number of children), to parks and t#tieema. They also spoke positively of
activities on offer within the settings. Their praed leisure activities were often solitary:
playing on the computer, PlayStation, watching Thd avideos, and listening to classical
music. Also popular were activities that provideshsory stimulation: the foot spa, sensory
room, sensory garden, trampoline and swing. Mighaeteenager with AS, enjoyed the
activities on offer at a youth club he attendededéh again included computers and a
PlayStation, but also interactive activities: phayipool, playing games, chatting and painting

on a graffiti wall.

Children were observed undertaking activities tiinty appeared to enjoy; these included
playing with Play-Doh, playing with bricks, playingith sand, matching cards and picture
dominos, doing jigsaws and playing in the gardend aensory room. However some
activities, such as drawing and doing jigsaws, eitigg hair wet (which was an unpopular
activity for Susan both in the short breaks setang at home) were described in negative
terms.

“The worst thing is probably when you have to haveath or shower. ‘Cos once

I've had a shower, and my hair gets all wet, andawse I've got a lot of it, it
usually takes quite a long time to dry it(Susan E)
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Psychological factors
Many of the children accepted going to short bresdtsings as part of their routines, and
some identified aspects they enjoyed. However Amdsanply disliked being away from
home.

“I got very upset going to sleep at her house...’celgeping at her

house...yes...and just...and | wanted...to stay...and | evamted | wanted my
mummy. So | didn’t want to go to her hous@hdrew 1)

6.6.7. Service shortfall and areas for development
Finally, areas were identified where parents fieéiré was insufficient provision, or where

there was a need for development and improvemdéeisd are discussed below.

Availability of existing range of services

Existing services were identified as inadequatméet demand and need. Families who had
been assessed, who met eligibility criteria, andowtad been allocated services still
sometimes did not receive all that which they hadnbidentified as needing due to a shortfall
in available workers. Particular problems seemeekist regarding family based short breaks.
Even after services had been agreed, families ngiglyears without support if a suitable link
was not found. Furthermore, if link carers decittedtop working for any reason, the families

they supported could be left without support.

Difficulties arose when service providers were uedb deal with the child’s behaviours, or
managed them inappropriately. Using services ceuaterbate the child’s anxiety and the
level of presenting behaviour and become countdrumtive. Finally, problems occurred

where demand for services was great, resultingimice levels being limited. Holiday play
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schemes in particular were considered inflexible imadequate, with some families receiving
only a day or two’s support over the school sumhaotiday.
“l only had two days. Unfortunately, | mixed up tdays, and | went to the
scheme on the wrong days. My days were already Bast wasn't able to use
even those two days(Asma J)
Some children were supported to access local nmmaarst play schemes. Again difficulties
were reported, as the predictability and claritgaed by children with ASD was not there.
“They’d change things at the last minute, and thset him. Or one day he
thought he was going swimming, it said take a svigroostume because it was

wet play, he gets it in his head he’s going swingnamd he screamed and went
mad because he didn’t understan@Sam 1)

Children and young people with AS
Services appropriate for children with AS were ftifead as needed by all families with such
children.
“Those that are on the fringes of the spectrumimkhare often more disabled by
everyone else, disabled by the environment, thiah @ those with more obvious
disabilities, because they get the sympathy antities.” (Marie E)
A range of potential developments was suggestedudmg AS-specific youth groups or
clubs to help develop social skills. It was felattlsuch groups would need to be carefully
planned and managed, due to these individualsifepédficulties. Counselling support and
overnight short breaks were also identified assaafeadevelopment. The need for support to
enable these children to access mainstream serwessidentified. Some children had
previously attended mainstream youth servicesr thgberiences had generally been poor,
due to the expectations of staff and the behavioliother children.
“They overestimate the abilities of the Aspergeildztand the underestimate the

difficulties. You know, just because a child ikitag back at you doesn’'t mean to
say they've understood the questio(Rhdrea A)
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Teenagers
Specific activities appropriate for teenagers wielentified as needed by family members
across all three subgroups.

“Social things and that, there don't seem to be ynahthem, does there? Like
barbecues...and just... like a bit more grown up thingdannah B)

Play schemes and other activities were often toerjille for and unappealing to older
children. Speaking about George H, his sister Gsdaid,
“l think, ‘cos he’s in his room all the time, | tik there should be something he
can go and do with like lads, girls his age...Spdikg basketball, a little pool
table, just for them to muck about with...just somegtifor them to do. I'm
definitely strong about this...that there should keces for them to just go, and
stuff for them to do. Because growing up with hathl’'ve ever known him to do
is sit in his room. And it's a bit upsetting reallfor someone to do that.”
(Caroline H)
Again, a sound understanding of ASD was felt imgatrfor staff, so that

“...if he decides to flip, have a temper tantrum dratever, they’d understand it.”
(Caroline H)

Babysitting
Current and would-be service users identified thednfor ‘babysitting’ services that could
look after all children in the family. Services fohildren with ASD did not provide care for
non-disabled siblings; while mainstream babysitieese unwilling to look after the child
with ASD. As a result, parents often found it heodjo out together on their own.

“l think there is a gap... ‘Cos...I don't think it's\ahys necessary that your child

goes away overnight, as long as you've got theoaptif you going out for the
night, which isn’t always the case(Maggie G)
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After-school clubs
After-school clubs were identified as an area @wviEe development, particularly by families
who currently did not wish to use short breaks.

“Something after school the odd night, do you knshat | mean? Make him
tired.” (Sandra H)

Support with preferred activities
Families across all three subgroups identifiedrtéed for support to enable their children to
access preferred activities, either individuallyrogroups.
“There’s trampolining — he loves his trampoline...e&onsider trying to find
some sort of trampolining group that would cater fos needs, rather than a
general child’s trampolining group”(Sam 1)
In some cases, parents were unable to take thiédrexi to these activities, due to their work

or caring commitments, transport difficulties oeithown disabilities.

“I know there’s a trampolining club, somewhere dquname of town)way, but
there’s nothing in this area. Without being abledtove, I'm stuck.”(Alison C)

Where families lived close to county boundarieg, tiearest service might be provided by a
different local authority. Here again, accessinyises proved difficult.

“The nearest big town, that’s in a different coyngyd...it's more complicated.”
(Sam 1)

It was further felt that siting local play area®wand the county, specifically for disabled
children, would be helpful. As children grew oldagcess to preferred activities through
mainstream routes became impossible. Nikki said,

“It's really, really hard. But it's such a shamec¢ds there’s so little. | mean,

Natalie loved places like Berzerk and she’s toormg. It's a shame, ‘cos as they

get older, you actually find there’s less placesi y@an go with them. Even

McDonalds with play area — she’s too big for thainy so you have to avoid that,
because she doesn’t understand she’s too big &b’ th(Nikki D)
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Support for siblings

Non-disabled siblings identified that support seegitargeted at their needs would be helpful.
Information about ASD, the chance to meet othelinglo, and advice were identified as
service gaps.

“As a child, | should have been given a bit moréimation about what the
future held. At the time you're told, Peter’s atitisyou don’t know what's going
to be happening...I didn’t know he’d never read oitavrSo...more information
would have been better. And maybe meeting pedphy age, who had a sibling
who was autistic...’cos at the time, | didn’'t knowddnstill (twelve years later)
don’t now know anyone that’s got a brother or sistéh autism.” (Hannah B)

Schools

Many families identified situations where difficieéé at schools had gone on to cause
problems at home. They felt that better suppordhnool would make the child’s life better
across settings. Problems were most commonly regpamtmainstream schools.

“l just wish there was something out there for #ahools; because the schools
are useless. They just don’'t seem to understanditise They see Kieran getting
on with his work and being ‘normal’...and becauseshsat there doing his
lessons they just don't realise the knock-on effdtas when he gets home. The
temper tantrums. The crying. ‘I don’t want to gosthool!” ‘I hate it"".” (Gwen

F)

“She had terrible problems when she was first dtosdt. It was awful; it was the

worst time of my life, | think, the first two yedhat she was at school(Donna
K)

However, some parents were also dissatisfied vitial schools.

“I's a do-gooder school. Yap yap yap we’ll do thigap yap yap we’ll do
that...and nothing ever happened. We just felt thatveas marking time till they
got rid of her at sixteen.{Arthur G)
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Transition to adulthood
Finally, parents of children in their mid- to laens were concerned about the transition
from children’s to adult services. They felt theyre given little information about the
transition process and post-eighteen service poovis
“I'm expecting somebody to phone me up one day, sadI'm your social
worker, you've been referred to Adults; and thegytth come around and see me,
tell me all about it and everything...but | don’trtkithere’ll be anything there.”
(Maggie G)
Much of the effort of social workers, schools anlden professionals was seen as focussing on
accessing further education college placements.edery as Maggie G said,
“But... you can't do College for the rest of youerlifit's only a course. | don’t
know how long it is — a year or two years — but gan't stay there forever, can
you?” (Maggie G)
With regard to the longer-term future, families evéepressed by what they saw as the lack of
support.
“And like...the future, when you start looking at tlhwture, there’s nothing out
there. You know there’s not and | know there’s aoi] | see people who, my
friends, who're...in front of me, and they say theasdhing. That there’s nothing
out there. Once school and college and that’s ffieds where do you go then? You
know, what is there? And there’s not nothing th&®@u know.”(Jacqui B)
In this chapter | have presented the findings effthal of the three phases of the research. In

the next | shall go on to consider each of the forginal research questions in turn,

discussing them in the light of these three studies
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Chapter 7: Answering the research questions

The three preceding chapters have presented amdstised the findings from the three studies
undertaken within this project: the initial survey families that have children with ASD
within one local authority, the survey of socialrikers who supported these families, and the
interviews carried out with mothers, fathers, sigé and children with ASD themselves. In
this chapter | return to the four original researduestions identified at the start of the
project (see 2.6.) and discuss them in the lighwlodt has been learned from these studies. |
begin by discussing and summarising what has besgméd of whole families’ experience of
living with ASD. | then move on to look at what haen learned regarding whole families’
attitudes to, and experience of, short breaks. dvalhg this, an original set of quality
indicators for short breaks services for familigmtt have children with ASD is presented,
derived from whole families’ perspectives. Findllgummarise the factors, both within and
outside the family, which are associated with wlethr not families seek formal support and
an original model of service use/non-use is prodosehis model is consistent with my

epistemological position, the underpinning theonyl ahe data.

7.1. What can we learn of whole families’ experierss of living with ASD?

The three preceding chapters have shed light ore somall of the research questions and of
subsidiary questions derived from these. In thiaptér | return to these original four
questions and discuss them in the light of whatdess learned within the family survey, the
survey of social workers and the family intervieWhe first research question concerned the
experience of whole families living with ASD. Keindlings related to family composition,

parental employment, the child with ASD’s dependgnihie need for and availability of
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support, differences in how families conceptualigeg with ASD and that different family

members experience the presence of ASD in diffexays. These are discussed below.

7.1.1. Family composition

The survey data revealed a number of facts abeutdmposition of the families. In almost a

quarter of households (22%, n = 34) there was onby adult present: mothers caring alone
for their child or children made up 21% of the hefusids (n = 31). Eighty-four per cent of

households (n = 126) contained more than one chitd, of these at least 5% (n = 7)

contained two children with ASD.

7.1.2. Parental employment
Only 10% of the households (n = 15) contained twolta in paid employment, with 38%
living on just one income. In total, twenty-ninerfidies (19%) were unwaged. Within the 34

single-parent households, over half the adults weten paid employment (n = 18, 53%).

7.1.3. The child with ASD’s dependence

The children with ASD living within these 150 housé&ls were highly dependent, with a
mean dependence of 7.4/10. Comparison with Robiremwh Stalker's generic research
showed the mean dependence of these children v8h # be higher than that of children
within the generic group. Indeed, the dependeneel lef children of non-users in this study
(6.9/10) was higher than that of children in fasslireceiving services in Robinson and
Stalker’s research (6.7/10, see 4.4.1). Over twaldhof the 155 children were dependent in

seven or more areas (n = 104). Managing the chiddisaviour, and getting around and out
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into the community, were particularly problematiausing problems in 87% of families (n =

136).

7.1.4. The need for and availability of support

The findings highlighted in 7.1.1 to 7.1.3 wouldggast that many families that include
children with ASD might be in difficult situationsttempting to juggle the care needs of the
children, living on limited incomes, providing aghilevel of support and supervision towards
the child with ASD and finding it difficult to aces the community. In such circumstances,
support from other sources would seem helpful;, hame little informal support was
available. Eleven households (7%) received nonetsskaer, with a mean of only two
sources of informal support available to the maanec Support from beyond the nuclear
family (spouse/partner and children) was limitedai@parents provided support to less than
40% of households, other relatives and friende$s kthan 20%, and neighbours helped only

seven families (5%).

A small majority (n = 89, 59%) reported that thegrer satisfied with the level of informal
support that they received, but this varied actbeghree subgroups: 61% of would be users
of short breaks (n = 30) were unhappy with thigagibn. Overall, more than 50% of families
identified an immediate need for formal supportha form of short breaks, with almost two-
thirds of families feeling they would need such@on at some point. However only a quarter

of families were actually receiving support in thfosm
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7.1.5. Range of experience
It is clear that families experience living with BSn different ways and by no means all of
the families who participated in this study reporing with ASD in negative terms. Where
children were less dependent, families were gelyepaisitive about their situations. Forty-
eight families with children dependent in six owér areas of dependence responded to the
survey (32% of the survey sample). Only a handfuhese considered their lives severely
negatively affected by their child’s behaviours amekds; most described their child with
ASD in positive terms.

“She is normal for a thirteen year old...if not bette (Parent of 13 year old girl)

“He is mostly laid back and easy to handI¢Parent of 14 year old boy)

However, deeper investigation of the data revealednportant point. The thirteen year old
girl described as rformal...if not bettér could not use public transport and required
supervision and prompting to do anything other thatch television. Themostly laid back
and easy to handlefourteen year old boy had phobias and obsesswimgh severely
restricted his family’s lives. He needed an adultthe house with him at all times and
constant supervision out of the home as he hadamb sense; he spent most of his time on the
PlayStation. It seems some families who described situations in such positive terms had
adapted to the presence of ASD in such a way heat tnderstanding of ‘normal daily life’
bore little resemblance to societal norms.
“We can usually maintain an even pattern of behawib our son is allowed to
do...the things that he enjoys doing(Parent of 10 year old boy)
Among survey respondents whose children were cassgbas being highly dependent, again

some families described their situation, and tkhild’s behaviour, in mostly positive terms
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(although in this case only a small minority, 1& ofi 102 households, mostly with older
teenagers) . They acknowledged that their famiied adapted how they lived and what they
did to accommodate the child with ASD, and thairtliees were restricted by living with the
condition.

“(He is) calm and settled...providing there are ngestations placed on him to
deal with different situations.(Parent of 15 year old boy)

In these families, keeping the child happy and mising his/her stress level had become the
prime consideration around which family life wasistiucted. | shall return to this point in
discussing family coping styles. However, despiie positive appraisal of their situation by
this minority, it is clear that the majority of férmas identified their children with ASD as
being highly dependent (68% of the survey sampié)that in the majority of these cases it

was acknowledged that the whole family was sigairfity affected by the presence of ASD.

7.1.6. Difference of experience between family merats

Over two thirds of the families surveyed in thisadst considered the child with ASD to be
highly dependent, and in the majority of these sasavas acknowledged that the whole
family was significantly affected by the presendeA®D. However the findings of the
interviews carried out with whole families whereeth were highly dependent children
support the assertion that different individualsthe same family may have very different
perspectives on the same situation (Baeksl, 2001), for it was identified that different
family members experienced and conceptualised tegepce of ASD in the family unit in
different ways. This is shown by the differing thesnthat emerged through analysis of the

interview data (6.3.1-6.3.4).
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The dominant themes of the mothers interviewed weose of isolation, of experiencing
stigma, of acceptance of the impact of ASD upomtfedves, but of concern about its impact
on their other children and of concern and uncetyaabout the future. In this area, this study
reinforces the findings of previous research, wiake identified stress, social stigmatisation
and isolation as characteristic of mothers of e¢hiddwith ASD (Duarteet al.,2005; Tomakin

et al.,2004; Tunali and Power, 2002). Fathers sharedcthmeern and uncertainty about the
future, but tended in general to be more withdrawoth from day to day care of the child
with ASD and from contact with professionals. Thago tended to minimise the difficulties
present in family life, using humour to addressrteguation, while at the same time viewing
their own family as being particularly in need obfessional support. Again, this reinforces
the findings of previous studies. Gray (2002), LERsexet al.(1999) and Quinn (1999) have
all found that fathers tend to be more withdrawantimothers, both from day to day caring
tasks and from interaction with formal support eyss. It has further been found that fathers
may exhibit less stress than mothers (Gray, 19944t al, 1992) and that they may tend to

suppress their emotions (Gray, 2002).

Where the child with ASD was not the only childeties present in the brothers’ and sisters’
narratives were their acceptance of living with A3 normality, the restriction of

opportunity and the stress that they experiendedgawith the embarrassment they often felt.
However, despite these issues, the analysis regdgothe findings of previous research
(Rivers and Stoneman, 2003; Roeyers and Mycke, )1895Stressing the closeness of the
sibling bond. By way of contrast, the children wiAlSD themselves were generally positive
in their view of family life, and unaware of theredses and problems perceived and

experienced by other family members. However — again in common with the both the
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findings of other research (Connor, 2000; Humptaeg Lewis, 2008; Kinet al, 2000) and
with autobiographical writings by individuals wikSD (e.g. Sainsbury, 2000) — the children
reported difficulties at school, highlighting th@wn stresses and negative experiences and a

general theme of their lived experience, at homesmhool, was isolation.

This reiteration of the themes of the family mensbearratives shows that families have a
shared but differing experience of the difficulteesd stress of living with ASD in the family
and that different family members experience livimgth ASD in different ways.
Furthermore, the broad themes outlined above arextwustive, and even within the small
number of families interviewed, the experienceahes mothers, fathers and siblings differed
significantly from the ‘norm’. So, while the majtyiof fathers withdrew from the day to day
care tasks, Simon L was heavily involved, and ayeanhis work commitments around the
care of his two children. In the same way, the erpee of siblings could vary even within
the same family as a result of their personaldied their interaction with the child with ASD.

“I do more (direct care of her 8 year old brothertiw ASD) than my sister, ‘cos

he’ll go through these stages, and decides he yaddlesn’t like her...and so, |

have to look after him.{Jane I)
The literature in the field of ASD has tended tosider families as if they were homogenous
entities, and has further foregrounded and prietegraternal perspectives as mothers often
act as spokespersons for their families. It ha® d&sen seen that social workers and
professionals tend to privilege the mother’s pertpe, as she is generally their main point of
contact with the family. This study reveals thagrthis a rich diversity in how mothers,
fathers, children with ASD and their siblings expece family life, and how they understand
and experience the presence of ASD within theirilfanThis is an important and original

finding — as far as | have been able to determime is the first study to investigate the
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experience of whole families in this way — and, stha significant contribution to the

knowledge base.

7.2. What can we learn of whole families’ attitude$o and experience of short breaks?

This study further adds to the knowledge base loyems$ing some limitations of the existing
literature: the tendencies of research into shoetils and families that have children with
ASD to focus on the needs and experience of paraetgecting to seek the views of the
children with ASD or to have a ‘family’ focus. Ihis study, the views and experiences of
parents, their children with ASD and other siblinvgsre gathered to enable a picture of the

whole family’s attitudes and experience to be deped.

7.2.1. Shortfall in service availability

A clear finding from the initial survey is that arsufficient level of short breaks is available.
As is shown in 4.3.6 and 4.3.7 over 50% of famifiasseyed felt an immediate need for short
breaks, and almost two-thirds identified that theyuld require short breaks at some point.
However, only about a quarter of families were entiy able to access this type of support.
This supports other literature which has identifigée shortfall in availability, and the

difficulty families with ASD have in accessing shbreaks and appropriate support.

7.2.2. Families’ stated reasons for short breaks asand non-use

Families identified a number of reasons for usimgl @ot using short breaks. These are
important factors but | argue in this chapter tiaty are not exhaustive; these ‘reasons’ are
underpinned by further factors associated withcthél, the family, as well as access to, and

sources of, informal and formal support. The stagasons given by families for using short
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breaks cluster into four categories (see 6.6.1¢s&hare the behaviours exhibited by the child
with ASD, the need for a break from carrying owg tfaring role, the desire to provide family
members with social opportunities and the desirprawide the child with ASD with social
opportunities. Reasons for non-use of short-bréaksch were consistently identified in the
family survey and the later interviews) also clustéo four categories (see 4.3.6. and 6.6.2):
family attitudes and values, concern about the ohmd using short breaks on the child,

service shortfall and lack of information.

7.2.3. Functions of short breaks

Although families may have had specific reasonsséeking to use short breaks, such as the
need for respite from caring, or from the child&hbviours, they identified a range of further
functions performed by these services. Differemifa members conceptualised the purpose
of short breaks in different ways and the childvéth ASD themselves had only a limited
understanding of their functions (or indeed, whgythattended services). Overall, families
conceptualised short breaks as performing a numibdiscrete, yet linked — and sometimes
overlapping — functions: providing family memberghwvopportunities to relax, providing
social opportunities for both the family and thelc&with ASD and developing the child’s
skills. Even families that did not wish to use ghmreaks viewed such services positively,
acknowledging the potential utility of such sengd® all family members and identifying

situations where they could be helpful (see 4.88&6.4).

The conceptualisation of short breaks as providipgortunities to develop the child with

ASD'’s skills is well supported by the literaturethre field of ASD. Consistency of approach

across different settings (home, residential anetatonal), to promote a ‘twenty-four hour
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curriculum’ for individuals with ASD, has long beeidentified as beneficial (Van
Bourgondien and Elgar, 1990). Forster, writing 889, argued for the importance of
providing consistency of structure and programmaugoss settings, to provide learning
opportunities and to facilitate the generalisatodrskills throughout the whole day. Writing
specifically of services for children with ASD, dan and Jones (1997b) discuss the
importance of collaboration across settings toveela twenty-four hour curriculum. Jordan
and Powell (1995) give more details, arguing that

“...there is clearly a need for parents to be involuedhe education of children

with autism...This need...also applies to care staffrevkhe child is in residential

schooling or some form of care provision, whethernpanent or as respite.

Education can neither stop nor start when the sthet rings. The nature of the

learning difficulties (in autism) are such that,effect, the home or care situation

is often a more natural and meaningful contexttfer education to take place. It

is also clear that the education will only be efifex if the strategies used are
consistent across environmeitgopl45-6)

However, fulfilling a social educational role asrtpaf a twenty-four hour curriculum is
identified as a function of short breaks neithethiai the literature nor in national or local
policy. Although this social educational role isdissed by parents in this local authority in
both this and an earlier study (Preece, 2000),t diteeks are not conceptualised in this way
within social care legislation or literature. Thignilies and social workers may well be
conceptualising short breaks very differently. sThasue is discussed further below, in the

section discussing the interaction between famdies social workers.

7.2.4. Positive attitude towards ASD-specific serves
Both the survey (4.3.8) and the interviews (6.6ll&¥trate that families with experience of
service-use generally felt that ASD-specific sezgigenerally met the needs of their children

best. This is discussed further in the sectionrdigg quality below. This is a clear point of
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divergence between the attitudes of families andt tbf their social workers, who
contrastingly felt that in many cases children witBD could be successfully integrated into

generic services (5.5.4). These issues are distfisgber in 7.6.

7.3. What factors are associated with quality in sbrt breaks services by whole families?
I will now move on to consider the next researchgfion concerning factors associated with
quality in short breaks by families. As the litena review shows, recent government policy
and initiatives have shown an increasing focus up@asurement of quality in social care
support services, including short breakBemoving Barriers for Disabled Children
(Department of Health 1998a), tleuality Protectsnitiative (Department of Health, 1998b),
theNational Service FrameworkDepartment of Health, Department for Education Shils,
2004) andAiming High for Disabled ChildreiHM Treasury/Department for Education and
Skills, 2007) all identify the need for ‘qualityhert breaks for disabled children and their
families. Aiming High for Disabled Childrenthe latest of these, specifically identifies the
need to
“...develop best practice in building efficient, highatity short break provision
based around the needs of disabled children ana fhmilies... (and) present
solutions to the particular problems faced by...afsild with autism spectrum
disorders” (HM Treasury/Department of Education and SKitiSP)
So how is quality in such services understood, and/hat extent do quality indicators in
generic short breaks services relate to the nasdiexperience of families with children with

ASD? These issues are discussed within this sedtatihe thesis, and quality indicators

specific to this group are suggested.
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7.3.1. Generic quality indicators in short breaks

Research has sought to identify what compriseslitgyuan short breaks and how it can be

identified. In the mid-1990s, the Council for Digadb Children organised workshops for

parents of disabled children to identify their perdtives regarding short breaks services.
Reporting on these workshops, Russell (1995, 1&#8ijtified key priorities. Parents wanted

services that were local, available on demand,-mealhaged (particularly regarding short

waiting lists and god pre-placement preparationj age-appropriate. They wanted good
quality child care, specialist input where necegsaformation and choice and for services to

be part of integrated programmes of family support.

