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ABSTRACT

Human service professionals provide a range ofices\vo support the health and
development of children with a disability and tsiastheir families. Over the past
two decades, family-centred approaches have bewodety acclaimed as a means
of providing quality services. To date, research fegused predominately on
identifying or measuring discrete elements of pssienals’ practice with families,
such as parent—professional partnerships, famityred practice and family
empowerment, often neglecting to consider the leophctice context. What is
missing is an empirical and contextually groundedarstanding of how
professionals interpret and enact the multiple epteinforming practice. This study
addresses this gap by exploring how professiohaik tfeel and act when working
with families and by examining more broadly, theltirdimensional and contextual

concept of ‘professional practice’.

In this study, professional practice with familisconceptualised as a cultural
activity. The study sought to identify and desctilbe culture of professional practice
with families and how this culture is instantiatadlaily work practice. The
theoretical framework underpinning this study corfnesn Jerome Bruner’s cultural
psychology, and specifically his writings on siegction, culture and narrative.
Accordingly, narrative was considered a meanséatifl, describe and understand
the daily work practices of professionals ‘situaiedheir cultural setting and their

own intentions when working with families.

One hundred and sixty three stories about profeakractice were collected in
focus groups and individual interviews with humanvice professionals in New
South Wales, Australia. These narratives were gedlgeductively to identify the
culture of professional practice. This culture coisgd of ten components reflecting
professionals’ understanding of the culturally gtable ways of working with
families. The cultural components reflected pritespunderlying family-centred
practices as well as traditional medically framad amerging business-like
principles associated with managerialism and ecanoationalism. Narrative

analysis was employed to inductively develop fautuwral core narratives grounded



in participants’ storiesvlaking it work, having to fight, hopeless struggielmaking
the best of itProfessionals potentially have all of these rnisuea available to them

to explain their actions in each practice situation

The results of this study provide a description andlysis of the cultural world of
professional practice with families. For family-tesd approaches to become a
reality, these findings emphasise the critical imgace of education, policy and

staff development for professionals working witmfles that addresses the broader
practice context. Suggestions are made regardmtigeiuexploration of the cross-
cultural validity and the application and implicais of these narratives for
professionals and families. By exposing the cultfrprofessional practice and the
four cultural narratives, this study challengedgssionals, managers, academics and
policymakers alike to critically examine the praetculture and their contribution to

creating and sustaining it.
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1 INTRODUCTION

The first child of young parents has been born @temely with a physical
disability and immediate health concerns. As a ltethiey are negotiating a
wide range of medical and therapy services to ldaw to best support their
child. After a long stay in hospital, they bringethchild home to their rural
community and, almost on autopilot, they attempoliow hurried
instructions from doctors and therapists to “dosthi. go there ... see this
person”. Both the parents and the child cry throwdternate hours of
painful therapy and tiring feeding programs. Theyvel for appointments
with the therapists and doctors not available iaitrarea. Mother and child
temporarily move away from home to be closer ta¢geired services. The
home programs and visits with professionals areroftaumatic and hard
work. Sometimes the parents are not sure why wrtbalo these therapy
programs. After their initial contact with profeesils in hospital they
largely feel alone and a little scared that theg aloing the right thing to
help their child. They are told that it is up taeth now if their child walks. So
they do these home programs and attend these apparits hoping that their
efforts will be enough

| heard this story often as | grew up. It is agtiiat, at least for me, ended well. My
‘disability’ was relatively minor and has little pact on my daily life. | am able to
walk and | barely recall the ‘traumatic’ experieac¥et the anger and distress
associated with my parents’ interactions with saewiis still palpable in the story my
parents tell today. For me, their story starteduairjey seeking to understand services
for children with a disability and, in particulavhat shapes the ways that
professionals work with families. What is it, fotaample, that influences how

professionals provide instructions to parents?

! This and other indented and italicised quotesiareatives based on the data collected in this
research.



Families of children with a disability spend a drédaal of time negotiating to get
support from human service professionals. | am apw of those professionals.
Human service professionals are typically univgreducated and work for health,
welfare and allied health service providers to supthe health and development of
children with a disability and assist their fansligClear, 1999; Cummins & Baxter,
1997; Jones & May, 1992; Turnbull, Turbiville, & fibull, 2000b). In the early
years of my professional life as a clinician arnskgecher, | heard many stories from
professionals and families about services that wareniscent of the challenges and
difficulties evoked in my own family’s story (LIewgn, McConnell, Thompson, &
Whybrow, 2005; Llewellyn, Thompson, & Whybrow, 2QQ4ewellyn, Thompson,
Whybrow, McConnell, Bratel, Coles, & Wearing, 2003iompson, 1998). These
stories fuelled my desire to better understand wifltences the ways that
professionals work with families of children witrdasability. In this chapter |
describe the evolution of this study, which brouigid sharp focus, my ambition to
understand the culture of professional practicé ¥amilies of children with a

disability.

1.1 Background

The fifteen years of my professional career hasiwed in the era when a family-
centred approach became widely endorsed as anisirgaframework for quality
services for children with a disability and theanfilies (Summers, Poston, Turnbull,
Marquis, Hoffman, Mannan, & Wang, 2005; Turnbuledgjle, & Stowe, 2001).
Within this approach, supporting the family is ased to benefit the health and
development of the child with a disability as wesdl the family (Bradley, 1992;
Hutchfield, 1999; Johnson, 2000). Professionals adhapt a family-centred
approach have been defined as holding “... a pasatiadt of beliefs, principles,
values and practices for supporting and strengtigefaimily capacity to enhance and
promote child development and learning” (Dunst,2Qqf 139).

My study initially focused on three issues thatevevident from an analysis of the

empirical literature on family-centred practicebeTirst issue was that the



investigative focus in much of the literature isdiscrete components of practice
with families. There is a focus on features of figreervices examining, for example,
parent—professional relationships and collaboradiosh empowerment (Clear, 1999;
Dempsey & Dunst, 2004; Jivanjee & Friesen, 199tzKaScarpati, 1995;
McWilliam, Tocci, & Harbin, 1998; Trivette, Dunst, Hamby, 1996b; Valentine,
1998). There is also a focus on family servicegim models and policies (e.g.,
Dempsey & Dunst, 2004; Dunst, Johanson, Trivettéla8nby, 1991; Trivette et al.,
1996Db). A third focus is on whether professionaésvaell prepared to work in a
family-centred manner, centring on, for examplefgssional education, skills,
behaviours and attitudes (Bailey, Buysse, Edmond&@mith, 1992; Dunst,
Trivette, & Hamby, 1996; Humphry, Gonzales, & Taylb993; McWilliam et al.,
1998). Although helpful to understanding family-tred practice, these typically
neglected how professionals think, talk and feeluibheir practice with families.