Researchers at the Norah Fry Research Centre, tditywvef Bristol, in conjunction with the
Department of Health, were concurrently developavgluation materials for short breaks
based upon research into the impact upon disakiddren of the Children Act 1989
(Minkeset al,1994; Robinsoret al, 1994, 1996). They suggest fourteen areas wheaktyju
can be evaluated. These are clarity of function emtiren served, assessment procedures,
publicity and information, consultation with chi@r, staff training and support, cultural
sensitivity, inter-agency working, partnership witlarents, integration with non-disabled
children, location and physical environment, adsthnaition, quality of care, reviews and

complaints (Robinsoat al.,1996).

More recently the Shared Care Network, with the &&pent for Education and Skills, has
produced guidance on short breaks (Caeinal, 2004) to support th&lational Service
Framework for Children, Young People and Maternifervices (Department of

Health/Department for Education and Skills, 2004yelve areas are identified as impacting
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upon quality across short breaks services. Thesesarvice provision and eligibility criteria;
information; staff recruitment and assessment;f gsiegparation and training; approval of
carers (in family-based services); status and pagsnef carers (in family-based services);
short break agreements; matching and introductibesith and safety; child protection;
recording; monitoring and review. Concerning cheldrwith ASD, the need for specific
training is emphasised, as is the importance ofighog structure and working consistently

with other settings (Carliat al, 2004).

In support of the government@uality Protectsnitiative (Department of Health, 1998a), the
Social Policy Research Unit at the University ofr¥bas undertaken research in conjunction
with the Family Fund Trust and Barnardos (Mitcheild Sloper, 2002, 2003). This in part
focused upon identifying quality indicators forange of services including short breaks and
was carried out with consultation groups of paremd disabled young people. Twenty-one
parents were involved; they had children acrosarge of disabilities, including cerebral
palsy, physical disability, learning disability a®&D. Twenty-seven young people (aged
eleven to seventeen) across a range of physieahifgy and communication difficulties were
involved; none are specifically identified as haviASD. It is unclear whether some parents
and children came from the same families or whethergroups were unrelated (the parents
were from Yorkshire and the Midlands, while theldtgn were from Yorkshire and the
North-West). A number of factors are identifiedtthbarents and children consider as quality

indicators in regard to short breaks (see Tablg 7.1
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Table 7.1 Quiality indicators for short breaks identfied by parents and
children in Mitchell and Sloper’s study (2002)

Quality indicators identified by parents | Quality indicators identified by
disabled children

Meeting the child and whole family’s | Staff understand about my disability
needs
Staff know how to help and look after me
Listening to the child and family
members Staff listen to me

Treating the child and all family memberStaff ask me for my ideas and take notice
with respect of what | say

Staff knowledge and training | can ask the staff questions and they
explain things to me

Welcoming and helpful staff
Staff allow me to make choices
Service respects family’s culture
Services provide me with opportunities to

Service flexibility meet and make friends
Service reliability | have a variety of activities to choose
from

Service continuity
| have opportunities to develop my
Providing family members with a break| independence

Quality of information | have a break from my family
Easy to travel to

Opportunities for children to make and
meet friends

Opportunities for children to mix with thie
local community

Professionals working together and
communicating

7.3.2. Quality and ASD
The research and guidance summarised above hasdeteric focus and it is not possible to

identify the extent to which the specific issuests parents of children with ASD and those
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children with ASD who participated in the studie® aeflected in these indicators. Little
research has sought to identify the perspectivehitdren with ASD and their parents in this
area. However, earlier studies that | have cawigchave identified some differences between

these groups and the results of the generic studies

A survey of 18 parents whose children with ASD aseel ASD-specific residential short
breaks (Preece, 2000) showed that, whereas thatpare Russell's study (1996) wanted
services to be available on demand, these pareusgmised the imbalance between
availability of short breaks and demand, and ackedged that services should be prioritised
according to need. Parents also identified thatiapst services might not be local, and that
the need for such provision may preclude a widgeaf choice. None spoke of needing age-
appropriate services; however, it was not posdibldetermine whether this was due to the
service grouping children into approximate age ctshoor to the solitary nature of their

children and their difficulties with group acti\a8 and experiences.

Consultation with three children attending the sameice (Preece, 2002) provided insights
into their experience. It was identified that cetesncy of approach across environments made
their experience of short breaks more positivetaatithe children’s experience was impacted
by staffing levels, staff training, individual wagts’ personalities, skills and attributes, and by
other children attending the service (particuléhgir behaviours and the demands they made

upon staff time and attention).

Data collected in the interviews give us the omsi®f related groups of family members

regarding factors affecting quality in short breaks identified by Mitchell and Sloper
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(2002) parents focused on broader organisatiosakss (as did older siblings), including the
availability, reliability and flexibility of servies, and staff skills and training, as well as
identifying the importance of the emotional impatusing services. Children with ASD and

their younger siblings focused more concretely loa day-to-day experience of using the
service, such as staff attributes, the impact dfeotchildren and issues such as the
environment, food and activities. As identifieddr6.5 and 6.6.6., key factors, grouped into
six categories, can be derived from their discarghown below in Table 7.2). It is

noteworthy that differences exist between factalsniified in generic studies and those
identified here. Some may result from the area wlibe study took place. For example,
cultural awareness/appropriateness was not idedtifis an issue, which may reflect the
overwhelmingly white British population in this aay: Studies undertaken where larger
minority ethnic populations exist identify thesesignificant factors affecting service quality

(Flynn, 2002). Other differences may relate todharacteristics of ASD and these children’s
particular difficulties. Whereas parents in the g studies spoke of wanting their children
to have opportunities to be with and make frieqents here focused more upon those
children with whom they did not want their childrem mix, and on preventing others from

causing their children distress. Families in thisdg emphasised the social educational
aspects of short breaks, and stressed the neembfgistency across settings. Where short
breaks were viewed as a positive change from thenrfor other children, maintaining

predictability was considered a virtue in shortaiefor this group.
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Table 7.2 Factors associated with quality in short breaks saiices by
children with ASD and their families

Organisational
factors

 Avalilability — appropriate services are available
» Accessibility— services are sufficiently local that accessing

them is not problematic
Reliability — users can trust that services will be available

Flexibility — services adapt to changing needs and fit arthund

family and its needs (rather than the family havimdt in with
the service)

Consistency -there is consistency of approach across home,

school and short breaks settings, particularly wattard to the

use of ASD-appropriate approaches. Short breakstium as
part of a 24-hour curriculum providing social edimaal
opportunities
Communication- effective communication systems are in pl
o within the short breaks service
0 between the short breaks service and the family

ace

0 between the short breaks service and other

professionals (e.g. schools, social workers)

Information — there is accessible and accurate information

available

Environmental
factors

The building and groundare ASD-friendly and are design
to enable the children to have privacy, space anzktsafe
ASD-appropriate approaches are used to clarify
environment and make it meaningful

ed

the

Staff factors

Knowledge and training- staff are trained and knowledgea
about ASD in general, and with regard to the ckitdusing the
service in particular

Personal attributes- staff are friendly, welcoming and chil
friendly, and enthusiastic about working with indivals with
ASD

ble

Child factors

Where children are grouped, these groupings shadaike
account of the impact of children on each othemrirt
preferences and their sensitivities

The child with ASD is not unhappy in the setting

Children are supported to make meaningful choibesugh the
use of appropriate tools

The service is individualised to address the needs
preferences of each child (e.g. activities on offarcess tg
water/electricity in rooms, communication systems)

=

)]

Psychological

Staff within the service, and the service as a wh

factors acknowledge and understand the sometimes condi
emotional/psychological impacts of using services
Systems and practices are developed to minimisendseof
guilt and stigma associated with service use

Whole family The service acknowledges that it exists to meehéwszls of the

perspective whole family, not just the child with ASD

ol
ctin

14
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Comparison of the children’s quality indicatorshtitchell and Sloper’s study (2002) with

this one also highlights the impact of ASD upon ¢hédren’s responses. Where children in
the generic study emphasised interaction with sthéeing given attention and being
understood, factors identified by the children witBD are much more concrete. Only one
spoke of having fun with other children; others evgpically described in neutral or negative
terms. Friendship and fun with others was cleadia priority for either parents or children.
On the other hand, children spoke at greater leafjthore tangible factors, such as videos,

DVDs and activities that they liked, the food treg, and the building.

Factors such as respecting the family and its myltand meeting the whole family’s needs,
are identified as indicators of quality throughaiie literature; but in this study the
importance of services acknowledging and addrestiegpsychological impacts of using
such services were identified. While short breakes r@adily conceptualised as providing
instrumental support, the interviews revealed simame families also sought to find emotional
support in these services. Caretral (1989) suggest that, although these support ifumst
may co-occur in practice, they are conceptuallyirtis the former being associated with
problem-focused coping, and the latter with emefmoused coping. Although explicitly
articulated as an indicator of quality by only antiful of parents, most discussed the
emotional turmoil that could result from using seeg; wanting time away from the child but
missing them, feeling relieved the child was elsewghbut also guilty, feeling a loss of
control. While such responses are natural andalhyitiunctional, continuing to focus on these
emotions can impede individuals from moving beydhdir distress (Carveet al. 1989;

Scheier and Carver, 1977). Acknowledging, undedsten and responding to families’
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psychological situations — and thus helping thenmtake advantage of the opportunities

offered by short breaks — is clearly an importactdr impacting on service quality.

7.4. What factors — within and outside the family -are associated with whether or not
families access formal support through short break3

To consider this research question | will draw @tadcollected in all three stages of the
research. This study adds to the knowledge bafiasrarea by suggesting that the way that
factors associated with short breaks use or nonamseoften conceptualised within the
literature has been overly simplistic, and that @encomplex and interactive model more

effectively explains the phenomenon of ‘using ot using — short breaks’.

7.4.1. Hypotheses from the literature

As discussed in Chapter 2, literature on shortks'ease by families with children with ASD
is complex and confusing. Some studies suggest bheaks are used by families with the
most dependent and challenging children, whilsesttargue those are the very families who
find services hardest to access. The literaturarddgg factors associated with service use
suggests that

“...respite care tends to be used most by families fdnge limited support
networks’ (Randall and Parker, 1999, p125)

and that

“...in general, it is the severity of the child’s diffities that appears to be the
primary factor distinguishing between users and-nears. Thus Halpern (1985)
demonstrated that users of respite care had chidmho were more severely
retarded, more physically incapacitated and moreladependent than those of
non-users. Marc and MacDonald (1988) added sevehawour problems to this
list of severe disabilities(Randall and Parkeibid.)
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This is supported by Chan and Sigafoos (2000) vawiewed studies on child and family
characteristics of families using short breaks ises/ They too identified severity of the
child’s disabilities (including behavioural and camnication difficulties) and the child’s
subsequent dependence as influencing the likelittdagsing short breaks. Alongside these
factors they identified numerous studies linking tevel of informal support systems and
social networks available to short breaks use @aen, 1982; Grant and McGrath, 1990;
Salisbury, 1990; Sherman, 1988). They further sagghat families with more children
tended to make greater use of short breaks. Howewty one study has reported on this
(Robinson and Stalker, 1993) and this was not deduin the hypotheses to be tested in the
survey. Subsequent analysis of my survey data fdbatl the number of children in the

household was not a significant variable betweerrtshreaks users and non-users in this

study:y® =.95,df =3, p=. 9.

The literature suggests that a model such as Figaréelow might be used to conceptualise
short breaks use, and its validity was examineduitin testing the hypotheses in the family
survey (see 4.3.9). This process identified thatdifference in informal support available to
users and non-users of short breaks was not signifip = .7). However children with autism
from families who used short breaks were indeedenmghly dependent than those of non-
users (p = .05*). Further analysis of data (4.4&hered from current service users and those
who wished to use services found that, althoughcthielren of service users were slightly

more dependent (see Table 7.3), the differencedstvthe two groups was not statistically
significant (y* = 2.58, df = 2, p = .3). This supports findingpoeed elsewhere in the

literature, which suggest that many families whasddren with ASD have significant
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support needs, are not accessing services (Bal®@8; Oberheim, 1996; Sargent, 1995;

Trenenaret al, 1997).

Figure 7.1  Factors associated with the use of short breaks seces by families
of children with ASD: model derived from the literature
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Table 7.3 Comparative levels of dependence: userscawould-be users of
short breaks

Mean dependence SD
Users of short breaks (n = 41) 8.2 1.95
Would-be users of short breaks (n = 49) 7.7 2.5

Families accessing short breaks were comparedlitithnon-users as a whole (4.4.3), and
with that subset of non-users who wished to acshsst breaks but who could not (4.4.9).
These comparisons consistently identified furthactdrs (in addition to the child’'s

dependence) which were more significantly assogiati¢h whether families used or did not
use such services. These factors were the chilgés diagnosis, school placement and

whether or not the family had a social worker. Tidisntified the need to investigate social
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workers’ understandings of ASD and to explore tkigegience and attitudes of service users,

would-be service users, and families who did nattwa access services.

7.4.2. Range of factors

The results of the three phases of this projeagesigthat factors associated with short breaks
use are more complex than can be conceptualisad tis two-dimensional model suggested
by the literature and tested in the survey; suoiodel is inadequate to describe short breaks’
use, and a range of factors are associated witth Bremks’ use or non-use. The discussion to
this point has identified factors associated with thild, such as his or her diagnosis, age,
and the type of school he or she attends. Factssceated with the family also have an
impact: their perception of need, their attitudevdods services, and their perception of the
impact of service use on the child (positive oratag). External factors also play a part, such
as the availability of services, eligibility critarfor services and whether or not a social
worker was allocated to the family. Analysis ofvay and interview data regarding the key
characteristic structural components identifiedhmitthe review of family systems theory
(2.1.) sheds further light upon systemic factorwithin the family, outside the family, and
relating to the interface between the family ankdect —that may impact upon the family’s
experience and upon whether they use, seek torude ot use short breaks. | discuss this

further in the next section.

7.5. Systemic factors and short breaks
In this section these systemic factors are discusseler the four headings of family
structure, family interaction, family functions arfdmily life cycle. | begin with the

microsystem of the nuclear family, before consiagthe family in its wider context.
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7.5.1. Family structure
As previously stated (2.1.3.), family structure qwises the family’s membership

characteristics, its cultural style and its ideatagstyle (including coping characteristics).

Membership characteristics
Number of adults in household
The mothers’ reports show the heightened senssotation and need for support that may be
experienced within single parent families (moth&ese the sole adult in 91% of the 34 single
parent families in this study).

“It's hard because | don't see anybody really besau.like, when | have friends

with autistic children, they can’t cope with theldken, so you don’t see anyone,

and you feel isolated”(Alison C)
Comparison of users and non-users of short breigkaat find the number of adults in the
household to be significantly associated with shogiaks’ use (see 4.4.2): the proportion of

single parent families was only slightly higher amgoshort breaks’ users (28%) than non-

users (22%) (see Table 7.4).

Table 7.4 Adults in household: users and non-userf short breaks
Users of short breaks (n = 39) Non-users of shmgéks (n
=111)
One adult 11 28 24 22
Two adults 28 72 87 78
Total 39 100 111 100

Nonetheless, formal supports such as short break# ive expected to be particularly helpful

to such families, and the majority of single paramilies (56%, n = 19) expressed a need for
formal support through short breaks. This desiemseto be heightened when the children
exhibit greater dependence: 71 % (n = 17) of sipgleent families with children with 7+

dependence expressed a need for short breaks, manma34% of two-adult households.
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This heightened perception of needing formal supjsostatistically significant > = 9.98,

df = 1, p = .005** (see Table 7.5).

Table 7.5 Perceived need for short breaks: singlend two parent
families of children with 7+ dependence

Single parent households | Two parent households with
with children of 7+ children with 7+ dependence
dependence (n = 24) (n=76)
No % No %
Need short 17 71 26 34
breaks
Do not need 7 29 50 66
short breaks
Total 24 100 76 100

Socio-economic status

Some research suggests short breaks are usedulaalyicby families facing financial
hardship (Grant and McGrath, 1990; Robinson antk&tal993; Salisbury, 1990). However,
Marc and McDonald (1988) found no significant diffieces regarding socio-economic status
between users and non-users. My initial questioanasked respondents to indicate the
occupations of adults in the household; only 2 sesents (non-users) did not. The
occupations of each family’s principal wage-earmeare categorised using the National
Statistics Socio-economic Classification (NS-SEGQifi€e for National Statistics, 2001) (see

Table 66). Chi-square analysis did not indicatidhesi the principal wage-earner’'s job

classification (y*> = 3.5, df = 3, p = .5) (see Table 7.6) or the nemif adults in a parental

role who were in employmenty¢= 3.29, df = 5, p = .7) (see Table 7.7) to be digant

variables between users and non-users of shokdrashin these families.
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Table 7.6 Socio-economic status of principal wageamers in family survey

Families using short Families not using
breaks (n = 39) short breaks (n = 111)
Class Description No % No %
1 Higher 7 18 27 24
managerial
2 Lower manageria| 3 8 19 17
3 Intermediate 1 18 14 13
4 Small employers D 0 3 3
5 Lower 3 8 4 4
supervisory and
craft
6 Semi-routine 6 15 9 8
occupations
7 Routine 3 8 15 13
occupations
8 Not in 10 26 17 15
employment
Unclassified/ nof 0 0 3 3
known
Total 39 100 111 100

Table 7.7 Adults in household in employment

Families using short | Families not using short
breaks (n = 39) breaks (n = 111)
No % No %

2 x full-time employment 3 78 12 11
1 x full —time employment, 1 x 11 28 35 31
part-time employment
1 x full-time employment 13 33 28 25
2 X part-time employment 0 0 3 3
1 x part-time employment 3 8 13 12
No adult in employment D 23 20 18
Total 39 100 111 100

Age of parent(s)/main carer

Grant and McGrath (1990) suggest younger parerdsnare likely to use short breaks
services. Within this study, the ages of parentsfsawere requested all but four of the 150
families provided this information. Mean age of thain carer (generally the mother, but also

including father and grandmother) across the wipolgulation was 41.0 yrs (SD = 6.7). In
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families using short breaks it was 40.8 yrs (SD.4);6n non-users it was 41 yrs (SD = 6.8).

This was not significantly associated with use @m-use (y*> = .27, df =2, p = .9).

Presence of other challenges

Many families interviewed were affected by otheffidulties apart from the presence of
autism, and indeed many of the families using shoebks were those where families faced
multiple challenges. Two families had two childi@mthe autism spectrum; Patrick’'s mother
was unemployed and suffered from depression; Kigrstepfather was physically disabled,
and the marital couple, as well as being unemployeere principal carers for elderly
relatives. However, additional challenges were algperienced by families in the other two
groups. Sarah’s younger brother had severe dighelesh required close management. One
of Ibrahim’s elder brothers had learning disatakti Bill's mother provided care for her own

mother, who was mentally ill.

Cultural characteristics

A family’s cultural style may be influenced by rakireligious and ethnic factors, as well as
the family’s socioeconomic status. Almost 95% ofmilees in this study were White
European. Black families were under-representetiimvithe research population: only two
African-Caribbean and one Asian family respondelitkee had accessed short breaks. One
was still doing so, one no longer felt a need dmthird, Ibrahim’s family, were seeking a
service. The small number of families of non-whitegin makes attempting to develop
inferences regarding the impact of ethnicity orvieer use futile. However, Asma identified
cultural differences between the UK and her natRakistan which led to lIbrahim’s

behaviours being perceived as less problematiether
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“It's a different world. Because...you go there ammdiydon’t have to worry about

him touching people, or approaching babies, or diddthem, or kissing them —

because that's appreciated, that's liked, that'snething people encourage...”

(Asma J)
Seligman and Darling (1997) suggest that religipasents may be deeply immersed in a
faith-based support network. Three families intewed in my study said religion was
important in their lives. However, although Asmakedo pray before dawn each day, and
considered it her destiny to have a son with aytishe did not suggest that her religion
affected her attitude towards service use, and sthle wished to access short breaks.
Moreover the two families that identified their cblnies as major sources of social support,
and environments accepting of their child’s ASDrevieoth users of short breaks.

“I've always got the impression that Susan was ptee for what she was. She

was very much part of this community. She was nexeluded. She was loved
and cherished...That's been a big thingMarie E)

Family ideology and coping characteristics

Before the interviews | had been curious as to hdretinalysis would identify different
dominant coping styles between the three subgroMmild the narratives of families that
chose not to use short breaks suggest higher ugmtive reframing or denial? Might
service users perhaps demonstrate higher usaggatdégies such as seeking instrumental
support and planning, or perhaps helplessness? Wowalthough data supported earlier
research that suggested withdrawal from dealingy Wie stressor might be associated with
fathers, as might humour, specific coping straegould not be associated with the desire to
use services or not. A larger-scale quantitatiuelystusing a coping-methods scale or a scale

to identify families’ ideological styles, may shdéidht on these issues. Within this study
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families within all three subgroups displayed agerof ideological styles, and all used

multiple and varied coping strategies.

Carver (1997) identifiesacceptanceas accepting the stressful situation is real ansl ha
occurred. ASD is a difficult disability to ignoret significantly impacts upon social

interaction and communication, and the desire tartine and sameness and the child’'s
restricted interests can be extremely restrictivés unsurprising, therefore, that all families

demonstrated acceptance.

Seeking instrumental supppet problem-focused coping strategy whereby s@tipport and
assistance is sought, is clearly identified in fasiaccessing or seeking short breaks. But it
is also demonstrated by families who do not wantises. Although the source of support
may differ (a privately-arranged childminder, oe tthild’s grandparents rather than statutory
services) the strategy is the same. Similatnning (thinking about how to cope with the
stressor) andctive coping(taking active steps to minimise its impact) (Garst al, 1989)

are found throughout the three subgroups.

Less adaptive coping strategies were also exhibBetiavioural disengageme(diving up
on attempting to attain goals with which the stoess interfering) was demonstrated in Bill
M’s family, who had never sought, and did not wishaccess, services. Asked about typical
evenings with this 12 year old, his mother’s inidascription did not seem unusual.

“He has his tea more or less straight away, andokast a bit of telly, plays on his

Gameboy...and has a bath...and goes to bed. Oncehse&s tyou could drop a
bomb, and that’s it."(Stella M)
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However, deeper questioning identified that — ak wome families that described daily life
positively in the survey — Stella made significastommodations to keep Bill happy. She
cooked her own and his ‘evening meal’ in the migk@foon, and they ate as soon as he
arrived home. From then until bedtime and beyons, hother was with him constantly.
Although he had his own bedroom, it was used amlstore his clothes and toys and he slept
in his mother’s bed each night. Stella was resigaadl had forsaken all personal wishes and
aspirations.

Inter\gewer:Are there any things you find it hard to do, thaty like to do, but

can't”

Stella M:No, don’t really bother me to be honest, ‘cos vtlsat you get used to.
So | don't really bother.

The accommodations to Bill's ASD had been far-reaghtand had impacted on the whole
family. Bill's father no longer lived in the familgome, and had not done so since Bill was 2
years old. In Stella’'s absence, Bill's eighteenryell sister Cindy had to replicate her
mother’s routine, sleeping with him in her mothdrésd.

“I have had him on my own at night...I have to gdéal when he wants to go to

bed, which | don’t like doing, obviously. He wosléep in my bed or in his bed

and he won'’t go to bed on his own if mum’s not heeel have to go to bed in

mum’s bed with him, ...it's a bit difficult.(Cindy M)
Though Stella had taken Bill away on holiday, Citdyl never had a holiday and stayed with

her father instead. Nonetheless, Stella considesesklf ‘one of the lucky onés

Other negative strategies, such as withdrawal, veatgbited within families in all three
subgroups. It would be inappropriate to infer tlitsfunctional coping strategies are
characteristic of families that are not seeking@toess services; positive and negative coping

strategies are used across all subgroups.
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7.5.2. Family interaction

Cohesion

Cohesion refers to how members of subsystems witl@family interact and the nature of
the boundaries between these subsystems (as wélktageen family members and non-
members (Olseret al, 1980)). Seligman and Darling (1997) conceptuatishesion as a
continuum, with enmeshment and disengagement gbdles, and well-functioning families
situated in the middle. Families in each subgrsupve — often consciously and overtly — to
function healthily. Marie initially sought to usdé@t breaks to develop Susan’s sense of

autonomy and had planned how she intended to iserf@anjamin’s independence.