The second issue concerned the appdaektof consistent application of family-
centred principleslespite the popularity of this approach. A nundfestudies had
identified a gap between family-centred principesoutlined in the literature and
the services professionals provided (see for exaniailey et al., 1992; Bruder,
2000; Dunst, 2002; Dunst & Trivette, 1996; Dunsalet1996; Lawlor & Mattingly,
1998; Mahoney, O'Sullivan, & Fors, 1989; McWilliaMaxwell, & Sloper, 1999;
Viscardis, 1998).

The third issue concernetiallenges that have been identified to implemgntin
family-centred principlesSome of the challenges identified were: diffigult
reorienting the focus of services from the childhe family; system policies that
restrict opportunities to building relationshipgtwiamilies; reduction in direct
hands-on services with the child; inadequate ressuincluding funding and staff;
and, professionals inadequately prepared to wottk families (Humphry et al.,
1993; Lawlor & Mattingly, 1998; Litchfield & MacDayall, 2002; Mahoney et al.,
1989; Turnbull et al., 2000b). These challengegssigcontextual factors are critical
to whether or not professionals are able (or rmgpply family-centred principles in

their daily work practices (Galvin, Boyers, Schwadones, Mooney, Warwick, &



Davis, 2000; Harbin, McWilliam, & Gallagher, 2000awlor & Mattingly, 1998;
McWilliam et al., 1998; Trivette et al., 1996b).

Building on this last issue, the likely importarafecontext, | began this study by
exploring how professionals implemented family-cedtprinciples in daily practice
according to their broader ecological and cultemaitext. However, capturing the
depth of how and why professionals practice as tligyproved elusive when based
only on context. In the early stages of data cotbacand analysis, it became
apparent that focusing on practice context alodendt capture the complex and
multi-dimensional nature of professional practiggwiamilies. | came to understand
that the depth of professionals’ stories was inntioee personal, private or ‘human’
features of practice. For example, their understenof themselves as individuals,
and as professionals, and what they believe and feafamilies and for themselves.
Personal features such as these appeared to ioéluand in turn be influenced by
how each professional framed and shaped theiripeagithin their specific context.
My initial focus only on family-centred principlegemed to constrain understanding
of possible inter-relationships between persoratlies and practice context. |
realised | needed to take a ‘step back’ and exathmeoncept of professional
practice more broadly, moving beyond although stdbrporating context to also

encompass professional culture.

As part of this process, | found other investigatoad already endorsed a more
systematic approach to the multi-layered systemewsunding professional practice
with families. What | term my ‘a-ha’ moment cameesh found a ‘cultural
interpretation of practice’ had been proposed aayof understanding professional
practice with families. Several researchers sugfestthis approach, that is a
cultural interpretation of practice, will help tadfy the underlying values, beliefs,
assumptions and meanings held by professionald #foeiuwork (Bailey, Palsha, &
Simeonsson, 1991; Bengtsson, 2003; Bruder, 20001dHuy et al., 1993; Katz &
Scarpati, 1995; Lawlor & Mattingly, 1998). The rwtithat cultural matters
influence practice had already been used to fraarieeeinvestigations of teacher
practice in classrooms (Gallimore & Coots, 1996rd¢s, Moore-Johnson, Peske,
Kauffman, & Liu, 2001), general medical practicegfighall, Sheaff, Rogers,



Campbell, Halliweel, Pickard, Sibbald, & Roland02), and service plans for
children with a disability in early intervention &z & Scarpati, 1995).

To assist my understanding of how to conceptualiséessional practice with
families in cultural terms, | turned to the workaifitural psychologist Jerome
Bruner (Bruner, 1990a; Bruner, 1996a; Bruner, 199Bhuner’s writing in the ‘new’
cultural psychology on situated action, culture aadative provides a framework
for understanding rather than predicting humaroactie places emphasis, for
example, on the interpretive processes involvezbmstructing meaning around
action and the importance of exploring these preee$o understand why people do
what they do (Bruner, 1990a).

In brief, Bruner proposes that the nature and callshaping of meaning are a
central influence on human beliefs, thoughts anida¢Bruner, 1990a; Bruner,
1996b) Fundamental to understanding these interpretivegsses is the concept of
‘situated action’. That is, action situated in #wal setting and in the intentional
states of members of that cultural community. Bruatk/ocates situated action as a

means of understanding human action stating that:

In the end, even the strongest causal explanatibtiee human condition
cannot make plausible sense without being inteedrit the light of the

symbolic world that constitutes human culture (Bmyri990a, p. 138).

Following this, Bruner also suggests narrativdesrmeans by which individuals and
cultures order their experience and constructtsegbiruner, 1996a, 1997; Bruner &
Kalmar, 1998; Bruner, 1996b). To understand hunaastheir dilemmas therefore
from this perspective, requires examining the ‘a@wve mode of thought'. In this
narrative mode of thought, the meaning of individuexperiences and what they
know, think, and do is represented. Further tq this ‘narrative mode of culture’ is
the way meaning is constructed within a cultureuri®r suggests therefore that the
meaning within the culture can be understood byntreatives or stories told by its
members. For Bruner, narrative constitutes a shamddrstanding and expression of

a particular culture’s worldview. In essence Brubelieves that:



It is through our own narratives that we principabnstruct a version of
ourselves in the world, and it is through its naweathat a culture provides

models of identity and agency to its members (Brub@96Db, p. xiv).

Bruner’'s new cultural psychology approach offeldeklieved, a way to overcome
the stumbling block | had encountered when firsung on context and family-

centred principles alone.

| therefore moved to adopt a cultural interpretatid professional practice with
families of children with a disability. Using Brune (1990a) conceptualisation, |
sought to identify and understand the culture ofgssional practice with families.
Further, | aimed to understand how professionafsitact and substantiate this
culture in their day-to-day thoughts, actions, #mdugh their experience. In doing
so, |l intended to build on and at the same timaedjihe considerable body of work
that exists on discrete components or approachestbice with families. By
adopting a cultural view of practice, my study aihte address the values, beliefs
and underlying meanings held by professionals @it foractice with families. My
purpose was to provide an understanding about dnkelin which professionals live
and make decisions. Identifying, exposing and ngrttie dimensions of
professional practice in this way has the potentiaélieve, to shape policy,
professional education and practice to achieve mgpportive and beneficial
relationships with families facing their child’ssaibility.

1.2 Aim of study and research questions

This study had two broad aims: (i) to identify axglore how professionals work
with families of children with a disability from@ultural perspective, and, (ii) to
identify and describe the cultural context of thesek practices from the
professional perspective.

Employing Bruner’s concepts of situated actionfungl and narrative, | derived the

following research questions for this study:



1. What are the core narratives in professionals’ praaevith families of
children with a disability?

2. What is the culture of professional practice wamilies of children with a
disability?

This study has sought to understand professioaatipe with families from the
perspective of human service professionals. Prigfieals’ stories, including their
experiences and interactions with families’ storiese examined and interpreted.
This study was cross-sectional in nature and dichittiempt to examine professional
practice over time. Nor did | set out to examine plerspective of other people who
may influence professional practice with familiegts as policy-makers, service
managers or the families of children with a disapilThe culture of human services
more generally, the family perspective, and pastémprofessional practice over

time, are questions worthy of in-depth examinatiotheir own right.

1.3 Definition of terms

As noted, this study adopted a Brunerian cultueahkwork. ‘Culture’ according to
Bruner is shared symbolic systems and traditioraisiof living and working
together as represented in, for example, languaygths, rituals and literature, and
which reflect the accepted ways of life in a cudt@@Bruner, 1990a). Bruner’s concept

of culture is explained in detail in Section 3.1.2.

Bruner’ concept of ‘situated action’ is also cehtoathis study. Situated action is
defined as the actions including mental activityichhare given meaning by being
‘situated’ in a cultural setting and in the valulesliefs, intentions, desires and
commitments of the members of that cultural comityuiBruner, 1990a). Situated
action is described in detail in Section 3.1.1.

For the purpose of this study, the single termfggsional’ is used to refer to human

service personnel as defined in Australian papgdobes and May (1992) and Clear



(1999) and noted in the first paragraph of thisodtiction. Specifically,
‘professionals’ refers to university-educated emgpls in the human service system,
including counsellors, nurses, occupational thetappsychologists,
physiotherapists, social workers and speech th&sapi

The term ‘family’ is increasingly used to definevale diversity of family types and
lifestyles, including for example, single-parergrded, nuclear and communal
families (Australian Institute of Family Studie®9). For the purpose of this study,
the term ‘family’ was purposefully broad as empldysy the professionals who

participated in this study.

1.4 Synopsis and organisation of the thesis

Over the past two decades, family-centred pratiasebecome the framework of
choice for the delivery of quality services to dnén with a disability and their
families. To date, studies in this area have fodusediscrete practice components
and often failed to consider the context in whicagtice occurs. To fill the gap in
understanding about professionals’ values, belefsymptions and meaning of
practice with families, a cultural interpretatiohpoofessional practice with families

informed this study.

This study sought to identify and describe theurelf professional practice with
families, following a Brunerian concept of cultuesd to understand how
professionals instantiate this culture within thaarly practice. The purpose in doing
so was to achieve an understanding of the cultwodd in which professionals live
and make decisions in their practice with familiésposing a deeper view of the
cultural world in which professionals think, fe@ldaact has the potential, | believe,
to shape policy, professional education and pra¢tcachieve more supportive and
beneficial relationships with families of childrernth a disability.

In the next chapter, | examine the cultural worfighfessional practice as presented

in the literature and policy documents. Chaptee8cdbes Bruner’s concepts of



culture, narrative and situated action that unadetipgé conceptual framework for this
study as well as the methodology employed in thdystThe following two chapters
present and discuss the findings from the studpp@r 4 presents the cultural core
narratives of professional practice with famili€hapter 5 presents the principles
comprising the culture of professional practiceaftier 6 considers family-centred
practice within this new understanding of profesai@ractice. Chapter 7
summarises the findings and puts forward recomntemdaon research, education,
policy and practice.



2 PROFESSIONAL PRACTICE WITH FAMILIES IN
POLICY DOCUMENTS AND LITERATURE

In this chapter, | explore the cultural world iniain professionals think and act as
depicted in service system documents and thetlibleraThis review provides a
context for the research questions in two waystiexposes the values, beliefs and
assumptions to which professionals may be accudtdria their daily work. Second,

it identifies current empirical knowledge about hprmefessionals think, feel and act

in relation to these values, beliefs and assumstion

The literature on practice with families of childrevith a disability as a cultural
activity is a discrete one, originating almost estyely from the United States of
America. This review of the literature thereforsaidentifies key concepts to which
human service professionals working with familiéshldren with a disability in
NSW may be acculturated. Concepts are drawn fréewaiat Australian and NSW
legislation, human service policy documents, amerirational literature on practice
with families. The literature reviewed comes frdm professions of occupational
therapy, speech therapy, physiotherapy, psycholugnging and social work, and
includes empirical studies and issue papers tiegbamarily program focused, for

example, in early intervention or school-aged s®vi

The disability service system provides a frameworkprofessional socialisation
into disability services in NSW. The structure loiktservice system and
Commonwealth (Federal) and State legislative requémts are outlined in Section
2.1 as a context for the concepts identified inftllewing sections. Reflecting the
historical interpretive approach of Bruner’s cu#tiypsychology, these sections (2.2
to 2.4) trace the historical movements that haflaenced practice with families.
Specifically, Section 2.2 addresses medical inezgpions of professional practice;
Section 2.3 addresses concepts that reflect ayfareiitred approach to practice.
Section 2.4 reviews concepts that reflect manalg@maand economic rationalism
that influence practice. Section 2.6 includes aem@\of the small and discrete body
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of literature on practice with families as a cudtiuactivity. This review is

summarised and the research questions restatetiin$2.7.