However, most families presented as enmeshed te segree. A number of potential factors
might be involved, including the impact of the inmpa@ents of ASD and the child’'s
dependence, the routines and ways of thinking hlaae become norms, as well as family
members’ individual characteristics. Some famifpessent or perceive themselves as united
against the outside world.
“We’re sort of left out, aren't we? Which is prodgbwhat's made our
relationship so strong, and ...you know, we love ezbler to bits, and we love
each other’'s company all the time...and it's probabbs there’s nobody else, is
there?” (Arthur G)
Often parental and sibling duties were blurred hvaiblings (particularly sisters) taking on
caring roles. Turnbulket al. (2006) describe how they may be drawn into themat
subsystem, leading them to experience fewer patalt-and other sibling interactions, and
causing their own needs as a child to be subominand overlooked. This situation is

described time and again across all three subgrangsconcern about the impact of living

with ASD upon their other children is a major theinethe mothers’ narratives. Many
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parents were acutely aware of the blurring of radpgaking of the guilt and anxiety it caused,
although others had given it less thought.
“I think I rely on them too much. We get to siioas where | say you need to be
here...It can be quite difficult at times because.abse there isn't really
anybody else who I'd want Andrew to be with, reallytrust him with.”(Sam |I)

“She tries to help out as much as she can. She{pad as gold!” (Simon L)

Despite most families presenting as enmeshed te stegree, those that actively sought to
use short breaks identified support needs as ogiwej their concerns about the impact of
change or of separation. However, even having itieshthe need for formal support, using it
remained problematic. Parents spoke of guilt armkrainty when their child was at the short
breaks service, as well as concerns regarding hogroviewed them.

“People that don’'t know us, | say my son goes s8pite, and it’s like then you're

a mother that doesn’t cope. You’re not coping wibhuir child so we're going to
give you a weekend away(Andrea A)

Adaptability
Many single mothers spoke of their ex-husbandsgoamable to cope with the demands of
the child with ASD. Inability to accept the childt®ndition, reluctance to engage with and
relate to the children, and problems sharing thfie’s time and attention were commonly
reported. Some mothers felt in hindsight they fiedit their husbands may themselves have
had traits of autism which prevented them adagbrteir changed situation.
“My feeling is that dad was never going to make mo€ a go of being a dad
actually... He’s got his own issues, and | thinkttihe certainly has autistic
tendencies himself, very Asperger'yMarie E)

However Andrew’s father felt that similarities hdentified between himself and his son

helped him understand and accept Andrew’s condition
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“The similarity between myself and Andrew...It'srathing | think about a lot.
You know, you ask yourself the question, wheréeliget it from? Why has he got
it? 1 don't ... | don’t particularly feel any guilyou know, that I've fathered him,
and maybe it's come down my side. We were luckygénm have two completely
normal children, and one whao'’s slightly wackyPhilip I)

7.5.3. Family functions

Having a child with ASD in the family has been simatliroughout this project to impact upon
family functioning across all its dimensions. Iincaffect family members’ ability to work, to

undertake day-to-day activities, to pursue leisagivities, to socialise, and to participate in
learning and education. It can restrict opportesitior intimacy and can impact on family
members’ feelings of self-esteem. Family functignivas significantly affected in all families

interviewed.

7.5.4. Family adaptation

Differences of interpretation were apparent witbareling families’ perception and reaction
to ASD. Whilst some railed against the impact ofDA8Sn family functioning, others had
‘hyper-accommodated’, accepting and adapting tdintgations. Darling’s (1979) model of
modes of adaptation (see 2.1.7) was used to péoinibdes of adaptation of the families
interviewed (Table 7.8). Seligman and Darling (@P%varn that this model is only
approximate, and suggest that many families mayhawe achieved their typical mode of
adaptation until the disabled child is approachamgentering adolescence. Nonetheless, |
consider this a useful tool in conceptualising fami within the three subgroups,
understanding their interactions with professionafgl considering the impact of service

provision and non-provision. Family modes of adaptaare discussed and consideration is
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given to those families that cannot be easily mlasghin this model. (Detailed outlines of

the families and how they fit within Darling’s tylegy are provided in Appendix 13).

Table 7.8 Positioning the families using Darling’sypology of modes of

adaptation
Mode of Users of short Would-be users Non-wanters
adaptation breaks
Normalisation Natalie D’s family _ Amanda K’s family,
Peter B’s family James L’ family
Altruism lan and Michael _ Ethan N’s family
A’s family
Susan and
Benjamin E’s
family
Crusadership Kieran F's family _ _
Resignation _ George H’s family| Bill M’s family
Sarah G’s family
Families that Patrick C’s family | Andrew I's family _
cannot be placed Ibrahim J’'s family
in this model

Normalization

Seligman and Darling suggest that availability apgortive resources in the community
(formal or informal) is the most important deteramt of normalisation in families with
children with disabilities. Four families interview - two short breaks users and two who do
not want services- could be considered to haveeseli normalization. They were not
unaffected by the presence of ASD and still fadgdificant difficulties. Nonetheless, they
were able to participate in and enjoy many ‘nornedperiences. With the help of formal
and/or informal support, they were

“...able to achieve a nearly normal style of life dgrithe childhood years
(Seligman and Darling, 1997, p87)
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It is noteworthy that the short breaks users hatived support from the ASD-specific
residential short breaks service for many yearmil&ily, the families that did not want
services had well-established informal support pgek in place, provided by grandparents

and privately arranged childminders.

Crusadership

Before and after diagnosis, families generally giega a process of seekership: first seeking
reasons for the child’s behaviour, then appropr&zteool placements and support. By mid-
childhood most families have ceased this proceseekership. However some families, due
to limited opportunities or inappropriate servicadppt a mode of crusadership or prolonged
seekership (Seligman and Darling, 1997). Familaslze triggered into this mode at times of
change or transition: This is what occurred witgarel to the F family. Although satisfied
with the short breaks support package, transitievéen primary and secondary education
has been difficult for Kieran, and much of the fifsitime and energy was spent in conflict

with the local education authority.

Altruism

Most parents who can achieve normalization — witkvithout formal support — choose that
mode of adaptation. Some however elect to remaiiveagvithin the world of disability,
altruistically working to help others achieve a moormalized lifestyle. Two mothers using
short breaks could be categorised as altruistscoasd one of the families not seeking
services. It is noteworthy that, as before, theiliamusing short breaks had well-established
residential short breaks. The third family are éostarers, who have elected to live and work

within the field.
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Resignation

Families who have adopted this mode are charaetety Seligman and Darling (1997) as
doubly stigmatised, apart from ‘normal’ society Imat integrated into alternative ‘disability’
support systems. Three families could be categb@asefunctioning within this mode. The M
family had no desire to access services and wergned to their situation. The other families
both described themselves as would-be users, buitrkasons for resignation were different.
The Hs were initially offered short breaks but itéed reasons to turn these services down.
As time passed they found it became increasindfijcdit to imagine using services, and
rationalised reasons for not doing so. The Gs logeth to access a service, but none was ever

offered; on reaching the age of eighteen, Saraarbedneligible for support.

Families that do not fit this model

While the families above could be located — howepgroximately — into Darling’s model of
adaptation, three families could not. These weiteatiruistic, crusading or resigned. They all
strove to achieve normalization, but had not adkdei. The Cs had recently started using
short breaks, the Is and Js has previously usetyf@ased short breaks which ceased when
the worker became pregnant. It is noteworthy thasé¢ families’ children are aged seven and
eight. At this point in their family life cycles may have been too early to have settled into a
typical mode of adaptation. It was clear their fizesiwished to live as normally as possible,

and recognised their need for formal support toesehthis.

Contribution of Darling’s typology in conceptualisig short breaks use

Using Darling’s typology identifies some importaqoints with potential practical

implications. Families using short breaks couldthie main be conceptualised as having
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achieved normalization; they could be placed witlie categoriedNormalization and
Altruism One family that had recently begun to use sesvitad not yet achieved this, and
felt its condition to be fragile, while another wlagsked in conflict with the local education
authority. Two mothers could be viewed as altryistsing the skills they had developed
helping their own families, to help others. Amognilies that did not want short breaks, the
Ns were clearly altruists, who had chosen to becmwaved in the world of disability. The
others had either achieved normalisation withoatrtbed for formal support or as resigned to
their situation. None of these families seekingrshoeaks had achieved normalisation, nor
were they altruists or crusaders. The familiesafnger children clearly sought normalisation
and needed formal support to achieve this. Howeherfamilies of older teenagers had
become resigned, though for different reasons. g&®family had been offered services but
had chosen not to pursue them, due to their febositaothers caring for him and his
happiness. Sarah’s family waited nine years forise that never materialised, an experience
which had led to them becoming inward -looking asraily and bitter towards social care

professionals.

Though the number of families is too small for amganingful generalisations or conclusions
to be inferred, some important points can be dré&&ame families will achieve normalization
without formal support; however, for others, sHogaks will make an important contribution
to their achieving this outcome. Factors inside antkide the family can lead to families
becoming resigned and having poorer outcomes. 3tppbether formal or informal, needs
to be established and reliable for families to eehipositive outcomes. Finally, within this
group of families, residential short breaks haverbmore reliable and successful in helping

families achieve normalisation whereas family-basedvices (though preferred by social
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workers and viewed as more ‘normal’) have been ksscessful in achieving desired

outcomes.

7.5.5. Family life cycle

The family life cycle comprises six stages — frdm hew couple to the family in later life.
Families studied in this project fall into threetbése stages — families with younger children,
families with adolescents and those at the laumctstage. Data from both survey and
interviews show that accessing short breaks camdre problematic for those with younger
children, and also highlight families’ concerns abthe inadequacy of services for young

adults with ASD.

7.5.6. The family in context

The family and the extended family

The family survey found that families that haveldtan with ASD receive limited support
from the extended family (4.3.5). Grandparents led support in only forty per cent of
families, with other family members providing suppim less than a fifth. Overall, 44% of
short breaks users are supported by the wider yamihile 49% of non-users received
support. Of families wishing to access service$o4éceived some support, while 50% of
those who did not wish to access services recaupgort. As can be seen, these percentages

are similar, and the differences between subgraupmsignificant.

Friends and neighbours

Friends and neighbours provide even less suppaetsciiptions of family life and the

children’s dependence suggest that friends andhheigs may be wary of these children and
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feel deskilled when interacting with them. In totiaiends and neighbours provided support to
only about seventeen per cent of families. Shaaks users were more poorly supported than

non-users, receiving less than half the suppottttiesy did (10% compared with 21%).

The family and social workers

Interaction with social workers was strongly asatexl with accessing short breaks, with 83%
of children attending such services having an atled social worker. But, as has been shown
earlier (4.4.9), 60% of children in families seakiservices also had social workers. So what
factors relating to social workers, their percepgiof the child with ASD and the family, and
the relationship between the worker and the familight be associated with short breaks use

and non-use?

7.6. Families and their social workers: different mderstandings of short breaks?

The literature review carried out for the surveysotial workers (5.2) identified a number of
potential factors impacting on the relationshipwestn social workers and families that have
children with ASD. Social workers may be unconfidemrking with disabled children and
their families, and may feel unsure communicatinghwsuch children; they may hold
stereotypical beliefs about disability, which méfeet their judgement; they may have an
inaccurate understanding of the causes, charaatsrsnd interventions in ASD and it is
likely that different team members working with tkame population will have widely
divergent understandings about ASD. All of thesedis will impact on how they perceive

families and how services are provided.
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In addition, a further set of factors will influemtow social workers conceptualise support
services and the values that they place upon, ansider inherent in, these services. Some of
these will be mesosystemic factors, such as tlieistdne team at the time, or the availability
of services in that place and time. Others willex@systemic or macrosystemic, concerning
how workers and the organisation conceptualiseicesy disability and need. | will now

move on to consider these latter factors.

7.6.1. Short breaks in legislation

A number of factors contribute to how social woegkeonceptualise the services that exist to
support children and families and the values thay tplace upon, and view as inherent in,
these services. Significant among these is thelEgn under which services are provided,
legislation which influences professional trainiagd the ethos of the teams delivering those
services. Before the Children Act 1989 (Departnmnitiealth, 1989), services for disabled
children were provided under generic disabilityiségion, such as the Chronically Sick and
Disabled Persons Act (Department of Health, 19T@g Children Act 1989 was the first to
relate to all children, including those with diddlas. It imposed on local authorities the
general duty of providing a range of services tdclildren in need’ in their localities with
the purpose of keeping these children safe and eflong those children defined as ‘in

need’ were all disabled children.

Key principles of the Children Act 1989 includedetlduty of safeguarding children,
promoting the upbringing of children by their owanfilies, considering the child’s welfare as
the paramount concern and providing services in lgast intrusive or ‘abnormal’ way

(Department of Health 1989, 1991). These principlesy impact upon social workers’
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conceptualisations of disabled children, and theises provided for them, in a number of
significant ways. Disabled children are grouped—children in need’ — not with the general
population of children but with those at risk ofpaired health or development without
support. The foregrounding of the ‘paramount’ intpoce of the welfare of the ‘child in

need’ may cause workers to neglect the needs aisggutives of parents and siblings. The
imperatives of keeping children in their own famdlj and of providing services in the least
‘abnormal’ ways, can privilege in-home or familysied services. Furthermore the positioning
of short breaks as a preventive service — to kdglplren safe and well and promote the
upbringing of children by their own families — mawlour workers’ attitudes about the
purpose — and potential recipients — of such sesyitimiting their understandings of the

potential range of functions such services may ipgev

Current legislation and policy continues to positghort breaks as preventive services. The
most recent policy initiative concerning disablekdildren is Aiming High for Disabled
Children: Better Support for Familie@HM Treasury/Department for Education and Skills,
2007). Outlining ‘why short breaks matter’, it gtsithe following.

“Families with disabled children often face partedy high levels of stress

which may result in family breakdown...Disabled at@fdare disproportionately

represented within the looked after population, mgkup 10% of all children in

care, and only around 5% of the overall populatio(HM Treasury/Department
for Education and Skills, 2007, p45)

7.6.2. Perceptions regarding different models of sace delivery
Short breaks services providing support in thedchibwn home tend to be viewed as “more
normal” and thus more favourably than servicesidatthe home (MacDonald and Callery,

2004). Short breaks provided in family settings @ewved more positively than residential
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services. There are many reasons why professienaischild care and disability services —
may have negative attitudes towards such serdi@ggslation has a clear influence (see 7.6.1
above). These professionals may also have conedmst potential institutionalisation, and
lack of stimulation where disabled people are geslusuch issues were commonly reported
in Britain during the 1970s and 80s (Oswin, 197984) and continue to be reported
elsewhere (Morrison, 2004; Sellick, 1998). Theyynadso have fears concerning abuse,
stemming from scandals and enquiries in residenhidél care homes and schools (Codiy
al., 2001; Smith, 2008). Moreover, the impact of tloeial model of disability upon the
philosophy of social work has been such that anyices that remove disabled children from
their families (such as short breaks) may be peeceias inherently negative, and as
contributing to the social exclusion of these at@fd(Cocks, 2000; Middleton, 1999).

“One of the ways in which many disabled childreneggpce childhood is

through the provision of respite care. Within threvision there appears to be an

acceptance of the process of separating a disathgld from their parents and

their neighbourhood at an early age. This holdsiagathe prevailing view that
children need to be with their parents and famifi¢€ocks, 2000, p509)

Unswerving adherence to this philosophical stamuponight lead social workers to
perceiving negative impacts for the child, even mtt@gs might not be the case. Withers and
Bennett (2003), writing regarding a girl with prafad physical and learning disabilities,
describe how social workers had believed the ciwbdild experience emotional distress if
separated from her parents, and had argued ageasidéntial short breaks despite the stress
of caring having brought the couple’s marriage teaking point. Developmental testing
identified that the girl was insufficiently cogniély developed to experience separation and,

after short breaks began, the parents’ marriagevezed and they felt more able to care for
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their daughter. This can also be considered an pbeaof social workers failing to understand

the reality of profound disability on the child’sperience.

7.6.3. Cost and availability

Cost and availability may also impact upon provédeperceptions. Investigating the
economic cost of ASD in the UK, Knagp al. (2007) identify the total cost as £28 billion per
year, and that much of the cost of supporting céiidfalls on local authorities. Bebbington
and Beecham (2007), analysing data from the 200iddi€h in Need survey (National
Statistics/Department of Health, 2002), suggedtd¢hédren with ASD comprise four per cent
of all children in need, and that local authorikpenditure on this group may be equivalent to
£100m per year. Costs will have increased sigmifigasince the data were collected. The
costs of social care support are higher for childsth ASD than for other disabled children
or children in need, particularly where childrervé@additional behaviour or communication

needs (Bebbington and Beecham, 2007).

Moreover, children over eleven are more likely 88 unore expensive residential services,
while younger children were more likely to use finbased services (Knapgt al, 2007).
This is the case within this study. Children in figrbased short breaks had a mean age of 8.7
years (SD=2.9), while the mean age of those usasglential short breaks was 13.7 years
(SD=2.6). Family-based breaks cost the local aitthd94 per night, while residential
services cost a minimum of £220 per night. Morepeests may double if a child needs an
elevated level of support. Providing the familyao€hild with significant support needs with
two nights of short breaks each month in a residesétting might cost the local authority as

much as £11,440 per year.
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As well as being expensive, research shows that bheaks are in limited supply nationally,
with demand greater than availability, and thatdren with ASD spend the longest time on
waiting lists (Cramer and Carlin, 2008). Withinghocation, services were severely limited.
The residential short breaks services had littleresgcapacity and families were held on a
waiting list. The number of ASD-specific link caseavailable had fallen from four to two and
the family-based short breaks service had a waitstgof 55 children, over half of whom

were diagnosed with ASD.

7.6.4. Differing perceptions of social workers andamilies

Social workers may be guided — by the legislatioy,their training and by the limited
availability and cost of resources — into a lesgifile, more restrictive understanding of short
breaks than that held by families. This assert®rsupported by MacDonald and Callery
(2004) who suggest that social workers and parmtgerceive short breaks differently, and
that they attach different values to the varyingr® of service provision. They show that,
while parents view short breaks outside the farhdyne as a positive opportunity to obtain
relief from stress, this method of providing shbréaks is that which is least preferred by

social workers, who view it as an intervention meggpropriate in crises.

Such a restrictive conceptualisation might presdrt breaks being provided to those who
are not presenting as ‘in crisis’ but who ratheswishort breaks as a social educational
intervention. It might lead professionals to targetvices at those seen as most disabled, thus
limiting access for children with AS or higher-fuimning autism. It may also cause social
workers and families to problematize the child samérame the family’s experience of living

with him or her in negative terms, to gain accessetrvices.
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The survey of social workers revealed their incstesit, and in many cases inaccurate,
understanding of ASD and, moreover, that some haccurate understandings of approaches
used within the county with these children, witheohools, social care settings and the
community. As in MacDonald and Callery’s study (2pOtheir attitudes regarding the
efficacy and appropriateness of models of servielerery differed from those of families.
Over 65% of social workers considered it possiblentegrate children within generic social
care disability services. By contrast, only 18%aohilies surveyed shared this view. This is a
clear point of divergence and again — as with tlmeare restrictive conceptualisation of

services — might lead to misunderstanding or ccinietween professionals and families.

7.6.5. The family and short breaks service provider

As identified in 3.2, my professional role withihet short breaks service precluded my
investigation of the opinions of staff in this fieINonetheless, families’ accounts show the
importance of the relationship between the famitg @ahe person or service providing the
short break, particularly with regard to the farislyrust in their ability to understand and

adequately care for the child; examples were giviefamilies forgoing services when they

did not have this confidence. More generally, tlaysvthat families conceptualise the role of
short breaks, and their attitude towards formaliadosupport and service providers’

understanding of the impacts of service use, hasenhbidentified as important factors

associated with service use or non-use.

7.7. Towards a model for understanding short breaksise and non-use

This project has identified both the impact of A%ipon families and the diversity of

experience that was found both within families gsservices and those that did not. The
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three studies have all contributed towards our rtstdeding of the phenomenon of short

breaks, and each has shed light upon factors asedavith their use or non-use. The initial

survey identified a number of broad factors assediavith use or non-use of short breaks

(see Table 7.9 below).

Table 7.9

Factors identified as associated with short breaksse or

non-use in the family survey

Factors associated with use

Factors associated witlon-use

Perceived benefits to parents
Perceived benefits to siblings
Perceived benefits to child with ASD
Need to undertake necessary activit

Higher dependence level of child (p
05*)

Child’s age (11 years or over) (p =
.05%)

Diagnosis (ASD with learning
disabilities) (p = .001***)

School placement (special school) (j
.001***)

The child has a social worker (p =
.001***)

Family values
Service shortfall
Concern re impact on child
esack of information about services

=Lower dependence level of child (p
.05%)

Child’'s age (under-11 years) (p
.05%)

Diagnosis (Asperger Syndrome) (p
.001***)

D School placement (mainstream scha
(p =.001**)

The child does not have a soc
worker (p = .001***)

ol)

ial

The survey of social workers revealed their incstesit and often inaccurate understanding of

the causes and characteristics of ASD, and of appes used for individuals with the

condition. It was demonstrated that the perceptmnsocial workers can vary dramatically,

and that families may therefore receive inconststesponses from these professionals. The
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impacts of this may be wide ranging, potentiallieefing whether families are viewed as in

need of or even as eligible for formal support.

The family interviews provided further examplestloéir varied experience of social workers

but reaffirmed their importance as brokers and lgsgpers of services. The interviews

revealed a range of issues that families associattd quality in short breaks, as well as

explicitly identifying further factors that were saiated with short breaks use or non-use.
These factors are summarised in Table 7.10.

Table 7.10  Factors identified as associated witthart breaks use or non-use
in the family interviews

Factors associated with use Factors associated witlon-use
Impact of the child’s behaviour on the | Positive interpretation of child’'s
family behaviour

Perceived inadequacy of support from | Perceived adequacy of support from

other family members/extended other family members/extended
family/social network family/social network
Availability of appropriate formal Service shortfall

support services
Negative experience of social care
Positive experience of social workers anprofessionals

care providers
Feelings of guilt
Perceived benefits to parents, siblings
and child Lack of confidence in others to care far
child
Positive attitude towards service use
Perceptions of stigma associated with
Family coping style — range of styles | use of formal support services

from actively seeking instrumental
support to helplessness Family coping style — range of styles
from actively seeking instrumental
Family adaptation — range of adaptationsupport to helplessness

but seeking or achieving normalization
Family adaptation — range of adaptation,
from resignation to normalization.
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Consideration of this multiplicity of factors iddi#s the limitations of current
understandings of why families use or do not usatsbreaks. The linear model which |
derived from the literature and tested in the hlgpsés has been demonstrated to be over-
simplistic. Such a model cannot accommodate thes wathge of factors, both internal and
external to the family, which has been revealedhiy project to be associated with short
breaks use or non-use. It is suggested that a mweactive systemic model might more
accurately represents the interplay between thelyfaand their potential sources of formal

and informal support (Figure 7.2).

This model is derived from the social ecologicald®lowithin family systems theory, where
the family is conceptualised as a microsystem awatigng with other systems (although it must
be noted that strata within this model, other ttr@microsystem, are not directly equivalent
to the mesosystem, exosystem and macrosystem skstus 2.1.8 (see Figure 1)). This
model is consistent with a realist epistemologipakition, wherein the social world is
identified as complex and stratified and a functadnrealist research is to understand the
interactions and relationships between these s{fafg. It is further consistent with the
findings of the three phases of this project, dmedynthesis undertaken within this chapter,
and illustrates the various strata, interactioegtionships and tensions identified within the

phenomenon of short breaks use.
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Figure 7.2  Factors associated with short-breaks usend non-use: a
systemic model

Formal Support Services * Receptiveness

= Understanding —
conceptualisation
of services

= Coping style

= Availability

= Eligibility criteria

= Meets quality
criteria

Social Workers

Informal Support

The Family

= Perception of itself
* Attitude of = Interplay between
extended family members = Receptiveness
and community = Composition . Coping style
® Availability » Coping styles and

mutual support
= Severity of child’s
ASD

= Attitude to and

understanding of family = Receptiveness to and

= Attitude to and \_/ understanding of social
understanding of ASD workers’ role

= Conceptualisation of = Coping style
services

/ AN

Impact of competing demands; budgetary pressures, understanding of ASD; prevalence;
philosophical arguments; etc.

Within this model the phenomenon of short breaksisisituated within a societal context. At
the heart of the model is the nuclear family, tget recipient of the service. As the model
identifies, there are a number of internal famagtbrs that are associated with whether the
family uses or does not use such a service. Thedade factors related to the family’s
structure (including membership characteristics somo-economic status), family interaction

(between individuals and subsystems), the familgigel of cohesion and adaptability, the
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family’s adaptation to the presence of ASD, fanmigmbers’ coping strategies, the family’s
ability to perform and negotiate family functionsdaits position within the family life cycle,
as well as factors specifically relating to thelawith ASD. These latter include his or her

level of dependence, behaviours, abilities and post.

Around the family are situated the potential prevglof informal support — their extended
family, and friends and neighbours within the comitys Crucial factors in the interactive
relationship between the family and this straturmlude the family’s coping style, its
receptiveness to seeking and accepting informapaupas well as whether support is
available and the attitude of extended family memsbeiends and neighbours to the family’s

situation , and their understanding of ASD.

Social workers perform a crucial function withinsttmodel, and are positioned as both the
brokers of, and gatekeepers to, the family’s acogdsrmal support services. Again there are
a number of key factors which impact upon the axtgon between the family and social

workers. With regard to the family, these inclutleit understanding of the social worker’s
role and their receptiveness to having a socialkerowhich again are dependent upon
microsystemic factors such as their ideological eoping styles). With regard to the social
workers these include their understanding of, attdude towards, the family and their

situation, their understanding of and attitude tal8aASD in general and its presentation
within the family member(s) with ASD in particulaand their conceptualisation of short

breaks services and their purpose.
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Beyond the social workers are situated the fornog@lpert services. Key factors in their
interaction with the family include those factossaciated with quality by the families in this
study, ranging from organisational factors suchaeailability, accessibility and eligibility

criteria through to psychological factors, underdiag and acknowledging the psychological
impacts of service use and having a whole familgspective. On the family’s part, key
factors again include the microsystemic factorseay discussed as well as their

conceptualisation of, and attitude towards, forshadrt breaks support.

Finally, all of these interactions take place witls wider societal context and are impacted
upon by a wide range of cultural, political andaficial factors. Societal attitudes towards
disability in general and ASD in particular, (whicAn be shaped by how ASD and disability
are portrayed in newspapers, on TV and in the ci)dmave an impact. So does the political
climate, which will influence the philosophical ampalitical models underpinning service

provision (for example, whether disabled childréowdd be supported in specialist provision
or included in mainstream settings, whether théesshould provide services or whether
parents should be enabled and supported to arrdwegeown support). The health of the
economy, both local and national, is of importamsethis will affect the availability of

funding for services. Furthermore, there will alwalge conflicting demands for public

funding. In social care services for children, @sesuch as child deaths, or major child
protection scandals, can lead to the ring-fencinfyiieding for child protection services, and

the subsequent siphoning away of finance from adberice areas.

In this chapter | have discussed the four reseaquestions in the light of the three phases of

the research | have undertaken. In the next chapigiridentify limitations within the study,
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problems | faced in undertaking it and things | Vdoloave done differently. | will identify the
extent to which the research questions have beamesad, and the degree of confidence that
can be placed on these findings, and the contdbutvhich this thesis makes to the

knowledge base. Finally | will identify potentialeas for future research.
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Chapter 8: Concluding comments

In this concluding chapter | identify the extentwibich the research questions have been
answered, and the degree of confidence that campldesed on these findings. | discuss
difficulties that | encountered undertaking thedstuits limitations, and aspects that | would
have changed or done differently. | summarize thdribution that this thesis makes to the
knowledge base, and its potential value in reseand practice. Finally | will identify

potential areas for future research.

8.1. To what extent have the research questions lmeanswered?

This research was undertaken to seek to answesfmaific research questions, derived from

the literature and from my professional experieaod previous research. These were as

follows:

* what can we learn of whole families’ experiencéivhg with ASD?

» what can we learn of whole families’ experiencewod attitudes towards short breaks?

« what factors are associated by whole families vgttality’ within short breaks?

» what factors, both within and outside the familye associated with whether or not families
access formal support through short breaks?

The findings of the three phases of the reseaegorted on in Chapters 4, 5 and 6, are

synthesised in Chapter 7 to address these foutigngesin Tables 8.1 to 8.4, over the next

four pages, | summarise the key findings
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Table 8.1 What can we learn of whole families’ exgriences of living with ASD?

* More than 80% of households, 25% of which are simgdrent households, are home to
brothers and sisters in addition to the child wABD

» A significant number of families are unwaged — adina fifth of the total, rising to more
than half of the single parent households. In Al of families are two parents working
on a full time basis

* Children with ASD have high dependence, with oweo thirds identified by parents as
dependent in 7 or more of Robinson and Stalker'ar#@s of dependence. The presende of
ASD significantly affects family life and functiamj. Almost three-quarters of these
children require constant supervision and managelgaviour and difficulty getting out
and about are issues in almost nine out of tenli@sni

* Families are able to access only limited informapport, in the main from within the
nuclear family. There is little difference betwetbie informal support available to families
that use short breaks and those that do not

>

« Families have a shared but differing experiencthefdifficulties and stress of living wit
ASD in the family and that different family membeegperience living with ASD in
different ways

o The main themes of mothers’ narratives were ismtatieelings of stigma
acceptance of the impact of ASD on themselves, eronabout its impact on
their other children, and concern about the future

o Fathers main themes were withdrawal, minimisingfiaifties, humour,
uncertainty about the future and viewing their damily as in particular nee
of professional support

o The main themes of siblings’ narratives were theeptance of the impact of
ASD as normality, restriction of opportunities, thwseness of the sibling
bond, embarrassment and stress

o The themes emerging from consultation with thedrkih with ASD were their
generally positive view of family life, isolatiodack of awareness of the
impact of ASD on the family and problems at school

[oX
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Table 8.2 What can we learn of whole families’ attudes to and experience of short
breaks?

* Over 50% of families have a current need for shoeks, and over two thirds feel they
will need short breaks at some point. However entjuarter are actually accessing services

» Families that use short breaks speak positivelyheir benefits to parents, siblings and
children with ASD. Nonetheless, using short brea&a cause family members to feel
emotionally torn

* A number of shortcomings were also identified, ipatarly with regard to lack of
appropriate services, difficulty accessing servieed problems relating to information and
communication

» Families seek to access short breaks because betteviours exhibited by the child with
ASD, to get a break from carrying out the carinlgreo enable the rest of the family to
undertake social activities and to provide socpdartunities to the child with ASD

» Families consider short breaks to perform a numiferfunctions: providing family
members with opportunities to relax, providing sbcipportunities for both the family and
the child with ASD and developing the child’s skill

» Families that used short breaks felt ASD-speciévises were most appropriate. Social
workers by contrast believed that in many caselrem with ASD could be successfully
integrated into generic disability services
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Table 8.3 What factors are associated by whole fati@s with ‘quality’ within short
breaks?

e Parents, siblings and children with autism ident#ynumber of factors as being |as
associated with quality in short breaks services

« A number of factors concern the way services agarmised These relate to:
o the availability of appropriate services

the accessibility of service

the service being reliability provided — knowing tshort breaks would happen

flexibility — services being able to adapt to faesl changing needs

consistency between home, school and short breaks

effective communication

accessible and accurate information

O O O0OO0OO0Oo

« Environmental factors associated with quality are:
o that the building and grounds are ASD-friendly,\ptdong safety and privacy
o that ASD-appropriate strategies and approachegsae

» Factors relating to staff are:
o their knowledge and training
o their personal attributes

» Factors relating to the children using the seraiee
o grouping children appropriately, taking account dieir preferences,
sensitivities and impact on each other
o that children are happy in the setting
o that children are helped to make choices and te kame agency
o0 that services are individualised

» Psychological factors are:
o acknowledging and understanding the sometimes ictnfi emotional and
psychological impacts of using services

o that systems and practices are developed to mieirfi@slings of guilt and

stigma associated with service use

t

e Finally, it is vital that the service has a wholamily perspective, acknowledging that
exists to meet the needs of the whole family, ast fhe child with ASD
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Table 8.4

What factors, both within and outside thdamily, are associated with
whether or not families access formal support thvugh short breaks?

* The availability of informal social support is retsignificant variable associated with use

or non-use of short breaks

* Children with ASD in families that use short breats more dependent than children in

those that do not (p = .05*). However, other fastare equally or more significantly
associated with use or non-use.

» Factors identified as being associated with shaaks use are:

o

O O0OO0OO0OO0OO0OO0OO0oOOo

o

» Factors identified as being associated with nonause

o

OO O0OO0O0OO0OO0OO0OO0OOo

o

* The way that social workers conceptualise ASD andetstand families’ situations can
also impact on whether they use or do not use sheatks

* An interactive systemic model might be helpful inderstanding the interplay betwe
families, social workers and short breaks services

perceived benefits to parents, siblings and thiel etith ASD
the need to undertake necessary activities

child aged 11 years or over (p =.05%)

child diagnosed with ASD plus learning disabilit{gs= .001***)
child attending special school (p = .001***)

child has a social worker (p = .001***)

impact of child’s behaviour on the family

perceived inadequacy of informal support

availability of appropriate formal support

positive experience of and/or attitude towards falrsocial workers and ca
providers

family coping style and adaptation

family values

service shortfall

concern about the impact of service use on thel chil
child aged under-11 (p = .05%)

child diagnosed with Asperger Syndrome (p = .00}***
child in mainstream education (p = .001***)

child does not have social worker (p = .001***)
positive interpretation of child’s behaviour

perceived adequacy of formal support

service shortfall

negative experience of and/or attitude towards atowiorkers and car
providers

family coping style and adaptation
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8.2. How much confidence can be placed on thesedings?

As Chapter 2 identifies, there is already a conaiale literature investigating the experience
of families living with ASD (see 2.3.1). Howevenost of this literature is focused on one
particular perspective within the family (2.5.4jidaso researchers have, for example, focused
on the parental experience (Gray, 1993-2002), othah of siblings (Gold, 1993; Kaminsky
and Dewey, 2002). Studies have also often had sonation-representative samples, as is
discussed in 2.5.7. The literature regarding thiaselies’ experience of short breaks is more
limited and, as is shown in 2.4 and 2.5, sometim@stradictory, and the experience of

children with ASD is under-researched.

Within this project, | feel | have overcome sommuitations of earlier research and literature.
In the first phase, the family survey, | surveyddfamilies that had a child with ASD
registered on the local authority’s register ofatiied children, 70-80% of the total. The
response rate of 61% gives the findings of thisvesyiran accuracy of +/- 5% at 5%
significance and the sample’s representativenes®éen verified (4.8.2, Table 4.2). Ninety-
six per cent of social workers responded in th@sgg@hase. These high response rates give
my findings strength, validity and credibility. Thi@rd phase of the research comprised semi-
structured interviews carried out with fourteen fis@s. A purposive, dimensional sampling
approach was used to select the families, usingstodnd explicit criteria; consultations were
individualised to make the process accessible tbcgeants and other sources were used to
triangulate the data. Robust design processes wseel throughout: quantitative data
collection tools were either designed in conjunttwith ‘the researched’ or previously
published tools were used. Qualitative tools wersighed with families and made use of my

professional expertise. Trialling and piloting pedares were rigorous. External rating of
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samples of data and checking for inter-rater rditgbwas used across the whole study to

validate the interpretation of qualitative data.

| therefore consider that these findings can beagghed with confidence when considering
the singularity under scrutiny: families that havehild with ASD within this geographical
area at this time. External generalisability i olmimed, for the opinions, attitudes and
experiences of families living with ASD and thoskomwork with them are shaped by many
factors, including the level and types of servigevfsion available (for example, ASD-
specific care services had been established incthumty used for more than a decade).
Moreover, social and demographic factors (the gousmtlargely rural, with a low ethnic
minority population) make direct comparison untdeakith areas such as inner cities (even
within other local authorities in England and Waleisere the same legislative framework
governs service provision). Acknowledging thesaititions, | would suggest that the
findings may — due to the rigour with which thisidg has been undertaken — have wider
value, and that they are worthy of consideratiod serutiny by those to whom this topic is

relevant.

8.3. Original contribution

This thesis contributes to the knowledge base imumber of areas. It has the potential to
influence future research and to impact practicapppn service delivery for this population
through dissemination of its findings in journdliees. Key aspects of this contribution are as

follows.
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8.3.1. Contribution towards understanding of familylife in families affected by ASD

As far as | have been able to ascertain, thisaditbt case study of its size dealing with this
topic, and the first in which the views of wholeriidies, including children with ASD, have
been gathered from within the same families, aneéreithe views of families who use
services, who wish to use services, and those whoot want services, are investigated. It
identifies significant themes which are common asronothers’, fathers’, siblings’ and
children with ASD’s experiences, and highlights ttaeige of experiences that can exist
between members of the same family. At a praceeellthis study identifies the need for
practitioners to be aware that short breaks sesvinay be required to perform different
functions and deliver different outcomes to theioa members of families receiving
services. These findings will be disseminated mwadely; an article regarding children with
ASD'’s experience of family life, social work suppand short breaks has been published in

the peer-revieweBritish Journal of Learning DisabilitiefPreece and Jordan, 2010)

8.3.2. Contribution towards understanding of factos associated with short breaks use
and non-use

This study adds to our previous understanding diiggrfactors associated with short breaks
use and non-use by identifying key factors thatstrengly associated with service use and
non-use. It suggests that an original systemic intmeescribe family’s interactions and

relationships with sources of informal and formabpggort may help to conceptualise of
service use or non-use. Such a model has the mteninform both research and social care
practice. An article focused upon the family survayd its findings regarding factors

associated with service use and non-use was pellishthe peer-reviewetburnal of Autism

and Developmental Disorde(Preece and Jordan, 2007a).
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8.3.3. Contribution towards understanding of qualiiy indicators in short breaks services
for families of children with ASD

The research identifies factors which are iderdifiégth quality in short breaks services by
entire families using such services (mothers, fathablings and children with ASD) as well
as those identified by non-users. This contributisntimely given the emphasis on the
development of services for children with ASD aheit families under the government’s
Aiming High for Disabled Childreragenda (HM Treasury/Department for Education and
Skills, 2007). An article identifying and discusgithese indicators has been published in the

peer-reviewed journd@ractice: Social Work in Actio(Preece, 2009)

8.3.4. Contribution towards understanding of socialvorkers’ perceptions of ASD

The second phase of the research, the survey oélseorkers with regard to their

understanding of ASD, was, as far as can be asuvedtathe first study to have been carried
out regarding this topic. At a practice level tilsisidy has identified the need for social
workers to be provided with effective training aadcurate information about ASD. An

article reporting on this study has been publislrethe peer-reviewedritish Journal of

Social Work(Preece and Jordan, 2007b).

8.3.5. Contribution to the knowledge base regardingnethods of consulting with children
with ASD

In Appendix 10 | report how the characteristic penhs of ASD impacted within the third
phase of the research, and how strategies usedssfigity with children with ASD, such as
aspects of the TEACCH approach, were adapted teloj@tools and strategies to maximise
the children’s participation and the accuracy @& ihformation obtained. This aspect of the

research has clear practical application, acrassareh and practice. This topic is reported on
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within the paper published in the peer-reviewgdtish Journal of Learning Disabilities

(Preece and Jordan, 2010).

8.4. Things | would have done differently

Like all other research, this study has limitatio®me arise from theoretical choices:
deciding to collaborate with parents to design datiection tools precluded using formalised
tools to measure stress and family coping. Sonetedb the data-driven research design.
When | undertook the first phase of the researdhid hot know the shape of phases two and
three; undertaking the second phase, | did not kwbat questions | would be asking in the
third. Hindsight enabled me to identify questiongished | had asked: questioning families in
the survey about attitudes to and experience ofakawork support; identifying more
precisely the patterns and levels of support taatilfes received, particularly the amount of
time children spent at family-based short breakkirg social workers what they considered
the purpose of short breaks. The potential valuthede questions became clear either during

the process of analysis or within the next staghefstudy.

Other issues did not become apparent until the slatthesis process, long after the research
had been undertaken, such as that it would have bekpful to have had more in-depth
information about social workers’ previous expetierand the type of settings in which they
had worked. Interviewing families where the childependence had been rated by the survey
respondent as below-7 would have shed further lighthe experience of these households
and it would have been interesting to investigatetiver the other family members shared the

respondents’ perspectives.
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Further limitations arose from the research beigied out by a lone researcher, on a part-
time basis, whilst also working full-time as a giganer. This limited the amount of time
available to undertake the research, which for ggtanmpacted on the number of interviews
that could be undertaken; and also affected thgtlenf time that it took to complete the

project (over seven years from initial registratiorsubmission of the thesis).

8.5. Challenges and key areas of learning

As a PhD student, | was learning how to undertakearch at the same time as | was doing it,
which meant that certain processes took an extgetorb time: from beginning to prepare
the transcribed interviews for analysis using NVieahe completion of the analysis process
took thirty-two months. Methodological limitatiomegarding the discrete phases of the study
are identified within the individuabiscussion of methosgections in Chapters 4, 5 and 6. In
this section | will identify specific challengesathl encountered on my journey towards the
completion of my PhD. | begin by describing somehe&f general difficulties | faced, before
moving on to describe three areas of specific legrrworking collaboratively with parents,

consulting with children with ASD and undertakirggearch interviews.

8.5.1. Problems on the way

The description of the research project in a thestessarily smoothes out some of its rough
edges. Blind alleys followed are glossed over. dacér route through the data is presented
than may at times have seemed the reality. There haen points at which | had to stop in

order to learn new skills — such as undertakingasesh methods training, and obtaining and
learning to use NVivo. Furthermore, in undertakitings study there have been points

(particularly in its earlier stages) at which trsngent far from smoothly. During the process
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of inputting the data from the family survey intadel, | copied across data from a corrupted
memory stick onto my computer. As a result of tHisst three weeks’ worth of data and had
to start again from scratch. Whist analysing théad@aom this survey, | identified the
discrepancy between the number of children (15%) the number of families (150). As a
result of this | had to revise all of the analysekting to families. In the course of this, |
identified that | had mistyped some data into Exttedrefore, it was necessary to recheck all
of the survey data to ensure their accuracy. Assalr of these early setbacks | became
assiduous at backing up data. This was fortuna@@y when my laptop computer suddenly

‘died’ whist in Holland: less than an hour’s worlasvliost.

Though | had lost little data, the need to replagecomputer was not without its problems.
Having bought a new laptop, | found that NVivo 2duld not be loaded on to it as my disk
was corrupted. When | attempted to buy another cbfgund that the programme had been
updated to NVivo 7 and the earlier version was grggér available for purchase. The new
version differed significantly from the one with ieh | had become confident; | had by this
time coded a large amount of the transcribed dathdd not want to have to start again.
Eventually | managed to source another copy of N\A0 at the university. However, for a

two month period | was unable to undertake anyrapdi

Further problems occurred due to issues unrelatéaet research. In the summer and autumn
of 2004 | had a period of ill health that left méfering from vertigo and tinnitus and feeling
unwell and continually tired. Another period ofhiéalth in early 2006 left me unable to work
on the research for three months. Work demandsralgacted significantly. In the latter half

of 2008, the need to respond to thieming High for Disabled Childremitiative coincided
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with the opening of a new residential home fordtgh with ASD, just as one of my assistant
managers was away on a placement for six monthsselperiods of being limited in the
amount of work | was able to undertake on the mebeavere extremely frustrating, and

getting back ‘into’ researcher mode was challengingmes.

8.5.2 Developing the research tools with parents

An area of challenge arose immediately from my sleni to design research tools in
collaboration with parents (Preece, 2005).The dmtiso do so was made on ethical and
methodological grounds: to ensure that the resedralere involved in the production of the
research. However, points of tension were recordedy diary, in particular with regard to
the development of the family survey tool. Aftbetpre-test meeting with the parents from
the neighbouring county in October 2003, | wroteny research diary of the discomfort | felt
during the meeting due to the two conflicting rothat | held. | went to the meeting as a
research student, seeking support and advice indéwelopment of my research tool.
However, some parents’ perceptions of me were basady professional role as a manager
of services for children with ASD and — in theiresy- an “expert”. As such they were eager
to question me about this professional role, theises | managed, and to seek advice and
information. | did not feel able to directly adviee support parents (particularly where they
were in conflict with their local authority); howewn | was openly seeking their support and

advice for my study, but could not offer the sameeturn.

Further tension arose immediately before the silotly questionnaires were circulated. It was

agreed that the anonymous information gatherechénpilot study would be shared with

Autism X-shire, so that it could be used to hightigssues in their county. This seemed an
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acceptable and appropriate trade-off. However, sihgety’s officers wished to select the
families in the sample, to maximise response anddba ‘stronger message from the
information. | had to stress that this would indate both the information (for them) and the
pilot study (for me); and a random sampling methegs agreed. However the society’s
officers’ lack of research awareness and theirrdefir change meant that this process

became uncomfortable.

| learned a number of valuable lessons involvingilias in the research design. | found that
differing agendas will invariably cause some degodeconflict; however, it was my
responsibility as a researcher to negotiate thidlicbin a way which maximised the input of
the researched without compromising the integritthe research. It became apparent that an
ethical, rigorous stance might reduce willingnesscbllaborate or participate and that
consulting and collaborating with parents in reskalesign does not mean unquestioning
acceptance of their suggestions or preferences fimakresponsibility for the research tool
was mine, and it was vital that the tool was fit purpose. Finally, and crucially, | learned
that some role discomfort is probably inevitablgpexially for a professional who is only a
part-time researcher. This discomfort must be owareti acknowledged by the researcher, to
reflexively acknowledge his/her role and the s#danature of the research being undertaken

(Finlay and Gough, 2003).

Overall, | believe that collaborating with paresteengthened both the research tool and the
research process and | feel that this was an impbiontributing factor to the eventual
response rate of 61% in the family survey, and tdbe effectiveness and appropriateness of

the interview protocol in the third phase of thedst
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8.5.3 Consultation with children with ASD

A significant aspect of this study was undertakiogsultation with children with ASD. As |
identify in Appendix 10, difficulties were encourgd in all of the characteristic areas of
ASD. Challenges to the consultation process arifiogn impairments in social interaction
included classic autistic aloofness, cue-dependeacd immature and gauche behaviour.
Challenges arising from impaired communication udeld anxiety at communicating, the
need for adult support, limited and concrete urtdeding and use of language, idiosyncratic
speech and echolalia. The children had difficulgpressing preferences and emotions
regarding people; they exhibited poor personal mgrand overselectivity, and a tendency to
defer and acquiesce to their parents if presergudlisupports were a helpful tool to elicit
information, but could potentially limit the dis@isn, as the children tended not to
extrapolate beyond the visual cue. Triangulatiors ueentified as vital, as sometimes the
children’s answers and understanding were inaceurad detailed analysis, both of the
challenges encountered and of the methods and tbalswere used to maximise the

effectiveness and accuracy of the consultationge®ds provided in Appendix 10.

8.5.4. Conducting research interviews

After twenty-five years as a qualified social warkey experience and expertise has been
developed in undertaking social work interviews.ddshin (1990) typifies social work
interviews as having three functions: informatiatkgering (finding out about the case or
situation), diagnostic (assessing eligibility oe @ppropriate intervention) and therapeutic (as
part of the intervention undertaken to effect clegnddy contrast, Gillham (2000) defines
research interviews as being undertaken to obtdormation and understanding of issues

relevant to the aims and questions of a reseawjkqtr This latter activity has a much clearer
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focus, and in it one does not seek to develop aoiag relationship with the interviewee.
Indeed effective closure, and clarifying the limdkthe relationship, is a key facet of the
research interview. Undertaking research intervieweant developing a new skill set, and has

been a further area of growth.

8.6. Areas for further research

All research suggests further studies that couldubéertaken. | conclude this thesis by
outlining what seem to me to be key areas in wkhehfindings of this study could be built
upon and taken forward. These are through undedadi similar study within a different
population, through undertaking research to idgnthe service providers’ perspective,
researching the impact of short breaks on familgsst undertaking research into the coping
strategies of the three subgroups identified ia gtudy (short breaks users, those that wish to
use short breaks, and those who do not want tesasteh services), and through testing the

suggested model in other areas to see if it isgtobu

8.6.1. Researching within a different population

It is acknowledged that the findings of this caselg are valid only for the population studied
and further, that the county under scrutiny hasumbrer of characteristics — low minority
ethnic population, ASD-specific services — that nmagke it different from many other

settings. To test whether my findings — and indéedtools developed — might have wider
value, it would be necessary to replicate this agde in a different setting. This was
attempted during the course of this research projeitially, my supervisor and | met with

rejection from local authorities, perhaps becabhsg tid not wish to quantify levels of unmet

need. In 2007 we liaised with an inner London artdhat wished to replicate the family
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survey. However, the authority’s social care primviswas restructured, and other priorities

took over. As a result, work on this project did pmceed.