2.1 New South Wales services for families of childrerntiwa
disability

2.1.1 The disability service system

At the outset of this study, there were severalayers in the provision of services
for children with a disability and their families NSW. The first of these, the NSW
Department of Ageing and Disability (ADD), was thencipal department
governing the policies, funding and provision afvéees for children with a
disability and their families in NSW. It was notwever, a direct service provider
(NSW Ageing and Disability Department, 2000b). $s\provision came from the

second and third major contributors to the disgbdervices sector.

The second major contributor was the NSW Departrae@ommunity Services
(DoCS). Community Support & Resource Teams witha€B were funded by the
NSW government via ADD to provide support servifmschildren and their
families in the community. In April 2001, a newtstgovernment department was
formed, known as the NSW Department of Ageing, Dilgg and Home Care
(DADHC). This new department incorporated the digglzomponent of DoCS,
Home Care Services and ADD. There were no direamhgés to the physical
locations of existing services, service activibe®perational staff within DoCS, but
rather a renaming and realignments of these serwité DADHC (NSW State
Government, 2001). Therefore, Community SupportlResource Teams continued
to provide support operating however under the iaaspf DADHC. With no
changes to service activities or operational stafny of the relevant policies and
procedures developed by DoCS and ADD were contitnyddADHC.

The third major contributor to services for childneith a disability and their

families was the non-government sector. Non-govemtrorganisations (NGOS)
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were contracted by ADD (later DADHC) to provide siadist services for children
with a disability and their families, including reation, respite, counselling and
therapy services (NSW Department of Community $ei2001d). Historically,
parents, frustrated by a lack of opportunities sedices, initiated many of the non-
government services for people with a disabilityadey, 1992). In NSW, some of
the larger non-government disability services ated by the NSW government to
provide services for children with a disability atheir families at this time were The
Spastic Centre of NSW, The Northcott Society and Royal Blind Society (NSW

Department of Community Services, 2001d).

At the time of this study, human service profesalsnvere working with, or for
these key players, providing specialist supponises to children with a disability
and their families in the community in NSW. Thesevges included: therapy,
respite and recreation, counselling and finandalstance — although not all families
received all services. Services were usually basetthe age of the child with a
disability. Early intervention services were taggkeat children between birth and six
years of age with, or at risk of disability. Thessvices included medical,
therapeutic, educational, and/or social intervergtiprovided through home visits or

centre-based services (Early Intervention Coordina®roject, 1994; Linfoot, 1998).

School-aged children with a disability in NSW weenerally enrolled in one of
three educational programs: special schools fddin with a disability, support
classes in regular or ‘mainstream’ schools, oeguiar classes in mainstream
schools (NSW Department of Ageing Disability andnitoCare, 2003). Decisions
on which educational program a child with a digab#dttended were made by a
District Education Panel based on consultationk wérents or caregivers and
consultants, including human service professionelt® may be involved in, for
example, diagnosis or functional assessments afhih@ or school environment
(NSW Department of Education and Training, 199He $tudent's support needs in
areas such as curriculum, mobility, social skisrsonal care and communication as
well as available educational resources such gsosugeacher availability or
funding for building modifications were taken irdocount (NSW Department of

Education and Training, 199 Human service professionals usually provided
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services to support children with a disability ahelir families in, or allied to their
school environment. Professionals also worked waliitdren and families in centre-
based services where the child and family visiteel o more professionals at the
service centre or in home-based services wherprtfessionals visited the child and

family at home.

At that time (2000-2001), government based CommBufpport and Resource
Teams were the primary providers of disability s&s to school-aged children with
a disability in NSW (NSW Department of Communityr8ees, 2001a). They
consisted of multi-disciplinary teams of human gzr\professionals for school
therapy, generic resources and behaviour manageM8klY Ageing and Disability
Department, 2000a). School therapy teams providedialised therapeutic services
including occupational therapy, physiotherapy, shdberapy and support to school-
aged children with the aim of enabling them to aehitheir individual child and
family and educational goals. They often workedssociation with generic
resource teams who assisted children and familigsagcessing appropriate
resources (including financial assistance, homesahdol modifications and
equipment). They may also have worked in associatith behaviour management
teams that work with schools, families and thedctol manage challenging
behaviours through training, intensive child anchifg interventions, education,
programming and consultations with other professi®(NSW Ageing and
Disability Department, 2000a).

NGOs also provided services to support school-agéddren with a disability and
their families in NSW. These services varied incture, with some teams being
task-based (e.g., communication teams) and othefsgsion-based (e.g.,
occupational therapy). However, most followed maged-based team structures in
line with their government counterparts (e.g., sttaged team). They provided a
variety of school, centre and home-based servigelsiding for example, therapy,

environmental assessments and modification, colimgeind coordinating respite.
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2.1.2 Disability service policy

There are several legal directives that goverrbilisaservices in Australia. These
directives however do not specifically target cteld with a disability or their
families. This contrasts to legislation in the éwitStates of America (USA), briefly
mentioned here because much of the literature agkimgwith families has arisen in
the context of these laws. Part H of American Fubdéiw 99-457 The Education for
Handicapped Children Act Amendments (1986) (lateeaded to Part H of Public
Law (PL) 102-119) and the passage of the Indivluath Disabilities Education
Act (IDEA)(1990), (later reauthorised as IDEA (1993pecifically legislate on
working with children with a disability and thegrhilies in ways that promote
family strengths, capacities and active particgrain services. They emphasise
viewing the child in the context of the family uaid stress services must address
family priorities, build on family strengths and etéamily needs (Polmanteer &
Turbiville, 2000). These laws seek to encourageifaneted partnerships among

society, professionals and the family (Sokoly & Boki, 1992).

In 1986 the Commonwealth Government of Australiacted the Commonwealth
Disability Services Act, which legislated for equights and opportunities for people
with disabilities. In 1991 the Commonwealth, Statel Territory governments
signed the Commonwealth/State Disability Agreenf@3DA) which agreed: (i)

that all parties would be guided by the princi@esl objectives of the
Commonwealth Act; (ii) that all states and terigerwould enact legislation with
complementary principles and objectives; and {@ia national approach to needs

based planning for disability services.

Eight National Disability Service Standards werbsgguently developed that, while
not part of the Act, translate the Principles arje@tives into standards for service
practice. These standards were later incorporatediie relevant state disability
service standards known in NSW as the NSW Disglfldrvice Standards,
described below.

The NSW Disability Services Act (1993) was develbpalowing the
Commonwealth/State Disability Agreement and refleéoe philosophies of the
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Commonwealth Disability Services Act (1986). TheW®isability Service
Standards, whilst not part of the Act, were devetbfp assist NSW services to
conform to the principles and objectives outlinedhe Act. Together, the NSW
Disability Services Act (1993) and the NSW Disdpifbervice Standards are
benchmarks for quality services for people witratlities and their families in
NSW.

The ten NSW Disability Service Standards are devd:

1.

Standard service accessconcerned with ensuring each consumer hasacces
to a service on the basis of relative need andablairesources.

Individual needslescribes ensuring each person with a disabéditgives a
service designed to meet his or her individual sl personal goals.
Decision making and choistates each person with a disability has the
opportunity to participate as fully as possibleriaking decisions about the
events and activities of his or her daily life andelation to the services he
or she receives.

Privacy, dignity and confidentialitig concerned with recognising and
respecting each consumer’s right to privacy, digaitd confidentiality in all
aspects of his or her life.

Participation and integrations about ensuring each person with a disability
is supported and encouraged to participate in andvnlved in community
life.

Valued statustates each person with a disability should bergihe
opportunity to develop and maintain skills and &otigipate in activities that
enable him or her to achieve valued roles in theroanity.

Complaints and disputeseeks to ensure processes are in place where each
consumer feels free to raise and have resolveda@amylaints or disputes he
or she holds about the agency or service theyvecei

Service managemerggards adopting sound management practices that
maximise service outcomes for consumers.

Family relationshipsoncerns ensuring each person with a disabiligives

a service which recognises the importance of pvesgfamily relationships
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and informal social networks and is sensitive @rthultural and linguistic
environments.

10.Rights and freedom from abusesures the legal and human rights of people
with a disability are upheld in relation to the y@ation of sexual, physical
and emotional abuse within the service (NSW Ageind Disability
Department, 1998).

DADHC is responsible for ensuring that all prograimet receive funding for
disability services conform to the principles o# tNSW Disability Services Act
(1993). The Standards in Action Manual providesiglines on the implementation
of the NSW Disability Service Standards (NSW Ageamgl Disability Department,
1998). As a condition of funding, DADHC monitorsth government and non-
government services against these practice reqamtenthrough a process of audits
and the completion of annual self-assessment pask®&SW Ageing and Disability
Department, 1999, 2000a). These packages servEasavork for accountability.
The granting or continuation of funding is contingen service activities
demonstrating compliance via this accountabilitygasss to the ten NSW Disability
Service Standards and the NSW Disability Servicets(A993).

As stated previously, this review identifies keycepts of the cultural world of
disability services. The first of these reflectsaalitional view of practice with
children with a disability and their families, whics framed within a medical

discourse. This concept is explored in Section 2.2.

2.2 Medical rationale and ‘traditional’ ways of workingvith

families

According to Clear (1999) Australian formal carsteyns for people with a
disability have traditionally been aligned with nead and scientific rationales.
Internationally, Lawlor and Mattingly (1998) refed to the rationale underlying
service delivery with families as the ‘culture ebimedicine’, noting that
professional preparation programs continue to peepeofessionals in line with this
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approach. Dunst (2000) described this traditiomadically framed way of
conceptualising, developing, and implementing sewifor children with a disability
and their families as direct treatment-focusedicttebased, service-based and

professional-centred.

In this traditional medical view of practice withnhilies, the professional is central.
Professionals are viewed as the experts, actiagogternalistic fashion towards
children and families whose contribution is deerttede limited: to providing
information and passively complying with an intertien plan proposed by the
professional (Bazyk, 1989; Dunst et al., 1991; lav# Mattingly, 1998; Singh,
1995). The ‘expert’ professional is positionedtss primary determinant of child
and family service needs (Larson, 1998). AccordinGlear (1999), professionals
determine and address these needs through anctiderprocess where the
professional assesses and identifies the problerasunes the extent of the problem,
prescribes a program or regime of treatment, monitee effects of that intervention

and evaluates the status of the intervention.

In this approach, the child with a disability, aatiag to Bailey and colleagues
(1990) is the traditional focus of intervention {IBg, Simeonsson, Yoder, &
Huntington, 1990). In a survey with USA early iention service providers, for
example, Mahoney et al. (1989) found most servaagwere reported as child-
centred, noting that by focusing their intervensi@m the child, professionals were
better able to measure the effectiveness of th&rventions. Similarly families in
Australia (Thompson, 1998) and the USA (Katz & $adir 1995) have reported the
services they received were primarily child-focused

Being child-focused, professionals working withimsttraditional view of practice
provide direct, hands-on treatment to address tbielgms or deficits they identify.
In a discussion paper based on ethnographic résaatise USA, Lawlor and
Mattingly (1998) identified this direct practice ‘@sal work” or “real treatment”.
The real work is this: grounded within a medicald®lp professionals identify
problems in the child’s body or behaviour, ofteimngsstandardised assessments.
They provide treatment techniques based on treeiritlg and restrict interventions
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to address outcomes that can be measured andagpothers (Lawlor &
Mattingly, 1998; Mattingly, 1991). According to e authors and others
(McWilliam, 1996), professionals in the USA continto express concern about
their ability to help support children and familisken they are not able to work
directly with the child suggesting professionalsymat be acculturated to working

in any other way.

This may not be so surprising as over twenty yagos Donnellan and Mirenda
(1984) reported that professional training progravese treatment oriented,
emphasising the acquisition of techniques and nastfar working directly with the
child with a disability. At that time, little or nattention was given to supporting
professionals to work with families. According t@ny authors, in the decade or so
that followed, professional preparation programthaUSA continued to prepare
practitioners to be treatment oriented, child-fexliexperts that hold authority over
their client (Bailey et al., 1992; Bailey et al99l; Bailey et al., 1990; Johnson,
2000; Whitehead, Jesien, & Ulbanski, 1998).