8.6.2. Researching the service providers’ perspecé

This study focuses principally on the viewpointsfarinily members, with a lesser focus on
social workers’ perspectives. Missing from thisdsty(due to the inappropriateness of my
researching this area) is the perspective of semroviders. Few studies have included this
perspective (Gray, 1998; MacDonald and Callery,420Burther research to understand how
service providers understand the role of shortksglaow they conceptualise quality, and how

they perceive the needs of families, would be afaehddition to the knowledge base.

8.6.3. Researching the impact of short breaks onfaly stress

The elevated stress experienced by such familieseitidentified (Bebkoet al, 1987;
Benson, 2006; Duartet al, 2005) and | hesitate to suggest further researdhis area.
However, the impact of short breaks upon familgsdrlevels is under-researched (Guralnick
et al.,2008; Mullinset al, 2002) and studies to identify outcomes of shogtks, in terms of

their impact on both parental and whole family stravould be valuable.

8.6.4. Research into coping strategies of the threabgroups

An equally considerable body of research has ayréaen undertaken over twenty-five years
regarding stress and coping in families that hav&len with ASD, using a wide range of
methods ranging from administering psychologicales to ethnography (Abbeduéd al.,
2004; Bristol, 1984; Gray, 1994; Hastingd al, 2005). However, my research was

inconclusive with regard to whether families in theee subgroups (service users, would-be
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users, and families who did not want a servicejvdiee any significant extent upon different
coping strategies. Research focusing upon these gubgroups may shed further light upon

this topic.

8.6.5 Testing the model

The model suggested in 7.7 (Fig 7.2) was devel@sed result of the data analysis process,
and is not necessarily generalisable to othemggttor populations. Nonetheless it would be
of interest to see if this model has utility or pose for other areas of study - for example
other populations, such as families of childrenhwéarning or physical disabilities. Would
the model help our understanding in these areag@tMibe a useful tool for conceptualising

short breaks use across different populations?

8.7. Postscript

The initial planning of this doctoral research wawdertaken in February 2003. The last
interview was concluded in June 2005. In the fiearg that have passed since the fieldwork
was completed, significant changes have occurréd vegard to social care services for
children and families in general, and concerningpsut for families with disabled children —
including those with ASD — in particular. It seemgpropriate to conclude this thesis by
identifying these changes and their impact uponptienomena of ‘social care support’ and
‘short breaks’; and by reflecting upon the lessdhat | feel this research offers to

practitioners within local authorities in 2010.
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8.7.1. Developments in social care

When this study was carried out, the predominardetsoof social care support for disabled

children and their families across the country wiaraily-based and residential short breaks

provided or brokered by local authority social wenk Some limited in-home short breaks

(predominantly provided to very young children boge with complex health needs) were

also provided in some areas. Additionally, servisgsh as befriending schemes and holiday
play schemes were also widely available, thougkeheere often considered as separate to

and different from short breaks.

In 2003 it became mandatory for local authoritiesoffer direct payments to parents of
disabled children, in lieu of services, to enablent to make their own arrangements for their
family’s social care support. It was quickly idditil that direct payments needed to be a true
choice, rather than the only option available. Sopagents preferred or needed more
traditional sources of service delivery, and reangi carers and personal assistants could be
as difficult for parents as for local authority Fanlink schemes (Leecet al, 2003). Other
families preferred the flexibility and sense of ewerment that direct payments afforded
(Carlin, 2006) and by 2005 almost 2800 familieoasrthe UK were using these to fund short
breaks, specialist nursery placements and persssatants, and to carry out a range of tasks
from providing personal care to enabling childreratcess community activities (Davey

al., 2007). The number of users has continued to nmem ghat time. Research on the impact

of direct payments remains limited, but generatigipve (e.g. Stainton and Boyce, 2004).

The adoption of person-centred planning, and pecsoitred approaches, across adult and

children’s services over the past decade has tdsalis/ increased (Sanderson, 2000; Taylor,
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2007). This has led to an increase in the numbewarkers, in schools and community
settings, whose role is to facilitate the involvemef disabled children and to promote
effective consultation with them; and the imporerd ensuring social workers are able to
communicate with such children, and its implicatidor social work training and practice,

has been acknowledged (Mitchetlal, 2009).

The Every Child Mattersagenda led to the restructuring and reorganisatidacal authority
education and children’s services departments girout the UK (Aspect, 2006). ‘Social
services’ provision for children became integraweth other children’s services, such as
education and youth services, and many social werkew work alongside educational
psychologists or advisory teachers within the saewartments. This should and does offer
opportunities for more effective working acrossauhand community settings, and could be
helpful in enabling a more holistic view to be takef children and families’ needs, and in
making the 24-hour curriculum a reality for an gased number of children on the autism
spectrum. However, despite considerable progresatamagency working, Lord Laming’s
report following the death of ‘Baby P’ (Laming, Z)0identified that considerable barriers
and problems remain in working across disciplipgsfessional cultures and organisational

boundaries.

The Aiming High for Disabled Childremitiative, running from 2007-2011, was introduced
to transform services for disabled children andrtfamilies (HM Treasury/Department for
Education and Skills, 2007). Action is targeted hvit three priority areas — access and
empowerment, responsive and timely services, amufanng quality and capacity. Though

discussion of service delivery within the shortak® implementation guidance focuses on
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traditional models — overnight breaks in family édsnd residential services; daytime breaks
through sitting or befriending services (Departmefdar Children, Schools and
Families/Department of Health, 2008) — a clear mgsf the initiative is that ‘short breaks’
can occur in a number of different ways, not jasthieir traditional forms.

“These include day, evening, overnight and weelaatigities, and can take place

in the child’'s own home, the home of an approveckrcaa residential or

community setting. Short breaks come in a variétioonats and each one can

last from just a few hours to a few days, and occedly longer, depending on

the type of provision and the needs of the child gwe family.” (Department for

Children, Schools and Families/Department of He&2008, p11)
Within the local authority in which this researclasvundertaken, the results of my initial
survey and the subsequent family interviews werk ifédo the Aiming High consultation
process; and the needs and wishes of these fantihgsinformed subsequent service
developments. After-school clubs with appropriatgorts, sibling groups and specific
activities for children with AS have all been edigtied with Aiming Highfunding. Further
challenges remain — particularly in the light o tusterity measures being taken by the new

coalition government elected in May 2010, and tfepse of cuts to public spending — but it

Is pleasing that some areas of shortfall identibgdamilies have been addressed.

8.7.2. Short breaks in context

As this thesis argues, short breaks perform an itapbfunction in supporting families that
have children with ASD. Equally clear is that sigdrvices are not a panacea for all such
families’ difficulties, and that for some famili¢gsey are neither an appropriate nor a desired
intervention. Christie and Fidler (2001), writingbout educational provision, identify the
importance of a continuum of provision for a contim of need, and this is also true

regarding community and social care support. As tlasearch identifies, a range of
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appropriate short breaks needs to be availabldaimilies that have children with ASD,
including daytime and overnight breaks in apprdprgettings and contexts; but short breaks
themselves must be located within a continuum ofises to address a range of family needs
and situations. These should also include, bunhatdimited to, effective diagnosis and post-
diagnostic support and education (Whitaker, 200 et al, 2010), direct intervention and
modelling of appropriate management techniqueseffereand Almond, 2008), effective
collaboration to provide continuity between schaontd home settings (Howlest al,, 2001),
and appropriate provision (either residential orstéong), to provide longer term
accommodation for children who are unable, eitkengorarily or permanently, to continue

living within their families (Preece, 2008).

8.7.3. The importance of assessment

In a world of budgetary pressures, where demandtripg availability, it is tempting to
develop indicators or criteria that can be usedidtermine eligibility for services such as
short breaks. However, although this research ifteshtfactors associated with short breaks
use or non-use — such as the child’s age and tdwidtpendence, their diagnosis and school
placement, allocation to a social worker — thesztofs were mediated by the views of the
social workers involved, and were also influencgdérvice availability, the effectiveness of
information and by family attitudes and perceptio8sich variables only suggest whether
families are more or less likely to access a servand indicate nothing about individual

children’s and families’ needs.

Furthermore, in March 2009, the High Court issuwal ‘tslington Judgement’, its judgement

in a case where the London borough’s decisionmgrdovide support to a disabled child and
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his family who did not meet its eligibility criterifor services was contested. The court ruled
in the family’s favour; and its judgement highligttthat eligibility criteria cannot be applied
mechanistically, that decisions about service @iow should always take account of the
child and family’s particular circumstances anddsend that eligibility criteria should not
be applied before an adequate assessment of tdeacki family’s needs has been undertaken

(Council for Disabled Children, 2009).

Assessments of children in need carried out byasogorkers are undertaken within the
‘Framework for the Assessment of Children in Need &heir Families’ (Department of
Health/Department for Education and Employment/THeme Office, 2000). Such
assessments address three dimensions: the chdd&ogymental needs, parenting capacity,
and family and environmental factors. Marchant alahes (2000) identify that this
assessment framework is highly relevant for digaloleildren and their families, and argue
that information from assessments can change th@enaf service provision, especially
where unmet need is aggregated and used to infermice planning (Marchant and Jones,
2000). It is important therefore that assessmer@shaeds-led rather than resource-led, and
that they are based on a whole family perspeche# in terms of engagement within the
assessment process and in terms of the identdicatf appropriate service provision.
However, the findings of the thesis suggest theteths still a long way to go if this is to be
made a reality for all families. Moreover, the impaf limited resources and the increasing
numbers of children diagnosed with ASD is such ,thagardless of the quality of
assessments, local authorities will struggle toehthe capacity to address the demand for

services.
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8.7.4. Underpinning principles

Finally, how might the underpinning principles dfeetive social care provision for families
that have children with ASD be defined? Parents emtiren alike in this research have
confirmed the importance of consistency across &itutal and social care provision, so what
is suggested by research within education? In 2008gset al., reviewing educational
provision and practice for children in England wRABD, identify four key themes emerging
from their research. These are that specific kndgdeof the individual child is vital; that
effective engagement with and support for the fanslcrucial; that appropriate and timely
support is essential; and that knowledge regardutigm and effective strategies is needed by
all. These themes are equally valid in the fieldvimich my research was undertaken, and this
thesis affirms their importance within social cagport for families with children on the

autism spectrum.
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Appendix 1

Research Timeline

Date Work undertaken
January 2003 Registration commenced.
February 2003 Identification of topic.
Commenced literature review.
July 2003 Meeting with parents from nearby local authoritydesign of
survey of parents.
August 2003 First draft of initial survey tool.
Initial coding frame.
October 2003 Parent survey — pilot study.
November 2003 | Parent survey tool distributed.
December 2003- | Data inputting.
February 2004

February-June
2004

July 2004

August-October
2004

October-Novembe

2004

November 2004

February 2005

March 2005

March-June 2005

May 2005

Data analysis.

Identification of need to survey social workers amdliertake
semi-structured interviews with families.
Paper written on survey of families.

Design and pilot of survey of social workers.

r Social worker survey tool distributed.

Identification of potential group of families tot@rview.
Initial contact with families.

Family interviews — pre-testing and piloting proges

Paper based on parent survey acceptetbtmnal of Autismand
Developmental Disorders

Carried out family interviews.

MPhil to PhD transfer
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Date

Work undertaken

June-August 2005

June 2005

August-December
2005

December 2005
January 2006

January 2006-
September 2007
June 2006

July 2006

February 2007

July 2007

September 2007-

September 2008

April-May 2007

June 2007

August 2007

May 2008

October 2008

Transcription of interviews.

Presented paper on collaborating with parents atdusity of
Birmingham Student Research Conference. Paper Gudsty
published in proceedings of conference.

Analysis of social work survey.

Preparation of family interview transcripts for N\

Paper written on social worker survey.

Coding family interview transcripts in NVivo.

Paper on social worker survey acceptedBhyish Journal of
Social Work.

Presented paper at University of Birmingham StuéRagearch
Conference. Paper subsequently published in prougedf

conference.

Papers on parent survey publishedaarnal of Autismand
Developmental Disorders.

Paper on social worker survey publishedirtish Journal of
Social Work

Analysis of family interviews.
Preparation of poster for Autism Europe Congress.
Presentation of paper at Webautism Tutor weekentdisity

of Birmingham

Presentation at TEACCH UK conference, University of
Northampton.

Presentation of poster at Autism Europe Congresk.O

Preparation of papers on interviewing children viBD and on
quality indicators in short breaks.

Emergence of alternative model of factors regargimgyt
breaks use and non-use.
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Date Work undertaken

November 2008 | Presentation of paper and workshop at confererezaddgic
University, Krakow, Poland.

December 2008 | Paper on quality indicators in short breaks acakpyePractice:
Social Work in Action

April 2009 Commenced writing up.

July 2009 Paper on interviewing children with ASD acceptedbitish
Journal of Learning Disabilities.

September 2009 | Completion of first draft of thesis.
Paper on quality indicators publishedAractice: Social Work
in Action.

November 2009- | Redrafting and revising.

March 2010

March 2010 Paper on interviewing children with ASD publishedBritish
Journal of Learning Disabilities.

April 2010 Submission of PhD thesis.

June 2010 Viva

July 2010 Submission of corrected PhD thesis.
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Appendix 2 L etter to parentsof children with ASD

NB. Theoriginal, as sent to parents, was written printed on local authority headed paper

20 October 2003
Dear parent/carer,

Survey of families with children with autistic spectrum disorder in (name of local
authority)

| am writing to ask you to take the time to answer the enclosed questionnaire.

It is important that (name of local authority) Social Services seek and listen to the opinions of
parents and carers about the range of short break (respite care) services that it provides. |
hope that this survey will enable you to tell us your opinions and feelings about short breaks
services and your wishes and needs in this area.

In order that you can feel free to be completely honest in their answers, this survey is
anonymous. The circulation of the questionnaire is being managed by the disability register
team. Unless you wish to be involved in further in-depth interviews, it will remain totally
anonymous. It is very important that families feel able to be open as all your comments —
critical, favourable or whatever — are extremely valuable.

All findings gathered will be shared with senior management in (hame of local authority)
Social Services, and will be used to inform future service developments. A copy of the
findings will be circulated to all parents surveyed in the spring. In addition, this survey is part
of a research project | am carrying out towards a PhD at the University of Birmingham,
supervised by Dr Rita Jordan. It is intended that the survey results will be published in a
journal, highlighting the support needs of families with children with autistic spectrum
disorder more widely.

This form will take about 30 minutes to complete. Please answer as fully as possible. When
you have completed the form, please return it to me at [address here] in the stamped
addressed envelope provided by 14 November.

| also hope to follow up some questionnaires with more in-depth interviews. If you and your
family would be willing to be involved in these interviews, please indicate this on the
questionnaire. Depending on the number of responses, it may not be possible to interview all
these families.

Please do take the time to complete the survey — as fully as you can — as it is important that
we hear your voice. Thank you in advance.

Yours sincerely,

David Preece
Team Manager
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Appendix 3

QUESTIONNAIRE FOR PARENTS OF CHILDREN AND YOUNG PEO PLE
WITH AUTISTIC SPECTRUM DISORDER

Please answer all questions as fully as possible. Your answers are
confidential to yourself and the research worker. If you have more than one
child with autistic spectrum disorder, please complete a questionnaire for
each child: you can get another questionnaire from [address here].

Section 1: Your Family

4. School attended:. ... ..coe e e

5. Please can you say what your ethnic origins are by ticking the appropriate
boxes below. (We need to know this information in order to find out how
acceptable respite care services are to people from minority ethnic groups).

Child’s mother | Child’s father

Black, Afro-Caribbean origin

Black, African origin

Black, Asian origin

Black, Other (please specify)

White, European origin

White, Other (please specify)

6. Members of your household

Please fill in the table below, allowing one line for every person who lives in
your house.

Person Relationship to child | Age Occupation Full/part-
No. time
1

2

3

4

5

6

7

8

9

10
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7. Please can you say if your child needs help in the following areas. Please
tick the appropriate boxes and describe the help s/he needs.

Yes | No | Describe help needed

Washing

Dressing

Toileting

Eating and
drinking
(including dietary
issues)

Managing his/her
behaviour

Occupying self

Getting around /
going out and
about

Communicating

Does s/he need
constant
supervision?

Does s/he have
sleep difficulties?

8. What is your child’s behaviour like most of the time? Please describe.
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9. Do any of the following people help to look after your child? Please tick as
many boxes as necessary.

Your partner Neighbours

Your other child(ren) Friends

The child’s grandparents Other people

Other relatives If other, please give details

10. Is this a satisfactory arrangement for you? Please tick

Yes
No

11. Does your child stay away from home overnight without you? Please tick.

Frequently
Sometimes
Rarely/never

12. If so, where does your child usually stay? (e.g. with relatives, respite care
service, school trips)

Section 2. Short break (respite care) services

13. Do you currently have a social worker? Please tick.

Yes
No

14. Has anyone ever suggested that you might use ‘respite care’ services?
Please tick.

Yes
No

15. If yes, what person (e.g. another parent, teacher, social worker, etc)
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16. Where would you go to find out more about ‘respite care’ services?

17. Do you feel the need for ‘respite care’ at the moment?

Mother Father
Yes Yes
No No

18. Which, if any, ‘respite care’ services are you using at present. Please tick
as many boxes as necessary.

A residential home

A residential (boarding) school Weekly
Termly
Other

A family-based scheme

A sitting service

A childminder

Domiciliary care (home help)

Play group

Holiday playschemes

Sessional worker/befriending

Other (please say what)

None at all

19. If you are not using any ‘respite care’ services, please say why not. Give
as many reasons as you wish.
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20. Which, if any, ‘respite care’ services have you used in the past. Please
tick as many boxes as necessary.

A residential home

A residential (boarding) school Weekly
Termly
Other

A family-based scheme

A sitting service

A childminder

Domiciliary care (home help)

Play group

Holiday playschemes

Sessional worker/befriending

Other (please say what)

None at all

21. If you have used a ‘respite care’ service in the past, please say why you
are no longer doing so?

Section 3: Future Needs

22. Do you think you may need ‘respite care’ in the foreseeable future?
Please tick.

Yes
No

23. If yes, how much help do you expect to need in the next 12 months?
Please indicate both how often and how long you would prefer the breaks to
be (e.g. one evening per fortnight, one weekend a month, etc).
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24. What, if any, benefits do you think your family might gain from using

‘respite care’ services?

Section 4: General Attitude to ‘Respite Care’

25. Please tick the box which most closely reflects your view on each of the

following statements.

Strongly
agree

Agree

Not sure

Disagree

Strongly
disagree

Using respite care
services emphasises
the difference between
disabled children and
others

Respite care can
prevent children being
received into long-term
care

Parents should always
be responsible for
looking after their own
children

Respite care can
improve a child’s skills
and abilities

Respite care is only
useful if it includes
overnight breaks

There is not enough
information available
about respite care
services

The needs of children
with autistic spectrum
disorder can be met
within general respite
services
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26. If there is anything you wish to add, please do so below.

27. The researcher is hoping to follow up this survey by conducting a number
of interviews about ‘respite care’ with parents of children with autistic
spectrum disorders and with brothers and sisters. If you or your children
would be willing to take part in this next stage of the research, please indicate
below and fill in the contact details.

Yes No

I/we would be willing to be interviewed

My/our child(ren) are willing to be interviewed, and l/we give
consent for this

Age of child with autistic spectrum disorder, if to be interviewed..................
Child’'s verbal ability........ ...

Number of brothers and sisters willing to be interviewed (if
applicable)..............

Age(S)...covvenennns

@0 ] ] 7= Lo N 1 1= 1 1=
AT .o

Telephone NUMDET. ... ..o e e e e e e e ee e
Thank you very much for taking the time to complete this questionnaire.

Please return it in the stamped/addressed envelope provided to:

David Preece
[address here]
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Appendix 4 Questionnairefor social workers

Questionnaire on autistic spectrum disorder
(Adapted from Mavropoulou & Padeliadu, 2000)
Demographic information

Gender: a male b female Please circle as appropriate
Age:

Experience (in years)

a) social work/care with disabled children ~ ..........
b) social work/care with mainstream children ~ ..........
C) social work/care with disabled adults ~ ..........

d) other — please specify ...

Questions
The following questions are aimed to explore worker S’ perceptions and
attitudes towards persons with autistic spectrum di sorder. The answers
are not evaluated as right or wrong, and this quest  ionnaire is
anonymous.
Circle letters or numbers as appropriate.
1. Which of the following factors do you think are the main causes of
autistic spectrum disorder?
(Rank the factors using (1) for the most significant cause and (5) for the
least significant cause).
.......... Brain damage
.......... Lack of mother’'s emotional response to the child
.......... Social causes (e.g. poverty, lack of resources at home)

.......... Heredity

.......... Other factor (please specify):
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The diagnosis of autistic spectrum disorder can be carried out mainly
with:

a) neurological examination

b) psychiatric examination of the child’s behaviour

Autistic spectrum disorder occurs more often in:
a) boys

b) girls

Autistic spectrum disorder becomes fully present in a child:
a) from birth to the end of the first year
b) from the second to the third year

C) from the third year onwards

Autistic spectrum disorder can be accompanied by learning disability.
a) Yes

b) No

Autistic spectrum disorder is an early form of schizophrenia.

a) Yes

b) No

People with autistic spectrum disorder have a reduced life span as a
result of their condition.

a) Yes

b) No
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In your opinion, what are the characteristics of a child with autistic
spectrum disorder?

(Circle as many statements as appropriate)

1. Has hearing problems

2. Has temper tantrums

3. Does not seek the company of others

4. Does not seek physical contact with others
5. Does not play with objects

6. Has sleeping problems

7. Has problems in his/her eating routine

8. Makes clumsy movements

9. Does not make eye contact

10. Does not get attached to a person

11. Does not understand the feelings of others
12. Does not develop speech

13.  Over-reacts to noise

14.  Does not have self care skills

15.  Has hallucinations

16.  presents problems in his/her physical appearance and health
17.  wants to keep his/her environment the same
18. avoids change in his/her daily routine

19. seems distant

20. does not have feelings

21. has obsessions

22. engages in stereotypical behaviour
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10a.

10b.

11.

Autistic spectrum disorder is a condition that can be fully cured.
a) Yes

b) No

To what extent is psychotherapy effective for the treatment of a person
with autistic spectrum disorder?

To what extent are specialised interventions and services effective for
the treatment of a person with autistic spectrum disorder?

Do you believe that it is possible to integrate a child with autism into a
generic disability service?

a) No
b) Yes
C) If yes, describe the conditions under which this is feasible.

364



12.  Special provision can help a child with autistic spectrum disorder to

(Circle as many statements as appropriate)

1. read and write

2. develop emotional relationships with others
3. express his/her desires using speech

4, understand the feelings of others

5. play with other children

6. reduce his/her repetitive behaviours
7. reduce his/her tendency to self-injury
8. complete an activity independently
9. develop basic self-care skills

10.  get relief from anxiety and emotional tension

13. The most appropriate service for a family with a child with autistic
spectrum disorder is residential care.
a) Yes

b) No

Thank you very much for responding.

Please return your completed questionnaire, by Friday November 5, 2004 ,
to:

David Preece
(address here)
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Appendix 5 Family interview schedules

a) Parent schedule
1. What is family life like?

Prompts

* Typical day? Weekday? W/E?

* Impact of child with ASD?

* What do you do together as a family?

» Are there any things you can't do, or find diffitl

2. What informal support do you receive?

Prompts

* Help from friends and family?

Impact on nuclear family - what does this enable tpdo?

* How does using this help make you feel?

Has the need for such help caused any issues wiblinfamily?
* Do you use any other informal supports, e.g. supgoup?

3. What is your experience of social worker support?

Prompts ifno social worker
* Why not?
* Have you ever thought of seeking help from Sd8&lvices? If not, why?

Prompts iffamily has social worker

Have they been helpful? If so, how?

Problems?

How did they assess your needs?

What do they understand of your needs?

What do they understand of your child’s condition?
How do they get on with your child?

4. What is your experience of respite care?

Prompts if familydon’t use services

* Have you ever thought of using respite care?

What do you think is the purpose of short breaks?
What would be important features/quality indica®ors
Why don’t you use respite care?