To date, Australian professional preparation prograave not been critically
examined and reported in the literature. One ungld report by Rodgers and
Brown (2004) compared the paediatric componentofipational therapy
preparation programs in Australian, New Zealand @adada. Paediatric
intervention strategies and methods for treatingldn were the most frequent
elements of programs in all three countries. Ednggiarents was the second most
frequently taught practice in Australia and New |aed and was represented in 90%
of the programs. As no further detail was offerbdwt what ‘education of parents’
entailed, it is unclear if this involves more thhe traditional view in which parents

are taught to carry out programs determined bygssibnals.

Internationally, some authors have observed tleaetiucation and socialisation of
professionals to these traditional role expectatisra major barrier to working with
families and advancing child and family health aredlbeing (Bailey et al., 1992;
Clear, 1999; Donnellan & Mirenda, 1984; Dunst et H91; Lawlor & Mattingly,
1998; McWilliam, 1996).
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2.3 Family-centred concepts for working with families

In the literature it is possible to identify a maagay from the traditional medical
ways of working with families outlined in Sectior22o the principles and practices
identified as ‘family-centred,” sometimes calledrtiily support’, ‘family-focused’
and ‘parental empowerment’ (Bailey et al., 1992). €onsistency, the most
frequently found term, family-centred, is usedhistreview. According to Turnbull
and colleagues (2001) family-centred approaches@seestablished core concepts
of disability policy and practice in the USA. Sianily, Bruder (2000) noted this
family-centred approach has guided research, trgiand service delivery since the
mid 1980s, an assumption not necessarily sharedhey authors as noted in the

previous section.

Within the family-centred approach professionaksraquired to realign their usual
focus on the child to recognise families as agbi&gicipants in services (Dunst,
Trivette, & Deal, 1988; Polmanteer & Turbiville, D). As noted in Chapter 1,
Section 1.1, professionals who adopt this familgtexd approach have been defined
as holding “... a particular set of beliefs, prineip| values and practices for
supporting and strengthening family capacity toagmde and promote child
development and learning” (Dunst, 2002, p. 139).

A great deal of the literature is devoted to idgirig and exploring the principles
and practices of this family-centred approach. €hgrlso a significant amount of
research on operationally defining and measuririgazoes when this approach is
implemented. NSW service policy documents do net#jgally declare a family-
centred approach. However six key concepts in teesgce policies reflect family-
centred principles also evident in literature aggkearch. These are a child or family
focus, enhancing a sense of community, shared megplity and collaboration,
protecting family integrity, empowerment and stritieging families, and
individualising practice. The literature pertainitegthe nature and practice and

understanding of each of these concepts is revidetxiv.
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2.3.1 Child or family focused?

Despite the reported ideological shift towards nfareily-centred practice, debate
continues as to who is the client in human senviceshildren with disability and
their families: the child, the family or both (Duret al., 1991; Lawlor & Mattingly,
1998). Though client needs are considered cemtitilet rationale for services,
professionals may receive and help sustain comfifjgtleas about who is the client

while this debate continues.

In NSW, professionals may receive these mixed ngessat both policy and
procedural level. For example, the NSW DADHC Statd®irections paper states
people with a disability, their families and carars their clients (NSW Department
of Ageing Disability and Home Care, 2002b). In ¢ast, the eligibility parameters
for program funding emphasise the person (or chiit) a disability (NSW

Department of Community Services, 2001d).

The way in which family-centred practice is desedbn much of the literature also
presents some ambiguity about who is the cliennywauthors describe family-
centred support services as involving “clients dredr families”. This suggests, in
line with the traditional practice described earltbat the child is the focus of
professional intervention, followed in second pldmethe family (Galvin et al.,
2000; Munford & Sanders, 1999; Singh, 1995). Intast, other scholars have
suggested more in line with a family-centred apphahat the family is valued
above and beyond their role as the child’s carde(A& Petr, 1998; McWilliam et
al., 1999).

This ambiguity may lead to uncertainty for professils about who should be their
focus as noted by Lawlor and Mattingly (1998). Thealed the uncertainty to
professionals’ difficulty in shifting roles and iolving families, leaving
professionals unsure about how to measure thetiwgeaess of their intervention — in

the child or in their family.
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Alternatively, professionals may assume that caid family focused interventions
are interwoven as intervention with one, influenitessother, whether intentional or
not, thus bypassing the question of who is the @nnclient (Bailey et al., 1992). In
NSW, whether professionals regard the child, tfeemily or both as the focus of

services has yet to be explored.

2.3.2 Enhancing a sense of community

In the early 1970s, a movement towards normaliiegexperience of people with a
disability began (Wolfensberger, 1983). In Austalegislation arising from the
principles of this normalisation movement goverqsas rights and opportunities for
people with a disability. A core principle in theSM/ Disability Service Act (1993)
states: “Persons with disabilities have the sanseclhbaiman rights as other members
of Australian society”. One such right is that tamily is considered the natural and
best environment for supporting and nurturing ddcith a disability (NSW
Department of Ageing Disability and Home Care, 2002 NSW service policy
and the literature, professionals are thereforegdthwith supporting the integration
of children with a disability and their familiestintheir local communities — a
concept also noted in the international literadvgosta & Melda, 1995; Dunst &
Bruder, 2002; NSW Ageing and Disability Departmdr&98, 1999; Roberts, Rule,
& Innocenti, 1998; Vandiver, 2004).

In the literature, the term integration and inabusare often used interchangeably to
describe practices aimed at promoting the commuamty/families of children with a
disability coming together around shared valuessambort needs (Dunst, 1990).
Bradley (2000) used the term inclusion to descailwenceptual evolution from an
‘inclusion-like’ geographical focus to an ‘integat-like’ one tied to social,

personal and political elements of participatidmyice and relationships (Bradley,
2000).

Derived from the principles of normalisation, Brayl(2000) asserted that the values

underlying integration are based on affirmativeor of equality and

accommodation of difference. These ideas are esmg#tin NSW service
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documents directing services to ensure the indaliduight to be a part of his or her
local community. The fifth NSW Disability Servicegg®dard states, “Each person
with a disability is supported and encouraged ti@pate and be involved in the
life of the community” (p. 7). Accordingly, serviegsion, values and key
performance areas of both government and non-gmearhservices reflect this
notion (Eastern Suburbs Developmental Disabilitywise, 2002; NSW Ageing and
Disability Department, 1999, 2000a; NSW Departnegr@ommunity Services,
20014, 2001c; Spastic Centre of NSW, 2001).