How do you think respite care would help your faril
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What would it enable you to do?

How do you think your child would feel about going?

How would your other children feel about X going?

How would you feel about your child with ASD going?

How do you think others — family, friends, and rdigurs — would view your use of respite
care?

If negative, would this impact on your decisioruse services?

Prompts iffamily use services

Why did you choose to use respite care?

What do you think is the purpose of short breaks?
What are important features/quality indicators?
What is good/bad about respite care? (inc. infoilonat
Has using respite caused any problems? Within inmte¢bmily? Wider family?
Elsewhere?

What do you do when X is there?

How do you feel about X going?

How do you think X feels about going?

How do your other children feel about X going?

Do you think respite care has benefits for X?

Need for ASD specific respite? Or generic?

5. What else would help?

Prompts

How could short-breaks be better for your family?
Are there services that should be in place thatldvbalp you more?

Can you think of any other supports that would migkebetter — for you? For your child
with ASD? For the rest of the family?
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b) Sibling schedule
1. What is family life like?

Prompts

* What's X like as a brother/sister?

« What do you do together?

e How do you get on?

» Are there any things you can’t do, or find difficudecause of how X is?
* How does this make you feel?

* How do your friends feel about X? How does this eng&u feel?

* Do you ever help look after X? If so, what do ya?d

» Have your parents talked you about X’'s ASD?

* Do you ever think you need to know more about leisdfondition?

2. What's your experience of social workers?

Prompts

* Has a social worker ever been to see you?
* If so, do you know why he/she came?

* What did he/she do?

3. What's your experience/understanding of respiteare?

Prompts iffamily use services

* How do you feel about X going to respite care?

* Why do you think X goes there?

* What do you do while X is there?

* How do you think X feels about going?

« What do you think short breaks should be like:tha child with ASD? For your parent(s)
and you)?

» Have you ever seen where X goes? What did you tiin? How could it be better?

Prompts iffamily does not use services

« Have you ever heard of short breaks?

* Why might families want their children with ASD ¢ to short breaks?

« What would you want short breaks to be like? For=¥® your parents and you?
* What would you do while X is there?

* How would you feel about X going?

e How do you think X would feel?
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4.

What else would help?

Prompts
» Activities?

Things you'd like to do?

c¢) Children with ASD schedule

1.

2.

3.

4.

Family life
Likes and dislikes
Respite care / professionals

Wishes

Outline of schedule for more able children

1.

What is family life like?

Prompts

2.

Important people in your life?

What do you do together?

Brothers/sisters Best thing? Worst thing? We have fun when...? Healsheys me
when...? We get on together when...?

What do you do on an ordinary day? Say today — wadigyou get up? Breakfast? How did
you get to school? (other questions as necessaryhest thing? Worst thing?)

Repeat for weekend.

What are your likes and dislikes / skills and iterests?

Prompts

What are your favourite things (to do? To eat? ¥gkeBooks?)
Are there any things you don’t like doing?

Are there things you are good at?

Are there any things you find hard to do?

Are there any things you need help to do?
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3. What is your experience of services and professials?

Prompts

« Have you ever met your social worker?

* Do you know why s/he comes to see you?
* What does s/he talk to you about?

(for residential short breaks service)

* Have you been tcngme of servige

What happens there?

Why do you go there?

What is it like? What's the best thing/worst thing?
Likes/dislikes?

4. Wishes?

Prompts

« If you could have a magic wand and wish for sonmgtho happen, what would you wish?
» Are there any things you'd like to do but can’t?

* Would you need help? What help?
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Appendix 6 Family interviews: initial codebook

Family structure

* Membership characteristics
Single parent

Two parents
Extended family
Income

Physical hedth
Mental health

O 0O O0OO0OO0Oo

e Cultural beliefs

* ldeological style
0 Beliefsabout disability
o Religion
o Science
o Fate

Family interaction
» Subsystems
o0 Parents
o Siblings
o Extended family
o Extrafamilia

» Cohesion/adaptability
0 Interdependence
0 Independence
o Individua identity
o Group identity

* Communication
0 Open communication
0 Closed communication

Family functions
* Economics

* Dailycare

* Recreation

» Socialisation

o Sdf esteem

» Affection

» Educational/vocational
e Spirituality
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Family lifecycle stages

* New couple/marriage

* Child bearing and infancy

» Familieswith young school age children
» Familieswith adolescents

* Launching

* Familiesin later life

I mpact of disability

* Positive

* Negative

Coping strategies

*  Withdrawal

* Avoidance

» Passive appraisal

* Reframing

» Spiritual support/religious coping
* Informal social support
* Formal social support
Social workers

Special schools
Mainstream schools
Asperger Syndrome
Learning disabilities

Ag of child
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Appendix 7 Family interviews: first letter to survey respondent

NB. Theoriginal, as sent to parents, was written printed on local authority headed
paper

Re: Survey of families with children with autistic spectrum disorders in
Northamptonshire: follow-up interviews

Last autumn you kindly completed a questionnairenfe, and indicate that you were
willing for your family to be involved in furthemidepth interviews with regard to

short break (respite care) services. Thank younaigaiyour willingness to participate
in this research.

| am now planning to carry out the follow-up intews, and would very much like to
involve your family in this stage of the researcimtend to carry these interviews out

between March and May — | am very aware that the period around Christinas
busy time!

| would like to visit to your house twice in allh& initial visit would be to

» discuss the research

» explain how the interviews would be carried out

* and answer any questions you have.

This will also give me an opportunity to discussurochild with ASD’s
communication skills, and discuss with you how leshterview him/her, or gauge
his/her opinions about the respite care placenTdms. visit will probably take about

an hour, and it would be helpful if everyone poiaht involved in the interviews
can be there.

| will carry out the interviews — which | would kkto record on tape —on the second
visits, which should occur within a couple of weeakghe first. | hope to be able to
interview children and parents separately, to endblth parties to speak freely, and
to allow any differing opinions to emerge. Howevechildren want a parent with
them while they are interviewed, that's fine. Edyabrothers and sisters can be
interviewed separately, or can choose to be irgared together.

Please complete the attached form indicating tbatare still willing to participate in
this research study, and return it to me in thelosed envelope byriday 20
November 2004. | will then phone you up to arrange an initiadivishortly after the
New Year(NB. | will confirm this visit to you in writing, and also send out some
letters for your children, explaining the research to them, in the New Year).

If you no longer wish to participate, please intkcthis on the attached form.
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If you wish to contact me to clarify anything, peacontact me ophone number
(office) orphone number (mobile).

Thank you in advance,

David Preece

Agreement form

| consent to be interviewed as a part of this nese@roject ¢an all adults in the
home please sign here)

My/our children are willing to be interviewed andi¢ give consent for this

My/our contact phone numberis ..o

The besttime to NMNQ US IS ...vveeii i e

OR
| no longer wish to participate in this researchj@ct................cocvvivivnnnnnn.
Please return this in the envelope encloseBribgay 20 November to:

David Preece
Address here
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Appendix 8 Family interviews: letter to older child with ASD

NB. Theoriginal, as sent to parents, was written printed on local authority headed
paper

Research with families with children with Autistic Spectrum
Disorders: information for children with ASD, aged 11+

Dear name of child here

Hello.

My name is David Preece.

I work with children who have Autistic Spectrum Disorders
in name of local authority here. I am also studying at
Birmingham University.

=

I am carrying out a project talking o families where there are children with
Autistic Spectrum Disorders. I hope to be talking to parents, brothers and
sisters, and the children with Autistic Spectrum Disorder themselves.

I want to find out about:

» what you like to do

« your family

 any activities you enjoy or places you like going to

 any extra help or things you'd like to do

I hope that this project will help us to help other families with children with
Autistic Spectrum Disorder.

Your mother has already agreed that the family will take part in this study. I
will be coming to your home once or twice, to ask some questions, and record the

conversation on tape.

You can ask me questions about the project at any time. My phone number is
phone number here. I won't tell your parents what you said, unless you ask me to.

When I write the research up, all names and places will be changed, so no one
reading it will know who I have talked to.
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Please read the Agreement form attached to this letter. If you are happy for
me to come and see you, please write your name at the bottom of the form.

If you don't want to be in the project, that's fine as well. You don't have to be -
even if the rest of your family is.

Bye for now

David Preece

RESEARCH WITH FAMILIES WITH CHILDREN WITH AUTISTIC
SPECTRUM DISORDER

Agreement Form

* I have read the lefter
OR
e The lefter has been read to me.
* I would like to take part in the project.
* I know I can leave the project at any time if I change my mind.

OR
Signed on behalf of ... (Child's name)
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Appendix 9 Family interviews: letter to younger siblings

NB. Theoriginal, as sent to parents, was written printed on local authority headed
paper

Research with families with children with Autistic Spectrum
Disorders: information for brothers and sisters aged 7-10

ey Hello name of child here

My name is David Preece.

I work with children who have Autistic
Spectrum Disorders in name of local authority
here. I am also studying at Birmingham

=

University.

I am carrying out a project talking to families where there are
children with Autistic Spectrum Disorders. I hope to be talking
to parents, brothers and sisters, and the children with Autistic
Spectrum Disorder themselves.

I want to find out:

* what you do together

* how you get on together

* any help you would like to have

I hope that this project will help us to help other families.

Your mother has agreed that the family will take part in this

study. I will come to your home once or twice. If you want, you
can draw some pictures and record tapes.
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You can ask me questions about the project at any time. My
phone number is felephone number here. I won't tell your
parents what you said, unless you ask me to.

When I write the research up, all names and places will be
changed, so no one reading it will know who T have talked to.

Please read the Agreement form attached, or get someone to
read it to you. If you are happy for me to come and see you,

please write your name at the bottom of the form.

If you don't want to be in the project, that's fine as well. You
don't have to be - even if the rest of your family is.

Bye for now

David Preece
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RESEARCH WITH FAMILIES WITH CHILDREN WITH
AUTISTIC SPECTRUM DISORDER

Agreement Form

* T have read the letter
OR
» The letter has been read to me.
» I would like to take part in the project.
* I know I can leave the project at any time if I change my
mind.

OR
Signed on behalf of..........ccccccoevccvervsrvnrcrccrn. (Child's name)
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Appendix 10 Ascertaining the views of children withASD: practicalities and problems

A10.1. Introduction

Obtaining the views of disabled children, both ahikeir experience of daily life and about
the services in place to support them, is a remerg of legislation and policy both national —
such as the&hildren Act(Department for Education and Skills, 2004) akidhing High for
Disabled Children: Better Support for Famili@dM Treasury/Department for Education and
Skills, 2007) and international — for example, @envention on the Rights of Persons with
Disabilities (United Nations, 2006). A body of literature ioging on the practicalities of
gathering the views of disabled individuals. Visaammunication supports such as ‘Talking
Mats’ (Cameron and Murphy, 2002; Murphy and Camggf08) have been developed and
have been used successfully with a range of chldneluding those with mild learning
disabilities (Bell and Cameron, 2008), multi-selysianpairment (Taylor, 2007) and profound
and complex learning needs (Whitehurst, 2006). pbé&ential to attribute opinions to
individuals (Brewster, 2004) has been identifiedrtigularly with regard to those who have
no speech, or whose disabilities are so profourd #itempts to identify their views are
highly inferential (Ware, 2004); though they ard atways accurate sources of information
(Reid and Green, 2002), the use of peers or famallts in the individual's life as proxy

informants can be helpful in such situations (Tay&®07; Ware, 2004).

Though this body of research is rapidly developiogly a small number of studies have
focused specifically upon the experience of chitdaed young people with ASD (Beresford
and Tozer, 2003; Beresfort al, 2004; Preece, 2002). This literature is suppldateby a

growing number of published personal accounts @aell 2003; Jackson, 2002; Sainsbury,

2000). These provide valuable insights into thedivof people with ASD, but have been

380



mainly written by more able individuals, whose ex@ece and understanding may be
different from that of children with ASD across thange of ability. Research into the
experience of those with ASD is important as restmdies suggest its prevalence may be as
high as 1% of the population (Baiwt al, 2006). However, while the literature on the
experience of their parents is extensive, the ohild own experience — both of daily life and
of social care support — remains under-researciredl the literature on the practicalities of

undertaking research to ascertain the views ddi@m with ASD remains limited.

In this Appendix | discuss in depth the process methods which were used to obtain data
from the children with ASD within this study, as Wwas highlighting the problems and
limitations encountered within this process. Ancketbased upon this Appendix is in press

for the British Journal of Learning Disabilities.

A10.2. The children

In total, ten boys and four girls with a diagnosisan ASD aged between 7 and 18 years took
part in this phase of my doctoral research (for shke of brevity, the words ‘child’ and
‘children’ are used to refer to the children andilyg people participating). Details of their
ages, diagnoses and their families are given ineTARO.1 below. It should be noted that the
children had a wide range of abilities and impaimtse and that ten attended schools for
children with moderate to severe learning diffimdt The sample included two sibling pairs:
a 14 year old boy with Asperger syndrome (AS) aisdlR year old brother with ASD, and a
15 year old girl with ASD and her 13 year old beatlwith semantic pragmatic disorder. One

child came from a Pakistani family. The remainimgdren were white British, reflecting the
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low incidence of families from minority ethnic bagkunds in this shire county. They lived

in a range of locations around the county, inclgdirban, suburban and rural settings.

A10.3. Issues regarding consent

Parental consent having been given, consent frenchildren themselves was sought via an
individualised letter explaining the research andnétial visit. The children were made aware
that they did not have to participate even thoutitferofamily members would be doing so.
Due to the potential for acquiescence (Rodgers,9199treated the child’s level of
engagement in the initial visit, and the opinioristleeir parents and siblings about their
responses, as secondary indicators of conserd. riécognised that this meant that consent
sometimes hinged on the interpretation of the thitethaviour or responses by other family
members; however, this was a necessary decisiogea@king to involve these children.
Furthermore, consent was understood as being anoons process rather than a one-off
agreement (Marchamt al, 1999), and it was accepted that consultation@essvould stop

when the children wished or if they showed distress

Two children (Natalie and Patrick) had no speedhylct not read or write, found social
interaction extremely stressful, and had limitegkimional communication, largely restricted
to motoric gestures or the use of pre-symbolic abj¢Ockelford, 1993). Middleton (1999)
and Morris (1998b) suggest that such children athl practically and ethically best included
in research by ‘being with them’: therefore theytiggpated through the first author observing
them at home and in their short breaks settings. dltservation of Patrick at home ended

within ten minutes, as he was distressed to fimdrdsearcher there when he returned home
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from school; by contrast, he accepted the resedscheesence in his family link placement

without demuir.

TABLE A10.1 Details of Participants
Name Age | Diagnosis Details
(yrs)

Families using short breaks

Michael A | 14 | Asperger Lives with parents (father diagnosed with AS)
Syndrome | and 12 year old brother with ASD in small

town. Attends special school.

lan A 12 ASD Lives with parents (father diagnoseithwAS)
and 14 year old brother with AS in small town.
Attends special school.

Peter B 16 | ASD with Lives with mother and her partner in rural

Severe village. Attends special school.
Learning
Disabilities

Patrick C 7 ASD Lives with mother in suburban setting. Attends
special school.

Natalie D 10 | ASD Lives with parents and 13 year old brothern in
rural village. Attends special school.

Benjamin E| 15 Semantic Lives with mother and 13 year old sister with
pragmatic | ASD in county town centre. Attends
disorder mainstream school.

Susan E 13 ASD Lives with mother and 15 year otath@r with
semantic pragmatic disorder in county town
centre. Attends special school.

Would-be users of short breaks

Sarah G 18 | ASD Lives with parents and 9 year old brother|in
rural village. Attends agricultural college.

George H 15 | ASD Lives with mother and 18 year old sister|in
suburban setting. Attends special school.

Andrew | 8 ASD Lives with parents and 2 sisters (aged 16 jand
15) in rural village. Attends special unit jn
mainstream school.

Ibrahim J 9 ASD Lives with mother, 2 brothers and sister|in
county town centre. Attends special unit|in
mainstream school.

Families who do not wish to use short breaks

Amanda K | 10 | AS Lives with mother in large village. Attends
mainstream school.

Bill M 12 Autism Lives with mother and 18 year old sisterural
village. Attends special school.

Ethan N 16 | Autism Lives with foster parents and 2 foster bengh
in suburban setting. Attends mainstream schpol.
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A10.4. Data collection
Data were collected from the children with ASD ifasas from their parents and siblings) in
three areas of investigation: their day to day eepee, including their likes and dislikes;

their experience of social workers and short bregkgices; and finally, their wishes.

Twelve children were verbal, though many also uss@imunication supports such as daily
schedules (Mesiboet al, 2005), photographs, and the Picture Exchange Gomuation
System (Frost and Bondy, 2002). All of these aieiidwere interviewed in their own homes.
Six children were interviewed alone; in the othi@rcases a parent was present, at either the

child or parent’s request.

Introductory letters

Where parental consent had been given for the remldvith ASD to take part in the
interviews, letters explaining the research toch#dren were attached. Two versions of the
letter were prepared: one for children over 11 ane for younger children (see Appendix 9
for an example of a letter to an older child). Thepose of the letter was to introduce me to
the children, to outline the purpose of the studg & explain about participation. Each letter
was personally addressed to the child, and incldgtiotograph of me. In order to ensure
that | look how the child expected | had to engbed the length of my hair was similar to that
in the photograph, that | remained clean-shaveoutiirout the interview period, and that |

wore the same jacket and shirt for each interview.)

Each letter explained that the child’s parent(s) Already agreed to participate in the study,

and that | would be visiting the home, to ask sajuestions and record the conversations.
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They were told that they could ask me questionsith® research at any time, in confidence
(I gave my work telephone number) and that evemgdhotheir parents were going to be
interviewed, they themselves did not have to bd,thay could withdraw from the research at
any time. Finally | told them that when the resban@s written up it would be anonymised.
However | could not promise the children full catgntiality, as | did not know at the time

the letter was sent how the interviews were to dredacted and whether children would be

interviewed in private or with their family.

The letter had a short form attached, to be sigrittger by the child or on their behalf, to
signify that they were willing to participate inetliesearch. This letter was collected from the

family at the initial visit.

A10.5. Initial visit

The initial visits were carried out between 8 Mamanid 21 April 2005. These visits were

arranged by telephone for times convenient to #mailfes; and children’s consent letters (if

children were to be interviewed) were sent outamsas the date was arranged. One initial
visit had to be rescheduled as the child with AS&wl, and one visit began about an hour
late as a parent had a doctor’s appointment: dpart these, all initial visits occurred at the

time and date arranged.

After clarifying issues regarding consent and wiless to participate (see above), the
second part of the initial visit focused on howteapecific family was to be interviewed. All
of the families were willing to be recorded, and wscussed whether they would be

interviewed individually or in groupings. None dfet parents or siblings had any hearing
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impairments or disabilities impacting on the intew process, nor were any interpreters
needed. Significant discussion also took place vatiard to adaptations needed to make the

interview process more appropriate for the chilthwiSD.

Two of the families (the F and L families) were nailling for their children to be
interviewed. As discussed above, two further child Patrick C and Natalie D, were
included in the consultation process by being oleserWhere children with ASD were to be
interviewed | discussed with the families wheth@mmunication supports — such as
photographs, symbols or timetables — should be.usedour cases, the young person’s
parent(s) made the decision that they did not wishal supports to be used, or that they felt
their child did not need visual supports. In theases, the parent(s)’ wishes were respected,
and no visual supports were used. With regard gbtedf the children it was agreed that

visual supports would be used. These are descnitoed fully below.

Where children with ASD were to be interviewedpkest some time with them during this
initial meeting engaging with them in a preferredivaty. This varied from child to child.
With Ethan N, | looked at a book about cars; widtdP B, | played Uno sitting on the living

room floor; while Amanda K introduced me to the fiy/s pets.

Finally during the initial visit, | briefed all faity members who would be interviewed about
the areas of investigation, set a time for therunésvs (about a week later) and left accessible
outlines of the interview structure with them, t@xmise their comfort and confidence and
give them time to think about the topics under aterstion. This was important for all

family members, but particularly so for the childr&ith ASD, where previous research has
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identified that they have a poor event memory (Bowvet al, 2000; Capp<t al., 1998;
Lincoln etal., 1995). Flacket al (1996) identify that children with ASD
“are likely to have difficulty saying what they ditlschool when asked by the
parent in the evening and an equal difficulty sgymhat they did the evening
before or even what they did just before comingctwol.” (p89)
Other problems identified in the communication dfildren with ASD include the
phenomenon of recency — in which the person alwahmoses the last in any series of
options: Lincolnet al (1995) have shown that people with ASD demorssteasignificant
recency effect. Furthermore, it has been identiffed children with ASD have characteristic
difficulty in understanding narratives (Bruner ami@ldman, 1993) which can impact
significantly upon their ability to participate an interview about their experience, as
“...in order to talk about past events, the child ne¢dsunderstand how
narratives are constructed as well as to have tees@nal memory to recall the
event’ (Jordan and Powell, 1995, p61)
On the other hand, children with ASD perform welldued memory tasks (Bennetbal.,
1996; Boucher and Lewis, 1989; Mottret al, 2001). It was intended that briefing the
children with ASD could enable them time to thinkoat the questions upon multiple

occasions over a period of time between the fimgtgecond visits and might reduce the effect

of these characteristic memory difficulties, antphmprove validity

A6. The interview visit

Interviews were conducted at a second visit, abaueek after the initial visit. The timescale
was kept short so that the event would be relatifrelsh in the child with ASD’s memory. In
some children were given a visual cue that thenmdes date was coming up by putting my

photograph from the introductory letter on the dlsilcalendar or schedule (Schopétral,
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1980). It also helped some children cope with titerview process if they could see that it
was preceded and followed by preferred activitiesthe photograph below, Andrew I's
schedule showed that he would have a drink angschisfore the interview, and that he could

play with his hand-held computer game when thewwees was finished (see Figure A10.1).

Figure A10.1.Andrew I's schedule

for the afternoon of his interview
Theinterviews
Each interview comprised three distinct but intédid phases (Gillham, 2000). In the initial
introductory phase | reintroduced myself to thesimiewee, and engaged in introductory
rapport building. Many of the children with ASD veehnighly interested in the tape recording
equipment, and enjoyed participating in the soumekking process, even playing musical
instruments and/or singing in some cases. Durirg rttain body of the interview, the

interviewee gave their answers to the questiongherninterview schedule that they had been
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previously given. The interviews had no fixed tilaegth — rather | allowed each interviewee
to talk for as long as they wished. Interviews ddsbetween 15 and 40 minutes, with an
average of 25 minutes. The children were offereddpportunity to draw, as this has been
previously shown to be an effective tool in engggwith children with learning disabilities
and eliciting their views (Marchaet al 1999, 2001). However none chose to draw pictures
to illustrate their feelings — though one child gicesent me with a drawing of a train. Two
children were strongly opposed to drawing at alk] sheir parents told me that they did not
ever draw. Finally, at the end of the process, tdy@ge recorder was switched off, the
researcher ascertained whether the child wanteapwg af the interview transcript or of the
tape, and the process was concluded. In some ttesehild wanted to listen back to the tape,
to listen to what they had said. A cassette orstapt was sent to the each interviewee within
a month. All interviewees were given the opportymni delete responses from the record, or

to provide any additional information.

Photographs and visual supports

Though drawing was not used as a tool to eliciaddiring the data collection process,
photographs and visual supports were extensivedd us interviewing the children with
ASD. Four parents did not want visual supports ¢oused in their children’s interviews,
considering them unnecessary. In the other eigb¢s;andividualised visual supports were
made for each child to address their individual camication needs. These were developed
in consultation with their families and where pbssithe children themselves, and were used
extensively to support the data collection procésswell and Jordan (1992) suggest that
photographs can serve as usefitlés-memoireto children with ASD. Photographs — of

people, places and activities — to act as prompe v8uggested in all the seven instances
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where parents felt that the use of supports woalthdneficial (with brothers and sisters, and
the children with ASD themselves, contributing ersilastically in the process of identifying
what would be useful prompts). Individualised satgphotographs were collated for each of
the children. Where photographs included the cardifor example undertaking activities at
short breaks) they were taken by a member of tbe sineaks staff to minimise intrusiveness
(Watsonet al, 2006). For lan A, who attended the residentialtshreaks service, the set of
photographs comprised his bedroom at the residértdrae; various leisure activities on offer
there (including activities that were identified lzsing preferences and ones he did not like);
members of staff at the home; other children wlaged for short breaks at the same time as
him; his school; places that he went in the comtyufpark, cinema, fast food restaurants);

and his social worker.

In total, over 100 photographs were taken to suppha interviews undertaken with these
seven young people. These items were used diffgrerth different children. In some cases
they were shown to the child as a prompt for discus Other children needed to manipulate
them concretely: for example, placing photographsanedule cards into piles to identify
their attitudes. The choices available were difieged for each child depending on their
understanding. Some children had ‘I like’ and ‘Intdike’ piles; others had a third ‘I don’t

care’ pile if they were able to be more precisel@scribing their attitudes. Two examples of
tools developed to identify preferences are shoetowh Peter B identified his likes and

dislikes in a manner similar to the ‘Talking Matgproach (Cameron and Murphy, 2002)
(Figure A10.2 below), while lan A identified higtitddes using a sorting task similar to tasks

that he used in the classroom (Figure A10.3).
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Figure A10.2. Peter B’s mat for

identifying preferences.In this case,

identifying preferred staff at the
residential short breaks home.

Figure A10.3.lan A’s sorting task. ldentifying his
attitudes towards activities on offer in the sHuoeaks
setting.
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In addition, TEACCH schedules and ‘work systems’efibovet al., 2005) were used to
visually identify for young people when the inteawis were taking place; the sequence of
events in the process; that the process was psigge® a conclusion; and that a preferred
activity would take place afterwards. Schopédral (1995) suggest that presenting this
information visually can help militate against tie@msion that can arise in an individual with
ASD if they feel that an activity seems never-egdilue to their time perception difficulties.
These again were individualised as needed for theny people. Andrew I's schedule
showing the sequence of events around the interigeshown above in Figure A10.1. In
Michael A’s case, | wrote out a work system at ket of the interview, showing him the
sequence of events: that we would say hello, thaiuld ask him questions in four areas, that

the interview would finish, and that PlayStationuMbcome next (see Figure A10.4).

FigurelB.4.Michael's work system
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PlayStation was his preferred activity and we hadeed with his mother that, at the
conclusion of his interview he could go to his rotorplay on his PlayStation. The paper lay
on the table, facing him, throughout the interviévs. the interview progressed through its
different phases, | drew a line through the phasé had been completed. Amanda K’s work
system was similar to Michael A’s, but the areadannnvestigation were identified and she
crossed them through with a felt pen of her chofggain the interview was followed by a

preferred activity, in this case feeding the rablksee Figure A10.5).
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FirguA10.5.Amanda K’s work
system

Other children needed this information to be presgtim a more concrete form: for example,
in Andrew I's case, removing numbered cards frofmoard placed in front of the child to
‘count down’ to a photograph of a favourite videdhich he would watch at the conclusion of

the interview)
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A10.7. Observation

Patrick C and Natalie D were observed by the fghor at home and in their short breaks
settings. Contemporaneous notes were made regaadtngties undertaken by the children,
the children’s willingness to undertake them aneinsaeg enjoyment of them, the children’s
affect and their interaction with others, both asldnd other children. These notes were

discussed afterwards with parents and short bretakisto check for accuracy.

A10.8. Triangulation

Volkmar et al (1997) have challenged research that considdes slech as observation or
comment in isolation; furthermore Ware (2004) argl®r (2007) highlight the limitations of
observation and proxy reports and the importancéaking account of a wide range of
sources of information. In this study, the intewiand observation data were supported by
multiple data collection techniques — semi-strustiuinterviews with other family members,
short breaks staff and social workers; reading deniary evidence, including social work
assessments, children’s files and daily notes -blewa triangulation to be undertaken

(Robson, 2002).

A10.9. Issues and problems in researching the views$ children with ASD

Access to the perspective of children with ASD ngportant, and it is identified within
Chapter 6 that relevant and valuable data in thideuresearched area were elicited. The
children’s positive view of family life contrastsitiv both that of other members of their own
families in the larger study and with that of falesl with children with ASD in general
(Koegel et al, 1992; Randall and Parker, 1999). The picture gmgrof their solitary

evenings and difficulties at school complements twisaalready known from personal
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accounts (Aston, 2000; Sainsbury, 2000). Their tiaggy about their social workers mirrors
that of service users in other areas of social @amnbery, 2001) and highlights a clear need
for social workers to engage more effectively wiitle disabled children on their caseloads
and the wider family. Furthermore, whereas previmsearch on short breaks and children
with ASD has predominantly identified areas of idiifty (Anderson, 1996; Sargent, 1995),
the identification by these children of both pass and negatives suggests a more balanced

range of experience, mirroring the findings of Réficand Turk (2007).

However, the responses obtained to our questiomsitalwishes highlight some of the
difficulties inherent in carrying out research bisttype with children with ASD. Beresfoed
al., (2007) found, when interviewing a group of chédrwith ASD, that most could not
realistically discuss their hopes and wishes raggrdhe future. Beresfordet al. (2004)
further suggest that questions about wishes andatisps may be meaningless or even
threatening for children with ASD, given their cogi® thinking, dislike of change, lack of
personal insight and difficulties in conceptualgsiature events. | asked the children

“If you could have a magic wand and wish for angthin the world, what would
you wish for?”

with a view to comparing responses with Connors &talker (2003), where the same
question was asked. However, the question prowefteitive: Sarah replied,

“I'd wish | could be a wizard. I'd be able to castagic spells... changing people
into frogs!” (Sarah G)

while Michael said

“l would...um...um...um...| would wave the magic wand amdycre one
thousand quid!"(Michael A)

395



Even when the wording was simplified, answers riade¢he difficulties children with ASD

have in this area.

Interviewer: If you could have any wish, what would you like to
happen?

Ethan N: (silence).

Ethan’s foster-motherAnything, Ethan, anything you like...

Ethan N: Don’t know.

Interviewer: Are there any things you wish you could go and do?

Ethan N: (shakes head).

Interviewer: Nothing?

Ethan N: (laughs).  No.

This highlights the need to ensure that all aspettthe methods of data collection are
appropriately differentiated to address the reatitythe children’s experience and to take
account of the impairments of ASD. Such childrearacteristically experience difficulties in
a number of areas that impact on a social commtivécprocess such as consultation. These
include problems in social interaction, in commatiien, in emotional understanding and in
memory. At the same time | as a researcher facglalgmns in areas such as the use of visual
supports and undue parental influence. | believasitvital that these problems are
acknowledged, as not to do so would present analistie impression of the consultation

process. The major issues that | and the childxeed are discussed below.

A10.9.1. Difficulties arising from impairments in ocial interaction

Wing and Gould (1979) describe impaired interactrdth both adults and peers as being
characteristic of children with ASD. They suggesbatinuum of social responsiveness, from
‘classic’ autistic aloofness through individualsawvill respond to — but not initiate — social
interaction, through to those who seek social adgon but are socially naive and do not ‘get

it right’.
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All children participating demonstrated impairederaction. Patrick C and Natalie D were
effectively non-verbal and extremely autisticallyoat: their only observed initiated
interactions with others comprised seeking knowaltad- at home and in their short breaks
settings — to get their needs met: to gain acaess tby or a DVD, to get food, or to go
outside, for example. Both rejected interactiamnfrothers, and Natalie D became distressed,
shaking her hair and rocking, if attempts persisfBigey participated in the consultation

process only as the subjects of observation.

Most of the other children responded to a greatdesser extent to social interaction, but
were cue-dependent and did not initiate interacborcommunication. Siegel (1996) and
Bogdashina (2005) describe how children with ASIh @xhibit delays in processing
language. Some children seemed to take longerusiaal to respond to questions. Since their
parents were present during the interviews, theslted in the adults often butting in, which
further reduced the child’s opportunities for imtetion. lan A seemed uncomfortable being

interviewed and moved closer to his mother as thegss went on.

A small number were socially active within the miew setting, but were immature, gauche
and socially inappropriate. Amanda K, when asKsalbaher skills, sat on the floor with her
legs behind her head. Ibrahim J climbed onto tkearcher and started scratching his head.
His mother explained:

“When somebody has less hair...like you still havehgor, but my dad or my

brother, they are completely bald, and | think leesh’'t understand that people

lose their hair with age and he just...something leggpto his hand, and he just

wants to scratch people. He does that. And wherelsemebody like that, | get

alerted anyway, that he might do that, becausarus fit, | don’t know, funny or
amusing or what that he likes to do that.(Asma J)
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A10.9.2. Difficulties arising from anxiety at communicating

Grodenet al. (1994) have shown that individuals with ASD can exxgnce anxiety and
distress at communicating; and that they can ads@ Iproblems understanding the intentions
of others (Flacket al, 1996) only exacerbates their difficulties. Mokildren in this study
displayed anxiety in this area. Patrick C and NeatBl engaged with others only motorically,
in order to get their needs met. Ibrahim J ranadihe room during his interview; Bill M ran
into the kitchen or over to his mother or sistaresal times. Where parents were in the room

during the interview, children sometimes soughtpgupin communicating from them.

Interviewer: What don’t you like?

lan A: Well the ...glue things... andindecipherable)...
Andrea A: Say again.

lan A: Uh...can you help me?

Andrea A: OK, OK.

lan A (louder): Help me!

Andrea A: Tell me again

lan A (louder still):  Please!

A10.9.3. Difficulties regarding use of language

Cappset al (1998) identify that verbal children with ASD mbgve problems in conversing;
Howlin (1998) and Jordan and Powell (1995) desctémguage problems experienced by
children with ASD, including limited and very comete language, echolalia, and idiosyncratic
language use. These factors impacted on the catisultprocess. Many responses were

limited to single words or short phrases.

Interviewer: Who's really important to you? Who do you love the
most?

Andrew I Jane.

Interviewer: Who's Jan@

Andrew I My sister.

Interviewer: And what do you do with Jane.

Andrew | : Everything.
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Echolalia was particularly notable in one young reamswers.

Interviewer: What do you like doing at home?
Bill M: What do you like doing at home?
Interviewer: What do you like?
Bill M: What do you like?

Idiosyncratic indistinct speech was noted in thrgerviews, which made the interview and
transcription processes problematic.
Interviewer: What do you do with your dad?

lan A: My dad.. (indecipherable).nice presents.
(indecipherable) .and not get cross...

A10.9.4. Difficulties concerning preferences and entions

Powell and Jordan (1997) identify the problemsdreih with ASD experience in evaluating

their emotions and using them to evaluate situatiés in previous research (Preece, 2002)

the children could best identify preferences wégard to concrete topics such as food.
“Here’s my list of what | don't like. Mushrooms,cgled beetroot, eggs, anything
picked, gherkins or cucumber, Golden or Cinnamoahams, onions, radish or
horseradish, lemon, mint sauce, pretzels, too nsattrand swede. And the foods I
like, really, really love are tortilla wraps, spagtti carbonara — | always say
calabrana — spaghetti carbonara, tortellini, pastaspberries, omelette — and
that's weird, ‘cos | hate eggs — um, sausages, alabe, chilli, nachos, honey
gammon and lasagne(Amanda K)

However, identifying emotions regarding people +e&sons why they liked or disliked them

— was more difficult, as is shown in the two foliog extracts from interviews with George H

and Peter B.
Interviewer: What's the best thing about your sister?
George H: Um...um...
Interviewer: Is there anything you like about your sister?
George H: Um...she’s always fine.
Interviewer: How about your mum? What's the best thing about you
mum?
George H: Um...um...
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Interviewer: Is there a best thing?

George H: Um...she always cleans our house.
Interviewer: Who's important to you? Who do you like a lot?
Peter B: | think that’s a hard question.

This difficulty was also apparent when the childvegre asked about daily life.

Interviewer: What do you do to have fun? Are there things yoasia
family that you like?

George H: | don’t know.

Interviewer: Are there any things that you have to do that yoo'td
like doing?

Michael A: Um...sometimes at school you have to do subjects, lik
topics that aren’t really that interesting.

Interviewer: Which subjects at school don’t you like?

Michael A: Um...can’t really think.

A10.9.5. Poor personal memory and overselectivity

As indicated earlier, problems with personal evastmory and appreciating narrative, makes
it difficult for individuals with ASD to reflect orand express their experiences. Jordan and
Powell (1995) refer to the ‘tunnel attention’ ofildnen with ASD; Pierceet al (1997) and
Rosenblatet al. (1995) describe this as ‘overselectivity’, wherdbgy fail to respond to, or
even to notice, many components of their environm&he impact of these problems is

shown in the following excerpt from the intervievithwPeter.

Interviewer: What's the taxi journey (to school) like? Does ttalte a
long time?

Peter B: Yeah.

Interviewer: Are you in the taxi on your own, or with anybodseél

Peter B: Lots of people.

Interviewer: Lots of people...do you know their names?

Peter B: No.

Interviewer: No... So when you're at school...Who'’s your teacher, at
the moment?

Peter B: Why don’t you know this one?
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Interviewer:
Peter B:

Do you know your teacher’'s name?
No. Why don’t you know it though?

A10.9.6. Issues concerning visual supports

The use of visual media is recognised as an efeaetiay in which to engage with children

(Christensen and James, 2000); and Powell and do(@l892) have suggested that

photographs can serve as useful tools to help remlgvith ASD remember events. Within

this study, the use of photographs was helpful liciteg more complete answers from

children.

Interviewer (shows photo of computer at short bseadsidential home)... the

Susan E:
Interviewer:
Susan E:

computer?

Yeah, | play on the computer.

What games do you play on the computer?

| play...sometimes | play Spider Solitaire. And samex
| play just the ordinary Solitaire...and a ganadled Free
Cell.

It was also clear that some children enjoyed thecgss of looking at and discussing the

photographs.

Peter B:
Interviewer:
Peter B:

Interviewer:

Peter B:

Interviewer:

Peter B:

Have you got any more photos?

No.

What am | going to have to do, then, if | want sonwe
photos?

| haven’t got any more photos. They were just ® ife
they helped you remember things, or talk alblongs...

| can take some with my camera, if you want.

Well, you could...Would you like more photos?

Yeah.

The use of visual work systems — to show the passégme, and identify that the process

would be followed by a preferred activity seemedpfud: no children asked to end the

interview early. Taking along examples of the vissgstems children used in their short

breaks settings was also helpful in enabling sonildren to talk about how they used them.
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However the use of visual supports is inherentlybfgmatic, and consideration had to be
given to the concreteness and literalness of thie'shunderstanding. Whereas one child
could look at their evening schedule — showing pstipper and bed in pictorial format — and
talk about what they did during those activitiespther might interpret being given these
symbols literally, and begin to undertake thesevitiets. Furthermore, it is acknowledged
that, although visual supports facilitated the camration process, they also potentially

restricted discussion to the range of photograplsymbols offered to the child.

A10.9.7. Parental influence on the child’s answers
Where children’s parents were present during therviews, the children showed a tendency
to defer to them, particularly when visual suppavere not used. In these interviews the

children’s responses were interrupted and infludrmethe adult present.

Interviewer: What videos do you like?

George H: Um...the same...

Interviewer: Lord of the Rings?

George H: Uh-huh...or DVD.

Sandra H: What about funny ones? You like funny ones toot don
you?

George H: Yeah...

Interviewer: Which ones?

George H: Er...

Sandra H: Dodgeball...

George H: Oh yes...Dodgeball...

A particularly striking example of the impact ofgaiescence, and the acceptance of routine,
was shown by Peter B, who had been attending demetsal short breaks service for ten years.
At the interview’s end, when asked if he had anggtions for the researcher he said,

“Why do | go there?”(Peter B)
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A10.9.8. Importance of triangulation
The need for triangulation and the use of multgdéa sources was highlighted several times,
as the children’s responses were often incompleténaccurate. For example, Sarah G

proudly identified her ability to get ready for e independently.

Sarah G: | have my breakfast, and get dressed, and get ready
Interviewer: Do you do all that by yourself?
Sarah G: | do!

However, triangulation with her mother identifiedr&h’s difficulties in this area — difficulties

of which she was unaware.

Maggie G: ...and then she...I have to sort her clothes outafssfjot
clean clothes...

Interviewer: How much help does she need in the morning?

Maggie G: When it comes to putting clean clothes on, | havga

and sort them out, ‘cos she would put anytlong So |
have to put suitable clothing out for her toawe.It could
be the weather or it could be, well, trousdrattwere not
suitable. Usually it's the weather...or totallysmatched
colours, and things like that.

A10.10. Concluding comments

Undertaking these interviews as part of my doctmaéarch has added to the existing body of
knowledge by giving a voice to the opinions of dhain with ASD with regard to family life
and social care support. | fully endorse the sugmef Beresfordet al (2004) that it is
important to share not only the results obtainegegearch projects but also the problems and
setbacks encountered. In this spirit | have prep#rs appendix so that in this doctoral thesis
| share not only what | learned from the childrbuat also the issues that | faced in carrying
out the research, and the tools and processebdhmad me complete it. The findings reported

within the main thesis and this appendix are ofrseuelevant to these children in this place
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and time, and it is not suggested that generadssitishould be drawn from this study.

However | hope that my experience will be of usettwers carrying out research in this field.
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Appendix 11: Family interviews: final codebook

Family Structure

e Membership characteristics
Single parent

Two parents
Extended family
Income

Physical health
Mental health

O O O0OO0OO0Oo

¢ Cultural beliefs

* ldeological style
0 Bedliefsabout disability
o Religion
0 Science
o Fate

Family Interaction

e Subsystems

Parents

Siblings
Extended family
Extra-familia

O O 0O

» Cohesion
Interdependence
Independence
Individua identity
Group identity
Enmeshment
Disengagement
Bonding

O O0OO0OO0OO0OO0OOo

* Adaptability
o Adaptability
o Chaos
o Rigidity

e Communication
0 Open communication
0 Closed communication
o Negotiation

Family Functions
* Economics

* Dailycare

* Recreation

» Socialisation

o Sdf esteem

» Affection

» Educational/vocational
o Spirituality

Family Lifecycle Stages

» Lifebeforechildren

* Child bearing and infancy
» School age

* Familieswith adolescents
e Launching

» Lifeafter children

Impact of disability

* Positive impact of disability
* Negative impact of disability
* Anger at child with ASD

* Anger at others

o Guilt
* Worry about future
* Isolation
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Coping strategies(from Brief COPE)
* Active coping

* Planning

»  Seeking emotional support

* Seeking instrumental support

* Positivereframing

* Acceptance

* Réligion

* Venting of emotions
* Denial

* Helplessness

e Withdrawal

*  Humour

» Substance use

o Sdf-blame

Social workers

Special Schools

Mainstream Schools

Understanding of ASD

Asperger’s

Professionals

Service Gaps

Informal Support

Formal Support

Learning Disabilities
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Age

Short breaks

» Positive aspects of short breaks
» Negative aspects of short breaks
* Quality in short breaks

* Reasonsfor use

* Reasonsfor non-use

How family sees itself

Attributions re ASD
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Appendix 12 Family interviews: matrix of siblings’ responses
Family Short breaks: | Negatives Attitudes re | View of family Support provided | Coping/ Shortfall
positives + SWs adjustment
quality
Would- be service users
Caroline None identified. Feels her Has not met | ‘He’s just normal to me, because | haven't got anyProvides some Acceptance (2) Age-
H brother would | SWSs, does not other brothers or sisters...’ support. Takes appropriate
dislike being know their brother into town, sports
away from role. Upset when separated from brother. ‘We're just | shopping. activities:
family. always together so we're just used to that...". ‘it’s not fair
Would like her brother to live with her when oldef. on them
She would being shut up
dislike ‘If | wanted to do something, it would always be, all the time
separation from someone had to look after George, someone always is it, in their
brother. had to be there for George, sort of thing...so we rooms and
can't all go off and do our own thing. Like we all stuff.’
Would worry have to sort out who'’s having George when and
about how stuff...so that's a bit of a drag’.
others were
treating him. Very close, protective family.
Linzi | Positives None identified | Has not met | Used to parents not being as supportive of things Provides direct care | Acceptance (3) Support for
‘It was really SWs. Doesn'’t | she does (athletics) as she'd like. to Andrew (father at | Emotional sibs:
nice to not have really know work, and mother support (1)
the responsibility what they Has missed out on chance to get into county teanoften at work too). Positive ‘Sometimes |
of Andrew are/what they | due to caring role (sister had exam). reframing (1) | do get very
around.’ do. Parents both feel it | Withdrawal stressed out
Feels life is harder now than when she was causes some 2 about it, and
Opportunity to go younger, as has more ‘on her plate’ with resentment. Venting just need
to cinema, eat ou schoolwork etc. emotion (1) — | someone to
at Pizza Hut, Mother says she is | father said will | talk to, other
relax. ‘It's quite hard, like, going out places with him a | very reliant on both | fight brother. | than my
well, ‘cos it can be pretty... it can be embarrassinglaughters. family.
Treat for Andrew sometimes, ‘cos he shouts a lot, and all that...’ Because
they’re often
Quality ‘It's a little bit hard sometimes. My friends aslem how I'm
indicators: am | upset, and they don't really understand if | feeling...so
Understanding of explain it to them, but | guess it's made me it's difficult.’

autism

stronger inside because it's given me something
hard to cope with at a young age. So more
difficulties that | face later on in life will, l\gess,
be easier to get over...and things like that, | gu
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Jane | Positives: None identified | Has met first| Finds life very hard, with lots of stress. Provides direct care | Acceptance (3) Need more
Opportunity to and current to Andrew (father at | Helplessness | short break
have friends SWs. Feels | Would like to go to university, but concerned at | work, and mother ) services
round, get they are there| how she will get on in GCSEs. Feels Andrew often at work too). Withdrawal available
homework done, to help, e.g. re| affects her ability to work: ‘If 1 want to sit #te Parents both feel it | (1) — father
go out shopping, transport, table and do homework or something, if I've got focauses some said will go off
do cleaning, chill, wheelchairs, | write something, he’ll come and like ruin the work resentment.. Mother | and sulk
go to cinema arranging and start ripping it up, or just crunching it; dmalll | says she is very

Young Carers| sit there and get food all over it; and he’ll havgo | reliant on both
Quality for sibs. at me and tell me that | shouldn’t be sitting & th | daughters.
Indicators: table to do homework, | should be doing it here, pr
Staff personality wherever...And if | want to go on the computer, | Jane see herself as
+ approach and do Internet research, or go on any of the being the one who'’s
revision websites, or anything like that, normally, there for Andrew
Good when | want to go on the computer, he'll just h& mwhen he’s fallen out
introduction till I get off there.’ with mother or sister.
process
o ‘T here’s been times when we've been inthe | Says she provides
Child with ASD supermarket and that, and he'll do something, off MOre care than Linzi,
enjoying service start screaming, or anything like that, and pediplg’ & She goes out with
(didn’t want to just...you can just hear them like sniggering or | her boyfriend.
leave). whispering and that...and | basically just ignore it,
and give them really dirty looks, like yeah,
whatever, | don't really care, because you don't
know what the real situation is...’

Yusuf J Opportunity both| None identified | Does not Restricted in what he/family can do, due to Does not provide Acceptance (2) More short
for child with know if he’s | lbrahim’s behaviours. care for brother breaks
ASD and rest of met the SW, services — as
family. He can do does not Ibrahim fights with Yusuf and Layla. before
things he wants know what
(swimming, she does. Group
McDonalds) and activities
we can do things
we want
(bowling, going
out for pizza)

Layla J Opportunity to gd Has never met - Does not provide Acceptance (2) None
for pizza/to town SW care for brother identified




601

Imran J Opportunity to ga Has never met - Does not provide Acceptance (1) Club — sports

out to town SW care for brother Withdrawal activities
@)

Tom G Would appreciate None identified | Said he’d mef Sister can be argumentative; and it's not nice when Humour (1) Club —
time with mum SWs, but she is distressed/self-harms or attacks others. preferred
and dad alone — confusing activities
without them with (computers,
arguments sessional drawing)

workers
Current users

Carl D ‘| think it's all Concerned Has never met Very positive and accepting about family situation Does not provide Acceptance (3) None
right. She about ‘big kids’ | SW. Thinks —‘normal’ sibling niggles. care for Natalie identified
obviously enjoys | at the respite their job is ‘to
it, and we get unit —worried | make sure ‘Yeah, you sometimes get people looking at her |f
some free time, | they might hit | we're taking | she’s making a load of noise or
so that's her. care of her something...well...I'm a bit bothered by it, but I'm
OK...We can go properly.’ not, like, really defensive, | just don’t mind that
to like a proper much.’
restaurant, where|
you have to wait
for food and that,

‘cos we can't
really do that
with Natalie, we
have to go
somewhere like
fast food
places...Or we
can go bowling,
maybe, or
something like
that...noisy
things. Theme
parks and so o

Hannah B | Give parents a | No negatives Has met SWs.| ‘| suppose it was hard ‘cos...| mean, I've moved| No longer lives with | Venting of “As a child, |
break — identified. Not too sure | out now, but when | was living at home it was quiitenother and Peter. emotions (1) | should have
opportunity to go what they do. | hard, ‘cos obviously Used to help with Active coping | been given a
out. Assumes they| Peter would have his tantrums, and he’d come an&eter ‘quite a lot. In | (1) bit more

‘organise the | annoy me when my friends came round and...justfact at one stage, | | Acceptance (2) information
Give sister a respite care, | ...so it was hard, more hard on mum than me can’t remember how about what
break — knowing and just probably, ‘cos she was the one dealing with him [abld | was, Peter kind the future
she wouldn'’t be organising the time.’ of favoured me to my held. At the
annoyed by services mum. He just...there time you're
Peter. available. ‘I don't think | missed out at all’. was one stage where told, Peter’'s

Maybe like he wouldn't...if | autistic, you
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Enable Peter to
interact with
others of his own
age and to go out,
i.e. fishing,
country parks,
meals (|
remember
thinking he does
more than | do).

talking about
schools that
are available,
things like
that
really...I'm
not really too
sure.

went out of the house
he'd cry.’