Strengthening a local community is considered agesjormance area for services
as they strive to ensure that people with disasliteel included in the community at
large (NSW Department of Community Services, 2008)s involves professionals
working with and educating communities to recogmirevaluable skills of people
with disabilities and the roles they can adopt witlhe community (Disability
Service Standard, No 6 — Valued Status). Theseigsldescribe what the literature
refers to as empowering communities (Ackerson &ridan, 2000). Empowerment
is explored further in Section 2.3.5.

The literature provides professionals with guidedion the actions they might take
to enhance community integration in this way. &oample, Harbin and colleagues
(2000) asserted that professionals must addressdjw barriers to integration of
children with a disability and their families inteainstream community life and
opportunities. They named these barriers as inotuf#iar, lack of physical access to
service programs and community spaces, a lackegiated social activities, and a
lack of skills and knowledge in the community osatility and how to include
families in community opportunities (Harbin et &000). In addition, literature, and
NSW human service policy and procedures increagitigbct professionals to build
relationships with families and share responsipftir developing, implementing and

evaluating interventions.
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2.3.3 Shared responsibility and collaboration

The electronic Encarta World English Dictionary (ktisoft Corporation, 1999)
defines collaboration as the act of working togetki¢h one or more people in order
to achieve an outcome. According to Dunst (1990aboration between
professionals and parents involves developing peships based on mutual respect
and sharing information as a means to strengtharyféunctioning and address

child and family needs.

In a review of a research paper, Dunst (2002) fgbted that parents and
professionals needed to work together throughdstades of the service delivery
process. In sum, he noted that professionals andi¢a should collaborate in
determining child and family needs, setting goald mtervention plans and
implementing, monitoring and evaluating the sersipevided. In contrast,
Beckman, Frank & Newcomb (1996) suggests collabayainly on identifying
family needs. The contrast between these pointgeaf suggests that professionals
learn different perspectives, a potential reasonvioy they may collaborate in
different ways with families. Beckman and assoa41996) implies a more
professional-centred approach, where professiamdisborate in order to get
information for designing services. In contrastnBiu(2002) promotes family—
professional collaboration throughout the wholecpss. Lawlor and Mattingly
(1998) highlighted the complexities of parent cdtagion in more professional-
centred practices, noting that, in these instarga@®nts were more likely merely to
provide information and carry out professionallyeleped programs, than to be

truly collaborative partners.

NSW Disability Service Standards and service peéi@nd procedures direct
professionals in NSW to establish and maintainneaiships with people with
disabilities, their families, other services, anhd tommunity as a whole (e.g., NSW
Department of Ageing Disability and Home Care, 2002SW Department of
Community Services, 2000; NSW Department of Comtyudervices, 2001c;
Spastic Centre of NSW, 2001). The core featurdbasfe partnerships receive
considerable attention in NSW policy and literat@emmon features identified

include collaboration, teamwork, trust, and commation.
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It is generally thought that collaborative partingps are based on open
communication (Hutchfield, 1999; MacKean, Thurst&r&cott, 2005). DoCS and
DADHC recommend clear and direct communication leetwclients and services.
They direct services to establish protocols thatesprofessionals’ written and
verbal communications define intent and expectatmirtheir interventions clearly
and transparently. For example, service protocoéstprofessionals to document
and distribute their intervention goals and planthe family and other professionals
involved with the child and family (NSW DepartmeafitCommunity Services,
1996).

Honesty, integrity and trust are additional valuaderlying the provision and
funding of disability services in NSW. DoCS (200id8ntifies trust as one of their
core values defining it as “doing what we say wk &o. Delivering on our

promises” (p. 1). Later, DADHC (2002b) suggestedtiis achieved through honesty
and integrity with clear, open communication ofvéa¥ guidelines and procedures,
thus outlining expectations of services and dejivadrservices in accordance with
these guidelines. The literature has also highdidghihe importance of these features
to achieving professional-family collaborationg(eBeckman et al., 1996; Bolton,
2000; Dunst et al., 1996; Hutchfield, 1999; MacKeaal., 2005, Turnbull, 2006, in

press).

There is an expanding literature on family—professal collaboration. Parents have
identified their preference for services where pssfonals communicate in ways that
portray a genuine interest in the child and fanshare information and invite and
respect family viewpoints (Baxter, 1989; MacKeamalet2005; McKenzie, 1994).
Families also report experiencing interactions \pitbfessionals that do not include
these preferred characteristics (Baxter, 1989eke004; McKenzie, 1994). The
mismatch here appears to be between what famibed and expect from

professionals in a relational sense, and what éxpgrience.

A recent Canadian study by MacKean et al. (200ppstted the importance of the
relational elements of practice and particularljfadmrative partnerships. However
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they also found that when family-centred care israponalised, collaborative
processes often disappear and are replaced byemang responsibility to parents.
They highlighted four contributing factors to ddfilties in establishing true
collaborative relationships and the related in¢lorato conceptualise family-centred
practice as training parents to take more respoigitf-irst, the history of family-
centred care, which was founded in parents advogér more responsibility for
their child has contributed to training parentsake responsibility rather than
engage in collaborative care. Second, the bustlisssurse of efficiency and cost
effectiveness suggests shifting responsibilityacepts is cheaper. Third, the
traditional medical model emphasises the ‘experfgssional who tends to define
the roles parents are expected to play. Fourttitivaal biomedical ethics, with an
emphasis on autonomy and self-determination uneermacognition of the
importance of relationships and working togethea¢iean et al., 2005).

Similarly, in an Australian study reviewed fully 8ection 2.6, parents also reported
valuing the more personal elements in their pastmnps with professionals. Clear
(1999) noted that when genuine partnerships wexgeptt, parents consistently
commented on the “personal quality” of the relasioip when professionals made
efforts to “step outside their professional seff’ 2). However like MacKean et al.
(2005), Clear (1999) found that these parent—psudes| partnerships were
undermined by an inequality and objectivity borriteg more traditional medical

rationale for practice.