‘I don’t think |
babysat him that
much, just | mean at
the weekend, when
mum and dad would
go out, I'd look after
him. But I'd still
make a point of doing
things with him, like
taking him to the
shops, or taking
him...he quite liked
to come with me to
see my friends..’

don’t know
what's going
to be
happening...
| didn't

know he'd
never read or
write.
So...more
information
would have
been better.
And maybe
meeting
people of my
age, who had
a sibling who
was
autistic...’co
s at the time,
| didn’t

know and |
still (twelve
years later)
don’t now
know anyone
that's got a
brother or
sister with
autism.”
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Non-wanters

Cindy M

No positives
identified.

Would be
concerned
about him
being away
from home
(other than at
his dad’s).

Thinks he
would dislike
being out of his
routine.

Would worry
about him.

Can't
remember
ever meeting
a SW or ‘any
of it’.

“It's a bit difficult sometimes’.

Does not feel she missed out on opportunities wi
growing up due to having brother with ASD.

Gets annoyed by brother’s obsessive, repetitive
intrusive behaviours.

Goes out a lot in evenings — stays at home more
when brother is staying with his father.

Finds it difficult — gets angry and embarrassed
when others stare at her brother.

If mum’s got to go
down the shop, I'll
hdopk after him. |
don’t really have him
on my own, like at
Liight or anything. |
have had him on my
own at night on the
odd occasion, but like
with that he...you
either have to go to
bed with him...so |
have to go to bed
when he wants to go
to bed, which | don’t
like doing, obviously,
and | have to watch
on telly what he
wants to watch...so
that's why | don't
really have him...I
don’t mind having
him...

Acceptance (3)
Withdrawal

2

Venting of
emotions (1)




Appendix 13 Adaptation modes of the families interiewed

As discussed in 7.3.4, the fourteen families ineawed displayed different modes of
adaptation to the presence of disability within thmily. These are plotted within Darling’s

(1979) typology of modes of adaptation below (Tahi3.1). In the main body of the text,

key points only are discussed. Within this appendirmore detailed account of each family’s

adaptation to living with ASD is presented.

Table A13.1 Positioning the families using Darling (1979) typology of modes of
adaptation

Mode of
adaptation

Users of short Would-be users Non-wanters

breaks

Normalization Natalie D’s family

Peter B’s family

Amanda K’s family,
James L’ family

lan and Michael
A’s family
Susan and
Benjamin E’s
family

Altruism Ethan N’s family

Crusadership

Kieran F's family

Resignation _ George H’s family| Bill M’s family
Sarah G’s family

Families that Patrick C’'s family | Andrew I's family _

cannot be placed in Ibrahim J’'s family

this model

Normalisation

Four the families have achieved normalisation. €hee discussed below.

Natalie D’s family

Ten year old Natalie’'s family lived in a large @gé in a small village where they were
accepted and where neighbours were friendly. Alghothey received no support from

extended family members, Natalie’s mother — who mhd go to work — had a number of
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friends, some of whom had children with ASD and sowho did not, who provided

emotional support. Though her husband providele Igupport during the week (due to his
job working for a motor racing team) and could b&agn from home for weeks during Grand
Prix season he shared responsibility for child caten he was able. The family was

relatively affluent, and were able to enjoy holiday the Mediterranean each year.

The family had been using residential short brefksfive years They had had some
difficulties with regard both to the service andsticial work support but felt that their current
social worker wasreally, really good” and that the short breaks were working well. Ragul

short breaks enabled Natalie’s mother to go shgpaimd undertake other activities that were
hard to do with Natalie, as well as allowing bo#rgnts to spend quality time with each other

and with Natalie’s thirteen year old brother.

Peter B’s family

Sixteen year old Peter B lived with his mother &edpartner in a modern house on a housing
estate on the edges of a large village in the nofttihe county. He had been attending the
residential short breaks service for eight yeardj)i® mother’s request, despite his father’s
reluctance. Using this service enabled his mditnepend time with her two daughters and to
focus on their needs and education. At the timthefinterviews one of the girls was working
abroad; the other maintained close contact withfemily. Peter's mother was also able to
resume her employment as a hairdresser, and toéhaweial life, which led to her meeting

her current partner.
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She too had no support from her extended familywas supported both by the short breaks
service, her daughter and her ex-husband, with wReter had regular overnight stays. She
used to attend support groups, but thészled out”; nonetheless she maintained contact

with some parents who became friends.

These two families achieved normalisation as altresiu formal support. By contrast,

Amanda’s and James’ families were able to accdfisisnt supports informally.

Amanda K'’s family

Amanda K, a nine year old with AS, lived with heotimer Donna, a fingerprint expert
working for a neighbouring county’s police force,a modern semi-detached house in a small
market town. Having been told by social care sewihat there was“auge waiting list” for
services, Donna sought out and employed a childenimého lived around the corner. She
was well-supported by her own parents, who movedehto live nearby on the same housing
estate. She had no contact with her husband foostlmine years: he left home one evening
and never returned. She believed in retrospecthithahay have been on the autism spectrum
himself. Nonetheless she maintained a good rekttipnwith his parents, who were also
supportive with regard to Amanda. Amanda enjoyéenaing her mainstream school where
she was doing well, and participated in weekendicausctivities as well as caring for her

many pets.

James L'’s family

Seven year old James’ family, nuclear and extended] adapted their lifestyle to

accommodate his ASD. James’ father Simon was a golfiessional. He worked flexible
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hours, enabling him to undertake child care respdites and allowing James’ mother to
work full time as an office manager. The familyddsin a modern detached house in the
suburbs of the county town. They were well supabtiy James’ paternal grandparents, who
moved from Germany to live on the same housingestdey had both James and his eight
year old sister for an overnight stay every weekefigred further support during the week,
and took his sister away on holiday. Megan, Jamegher, had a number of friends that she
met during the diagnostic process at the local dCBievelopment Centre with whom she

enjoyed socialising.

These four families achieved some level of nornadilan only through the availability of
appropriate formal or informal social support. Téacial worker’s initial assessment of
Natalie’s family — carried out in January 1999, whke family had no support — identified
that the family was under great strain, isolatettj ¢hat her brother was missing out on
parental time. Peter's mother was also highly sedsand described Peter’s behaviour when

he was younger &borrendous”.

Diagnosis was a crucial catalyst towards normabpator Amanda’s family. She was not

diagnosed until the age of seven, and before #nwiolent behaviour towards others had led
to her exclusion from nursery and school. Amanda welf-harming and saying that she
wanted to be dead, and child protection concerdsblean voiced with social services. When
Amanda was diagnosed with Asperger Syndrome, aptbppate supports were put in place
at school, her behaviours became explicable, anthbther was able to construct her support

network.
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James’ family were enabled to live as normal a disethey did by the decisions made by
James’ father and paternal grandparents. Simorilgyato work flexibly enabled James

mother Megan to return to work; but when the farsitynpleted the survey in late 2003, they
identified that they had no social life as they evanable to find a childminder who would
look after him. This situation only improved wheanles’ grandparents moved back to

England.

Crusadership

Before and after diagnosis, families generally gegan a process of seekership: initially
seeking a reason for the child’s behaviour, thezkisg appropriate school placements and
support. By mid-childhood most families have ceatdasd process of seekership. However
some families, due to limited opportunities or ipagpriate services, adopt a mode of
crusadership, or prolonged seekership (SeligmanDarting, 1997). In some cases families
can be triggered into this mode at times of chamggansition. This is what occurred with

regard to Kieran F’s family.

Kieran F's family

Kieran F, who was eleven years old and had ASdlivgh his mother, stepfather and fifteen
year old sister in a small terraced house in therthef a large village in the north of the
county. Kieran’s mother and stepfather, Gwen an8), Beere Born Again Christians, and
church attendance was a focal activity for the fanwen and Bob were both unemployed,
and Bob was physically disabled and used a wheelchizey also had carer responsibilities

with regard to elderly relatives. Kieran's natufather had no contact with his wife or
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children: he had been imprisoned for child abusd, @wen felt that he may also have had

AS.

Historically, this family had enjoyed a good réathip with both education and social care
services. However, though the family’'s relatiopshvith social care services remained
positive, and they were satisfied with the shodals they received, Kieran’s family (and in
particular his mother, who used to work in adulueation) were embattled with her son’s
secondary school over what they viewed as thduriaio meet his needs. Though Mrs F was
satisfied with the local primary school, she did hke any of the secondary schools into
which it fed, and appealed to have him go to a gchatside the local area. The family was
successful in this appeal, but as he was educaitsitie his local area due to parental choice,
the local council would not transport eleven yelar Kieran to and from school. Therefore
Gwen and Bob had to transport him and his sistdy 8aand from different schools, many

miles apart.

Although she was initially impressed by Kieran'$igal, as time passed Gwen felt that the
staff did not understand his needs and that hebeeg bullied there. It became increasingly

difficult to get Kieran to attend school, and whendid he returned home crying and upset.

She was increasingly dissatisfied with the schootl der relationship with the staff
deteriorated. She felt the school were threatengchdr knowledge of autism and her
experience of working in education and was fightimget them to change their practice. The

school suggested that he might be educated mom@m@pgtely within a special education
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setting, but she wanted him to remain in a maiastrechool. She spent much of her time on

the phone to, or writing letters, to senior manageithe Local Education Authority.

Altruism

Most parents who are able to achieve normalizatiowith or without formal support —

choose that mode of adaptation. However some chimosemain active within the field of

disability, altruistically working to help otherscldaeve a more normalized lifestyle. Two
single mothers using short breaks could be chaisete as altruists (as could one of the

families that did not wish to use services). THaseilies are described below.

Michael and lan A’s family

Michael, a fourteen year old with AS, and his besthan, an eleven year old with autism,
lived with their mother and father in a semi-dettthouse in the heart of a small market
town. Their father, himself diagnosed with AS, wedlkas an industrial scientist. Their mother
Andrea worked as an autism professional, advisamgilfes who had children with ASD. In
her work, she taught parents how to use ASD-specifiproaches to help manage their
children’s behaviour. This was a service that seesdif had received when lan was three
years old, and she now used the expertise she dadopped over the years of working with
her own sons (now aged fourteen and eleven) to b#iprs. She was passionate about

working in the field and had undertaken traininggéan qualifications in autism

Andrea was supported in her altruism by appropratd effective formal and informal

networks. lan attended a residential short breaksice, where the same ASD-specific

approaches that were used at home and school wassstently employed. Pete, the boys’
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father, did all of the cooking in the family and, loe their grandfather, were there with the
boys if Andrea was working in the evening. Andreaven parents — despite disapproving of
the use of formal short breaks — provided suppbety had both children to stay from time to
time, and would look after one child to enable bp#nents to engage in activities with the

other.

Before formal support was in place, the familywation was much more difficult. The social
work assessment undertaken regarding the familyDatember 1999 identified that
relationships within the nuclear family had brokidmwn, and that the boy’s father was not
living in the family home. He was unable to bottpeowith the boys’ behaviour and hold
down his job. Andrea was the sole carer, and wgsipdlly and mentally exhausted. Short
breaks were being sought in the hope that the stpjmuld help the family to re-engage as a
family, and that Pete would return home. As a tesulising short breaks, this outcome was

achieved.

Susan and Benjamin E’s family

Fourteen year old Susan had autism, and twelveojddirother Benjamin had a diagnosis of
semantic pragmatic disorder. They lived with theather Marie in a large Victorian terraced
house in the centre of the county town. Marie, as€ics graduate, worked as the office
manager for a local autism charity. She ran a mpls well as organising Saturday clubs
and holiday activities, and a number of the otheepts interviewed had had contact with her

and had been helped by her.
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Marie was a single parent. She received no sugpmrt her ex-husband, a legal academic
whom she believed may well have had AS himself. fBHaermore received no support from
the extended family on either his or her familyesidShe had a number of friends that she had
met through her work — all of whom had childrenhwASD — and also received a lot of
support from her church. Nonetheless, a social vassessment undertaken in May 2000
identified that both she and Benjamin were undeagstrain as a result of Susan’s behaviour.
The respite provided by the residential short bsesdrvice was important to the family’s

functioning.

Ethan N’s family

Ethan’s family’s situation was different from thaftthe all others interviewed in that — unlike
all of them — Ethan’s family had consciously andpmsefully chosen to enter ‘disability
world’. Sixteen year old Ethan was fostered, andoldaand Kath, his foster-parents, had
worked as foster parents for decades; one of tlvair daughters was now a foster-carer in her
own right. As well as fostering Ethan, they had wtber foster-children (all teenage boys) in
their home. They received no support from theileeged family, nor did they seek it; and
they were often scathing in their criticism of sd@are professionals. Their desire to work as
foster-carers sprang from their values —

“...you're trying to show them that there is a betsde of life than they've
experienced up until coming to you(Kath N)

— and these values also prevented them from cansideeeking short breaks.
“I wouldn’t say, oh we fancy a weekend on our ovfiyou go you lot. You don’t
do that to your own children, do you? So why shgald do it with these? That's
how we look at it.”(Kath N)

However, though they did not wish to use any saaiglport, it must be remembered that they

were caring for Ethan — and his foster-brothers/-€hwice, and that they could cease to be
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foster-parents at any time they wished. In thaarégtheir situation was very different from

any of the other families interviewed.

Resignation

Families who have adopted this mode are charaetetiy Seligman and Darling (1997) as
doubly stigmatised, apart from ‘normal’ society balso not integrated into alternative
‘disability’ support systems. Three families, BM’s, George H’s and Sarah G’s, could be

best categorised as within the resignation mode.

Bill M’s family

Ten year old Bill lived with his mother Stella ap@jhteen year old sister Cindy in a small
terraced council house in an industrial villageell&t who was unemployed, was separated
from her husband, who lived at the other end of vllage. He still provided her some
support with regard to Bill, as did Cindy and adeslsister who had left home but lived in a
nearby town. Family life revolved around keepindl Bappy. He and his mother ate their
evening meal as soon as he returned home from s(Etabout four o’clock), and his mother
then spent the rest of each evening playing with &v supervising him. He did not sleep I his
own bedroom, but with his mother in her bed. Tohget to settle, she had to go to bed when
he did. If for any reason she was not there, Cifudlpwed the same routines. The family
expressed no desire to access services and wegera@so continuing to care for Bill as they

had always done.

About a year after the interviews took place Stdital suddenly as a result of a brain tumour.

Bill's eldest sister moved back into the family herand she and Cindy continued to look
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after Bill with support from their father. The fdgicontinued to function within their
established mode of adaptation, continuing to &ard3ill without seeking to access formal

support.

George H’s family
George lived with his mother, Sandra, and oldegesiSaroline in a small terraced house on a
suburban housing estate. Sandra had categorisedifhier the initial survey as wishing to
access short breaks but unable to. However, icdhese of her interview she described how,
when a potential link family had been identifiedreyears earlier, she chose not to pursue
this service, as she was afraid that George wadtiife was being punished. The family had
later been offered another link: she met with thggested family, and decided that they were
unsuitable. Although the family remained ‘on th&’lfor a link family, no other family had
come forward and George was by this time fifteesry®ld. Sandra identified that

“probably he needs to get out in the communityhigrsocial skills...you know he

really does need to get out. But it worries meeaatt. Because I'm thinking, Oh

my God! He’s leaving his safety ne{Sandra H)
She had become afraid of accessing services, &odl loer many fears: her concerns about
how George would interpret leaving home, her befiedt it was too late to change his
routines, her fears of possible abuse in shortksreattings, as well as being worried about
how his sister would interpret this action. All thiese were given as reasons for maintaining
the status quo. She felt that no one outside tleéeaufamily could effectively manage his
behaviours but her support options were limited:dvwen parents were dead; her ex-husband
(whom she felt in retrospect may have had AS) litld tontact and provided no support; she

spoke to only one neighbour. The only support sheeived was from her sister, who
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occasionally‘babysat’ (sic) George if Sandra was working late. As a resuihdéa was

resigned to spending the rest of her life caringdeorge.

Eighteen year old Caroline, George’s only siblimdgntified the negative impact of the
family’s mode of adaptation upon herself.

“l think my mum’s more protective over me because/lwat George’s like; and

that's stopped me from doing things... (Also) ifdnted to do something, it

would always be, someone had to look after Georg€aroline H)
However, at the same time, she shared her motperspective. She did not wish him to
spend time away from home as she felt he wouldkdi$t, because she would dislike being
separated from him, and because she would worrylHewas being treated. She wanted her
brother to live with her when she was older

“Cos | don't like being apart from him. | don’tke it!” (Caroline H)

Life in the family home revolved around George dmskping him happy, and George’s

family, like Bill's, was resigned to looking aftarm for the rest of her life.

Sarah G’s family

Eighteen year old Sarah’s family — who are wouldibers of short breaks — had also become
resigned to looking after her without support iidulthood. But whereas George’s family
had turned down potential links, no short brealks éxer been offered to Sarah’s family. The
family had applied for this service when she wagnno match was found and no service
was offered in the subsequent nine years. At the tf the interviews she was eighteen and
the family was no longer eligible for support frddmildren’s Services. In the interview the
family identified that their need for support hasluced and become less relevant as she has

got older anyway.
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Sarah, her younger brother (who had diabetes) andmother and father lived in a small
village in the north of the county. They receivedsupport from their extended families, and
had very limited social contacts outside the nuckamily. Though they were wealthy —
Sarah’s father owned his own factory and the fariigd in a large, spacious bungalow —
they lifestyle was extremely restricted. They viewbemselves as ‘outcasts, very isolated’
and they had not been out socially in five years.add Mrs G identified that all they had
wanted by was of support was the opportunity t@mgboccasionally as a couple, and to have
some time to do things with their son togetherhwiit having to plan everything around
Sarah. However, they had given up on receivingotiffe support. They were pessimistic
about adult services and instead had planned tarenat they would have sufficient

financial security that they could give up workctre for their daughter.

Families that do not fit Darling’s model

While the families discussed above can be plackdwever approximately — into Darling’s
model of adaptation, three families could not kedry located within it. These families were
not altruistic, crusading or resigned. They wefestving to achieve normalization, but had
not yet achieved it. One of these families wasgisimort breaks at the time of the interviews,
though the service had only recently been put ateal The other two had previously used

short breaks: however no services were availablleeim at that time.

Patrick C’s family
Patrick was an only child aged seven years whadlwgh Alison, his mother, who was
diagnosed with clinical depression. Her ex-husbareti in the USA; her only brother lived

in the Canary Islands. Her parents lived two huddreles away, and she described time
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spent with them as being extremely stressful. ¢l@ifriends, from before her son was born,

had‘faded away.

At the time of her initial assessment for serviceMarch 2004, Alison was distressed by her
son’s behaviour and fearful of him. She lived israall, affluent market town but did not
drive, and getting from place to place was extrgnpbblematic as public transport was
extremely limited. She felt isolated and alienabein her neighbours and was using anti-
depressants and alcohol as part of her copingegraHowever, Alison was not resigned to
her situation, and felt that both she and her sseded support tdbroaden their horizons’
and live a more normal life. She therefore movedatdarger town, with better public
transport, closer to her son’s school. She sougimdl support and had received parenting
support and training from the local Autism Familgvsory Service; and at the time of the
interview she had recently started receiving shogtiks provided by a link carer, with whom

she had developed a positive relationship.

This service was still in its early days, and R&thhad not yet begun to stay overnight away
from home. Alison did not feel that she had yeti@atd anything close to normalisation, and
was acutely aware of both the fragility of her omental health and her dependence on
continuing professional support. She was fearful cbbnge: she described herself as
‘devastated’ when she had a change of social waskér was constantly concerned about
what would happen if her short breaks could noticae.

“It's not predictable, it can happen any time, can? Yeah, and it does throw us,
and there’s nothing you can do about i(Alison C)
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Andrew I's family

Seven year old Andrew | lived with his mother, fattand two teenage sisters in a small
terraced house in a market town at the southerwoftiihne county. This was about an hour
away from the county town, where he was educatbéyThad received short breaks some
years previously, but these had ended two yeawddiie interviews when the short breaks
carer became pregnant. They had received no ssersigee then, though they are hoping to

access short breaks again (either with a familyiama residential service) in the future.

Sam, his mother, had been disqualified from drivimipwing a serious accident. She worked
part-time at a local co-op. Her husband — whotfet he may himself have ‘traits of autism’
— was the main wage earner. He worked as a flyisguctor about a hour’s drive from home,
and also spent most of his weekends engaged imgflyile acknowledged that he provides
only limited support, and that he was more of anffg man’ before Andrew’s diagnosis. Sam
identified that
“he finds it quite hard, and it's his way of shatioff.” (Sam 1)
The family received no support from their extendathily and the marital couple were

extremely conscious of their dependence on therage daughters.

Sam had made some friends in a local disabilitypetpgroup that sometimes met at their
home; and the girls both attend the Young Careosigr However thinking of what they
missed about short breaks and what benefits thigythiey would receive from accessing
services again, the family consistently identifieolw they need these supports to achieve

‘normal’ outcomes — to enable their elder daugkdeuse the computer to revise for exams
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without being attacked; to enable their youngermtiéer’'s friends to visit the house; to go out

for a relaxed meal.

Ibrahim J's families

Eight year old Ibrahim lived with his sister, twoothers and mother Asma in a Victorian
terraced house in the centre of the county towrs. tHirteen year old brother also had a
learning disability. Asma, who worked as a trarmsldbr the local authority, received little or
no help or support from friends, family or neighbmuShe did not see her ex-husband, and

most of her extended family lived in Pakistan.

Ibrahim used to spend time with the same shortkisrearer that supported Andrew I's
family. As with their family, his care too ceasetiem the carer became pregnant, and at the
time of the interviews the J family had receivedseovice for two years. Asma, his mother,
had believed that Ibrahim was on a waiting list, lbad recently discovered that this was not
the case. Asma identified a need for a break franmg, and for an opportunity to spend time
focused on her other children.

“I never have the opportunity — Ibrahim being her¢o sit down with them, and

to do anything with them...read a book...always thenhis fight going on, and

you have to watch him, and it is just too mucte Tifie is too much, too stressful.

We just want a little break so that | know I'm thether of three other children as
well.” (Asma J)

It was noteworthy that the children within thistéatgroup — who do not fit the model — are
aged seven and eight. At this point in the famfly tycle it may have been too soon for their
families to have settled into a typical mode of@e#on. It was clear that they were striving

to live as normally as possible, and that they gas®ed a need for formal support to help
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them to achieve this. However this support waseeittot put in place, or was insufficiently

established to have met the families’ needs.

At this point it was impossible to tell whether\@ees would be put in place to meet their
needs; whether they, like Sarah’s family, they wlofihd themselves moving towards
resignation; or whether they would seek to achieeemalization by having the child with
autism put in a residential placement outside tiradn (Llewellynet al, 1999). In the case of
Andrew I's family, this latter course of action waffectively imposed upon the family.
Following the interviews, residential short breaksre successfully established. However,
Andrew was excluded from his primary school placetmdue to his behaviours. He was
placed in another school in a different area ofdbenty, but this placement too broke down;
the seventy mile round trip in a taxi and his ifolain the school setting — he was educated
separately from the other children — may have dmuntied to this. No in-county educational
placement could be identified, and Andrew would intgract with education staff in his own
home. As a result, apart from time at the shorbksesetting, Andrew was at home all the
time and was becoming increasingly isolated. Hisdpat home all the time was preventing
his sisters from revising for AS and A Levels. Ifsther was unable to work, as she needed
to be at home to be with him, and this was affgctime family’s finances. Consequently, at
the age of nine, Andrew | moved to a 52-week par y¢acement at a residential school 150

miles from home.
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