Two studies have explored, from the professionespextive, other barriers and
difficulties in achieving collaboration between fassionals and families (Bailey et
al., 1992; Dinnebeil, Hale, & Rule, 1999). Findingdoth studies highlight the
relevance of service context and the socialisatimhpreparation of professionals for
working with families. In the earlier study, Bailand colleagues identified several
barriers to parent involvement in early interventservices. Family barriers (e.g.,
knowledge, skills, attitudes, resources, familydlioming) and system barriers (e.g.,
institutional policies, lack of resources, and elshed and or inflexible systems)
accounted collectively for more than 70% of therieas identified. Barriers
associated with professional lack of knowledge e skills and attitudes
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accounted for 15% of the barriers identified arida@ questions about the extent
professionals were prepared and able to work vaithilfes. The final obstacle to
parent involvement in services arose from the tzfaleliable, valid and practice

assessment instruments that incorporated familglvewment.

In the more recent study, Dinnebeil and collead889) noted similar barriers to
those identified by Bailey et al. (1992). In a qiagive analysis of open-ended
survey questions, they identified five categorlest most enhanced and hindered
parent—professional collaboration: the programgsuphy and climate; service
delivery options; teaming approaches (concerning Yarious personnel and
families work together); administrative policiedapractices (including the quality
of program personnel); the community context; @he,wider service system in
which the individual program is situated.

An Australian study by Litchfield and MacDougall0@2), whilst not specifically
focused on partnerships, did explore parent invobk#et in services. In-depth
interviews were conducted with ten physiotherapagigking in family-centred
community based paediatric services. They fountttiephysiotherapists saw their
role as working together with parents to identifiglaeach shared goals, a role
endorsed by the family-centred service policy. Hosvehey also identified other
service conditions and policies that worked agginstessionals fully adopting
policies on parental involvement. These tensiorik faimily involvement included a
mismatch between family desires and available messiyand pressure to document

their work process and outcomes within evidencetasactice.

It appears therefore that professionals are dideiatservice policy to develop
collaborative partnerships with families and dismelgthis approach in practice as
reported in the empirical and discussion-basethlitee. Parents when asked for
their preferences endorse qualities of the pradess-family relationships identified
in policy, including respect, open communicationst and integrity. Despite this
agreement, several studies report that professi@tidlistruggle to develop
collaborative partnerships (e.g., Bailey et al92;%Clear, 1999; Dinnebeil et al.,
1999; MacKean et al., 2005). Studies that desc¢hbdarriers to parent—professional
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partnerships raise questions about how professiongrpret their responsibilities in
their relationships with families and how the breaservice context informs the way

in which the relationship proceeds.

2.3.4 Protecting family integrity

Protecting family integrity is identified by Dun@t990) as a major principle of
family support. According to Dunst (1990) this itwes respecting and protecting
the beliefs and values of individual families andividual family members.
Resources and supports are provided with the aidewéloping and maintaining
healthy relationships between family members. Tgkides ensuring all family
members are involved and considered in the progEamst, 2002; Rosenbaum,
King, Law, King, & Evans, 1998).

Service policies and literature value practices #ia to preserve family
relationships. In NSW, professionals are accouetabterms of the Ninth Disability
Service Standard, which asserts that each pergbravdisability should receive a
service that recognises the value of and seeksegepre family relationships and
informal social networks (NSW Ageing and Disabildgpartment, 1998, p. A4.6).

A component of preserving family relationshipsupggorting families to continue to
care for their child with a disability at home rathhan seek out-of-home placement.
Preventing out-of-home placement has been the foicosich research attention in
Australia and internationally (e.g., Agosta & Meld®95; Hannerman & Blacher,
1998; Llewellyn et al., 2005; Llewellyn et al., Z)0This body of research has
predominately focused on identifying the child, fgrand support factors that help
predict families at-risk of out-of-home placemeuyviding guidance to
professionals on how they might support familiesdatinue caring for the child

with a disability at home. There is little in thiedy of research that explores how

professionals interpret and make decisions abouttenaing family relationships.
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2.3.5 Empowerment and strengthening families

Empowerment of people with a disability and th@menunity is a feature of the
literature and policies on working with familiesde Agosta & Melda, 1995;
Bradley, 2000; Dunst, 2000; Itzhaky & Schwartz, @0KQirshbaum, 2000; Singer &
Powers, 1993). Empowerment is defined as “the mooéhelping individuals,
families, groups, and communities increase persamalpersonal, socio-economic
and political strength and influence toward imprmytheir circumstances” (Barker,
1991, cited in Ackerson & Harrison, 2000).

According to a review of the literature by Duns®91), a key principle of family-
centred services is promoting family strengths aitities to enable their
performance of caregiving responsibilities in wiyst have empowering
consequences. Empowering practices involve famié&sning control and decision-
making power over the services they receive antepsmnals sharing information
to allow families to make informed choices, angezsing their decisions (Bailey et
al., 1992; Rosenbaum et al., 1998).

NSW service policies also guide professionals tp@ner and respect clients as the
primary decision-makers in practice. Disability 8ee Standard Number Three
demands that the client “...has the opportunity wi@pate as fully as possible in
making decisions about the events and activitide0br her daily life in relation to
the services he or she receives”. Like the liteegtNSW policy documents
highlight the centrality of professionals providimgormation to help clients make
informed decisions. For example, the 2000 DoCS AhReport described
empowering clients through the provision of infotima and resources to help
facilitate informed decision-making (NSW DepartmehCommunity Services,
2000).

Research on empowerment practices with familieshdfiren with a disability has
focused on identifying and defining empowering picas and exploring the
outcomes of those practices (e.g., Dempsey & D@@§4; Dunst et al., 1996;
Mclintyre, 2000; Trivette, Dunst, Boyd, & Hamby, 120 Trivette et al., 1996b).
For example, research by Dunst, Trivette and cgllea explored the empowering
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outcomes of particular helpgiving practices (Demyp&dunst, 2004; Dunst et al.,
1996; Trivette et al., 1996a; Trivette et al., 18P his series of studies began by
identifying the participatory and relational compats of effective family-centred
helpgiving practices (Dunst & Trivette, 1996). Rapatory components included
practices that were individualised, flexible angpensive to family concerns and
priorities. These were practices that provide faanilvith opportunities to be the key
decision makers, with parents and professionalaloaiating to achieve family
identified goals. Relational components were ppeasttypically associated with
good clinical skills, such as being non-judgemergatl demonstrating empathy,
respect and active listening. These conveyed Bedilebut the competencies and

capacities of the help-recipient.

In a series of quantitative studies with threeed#ht samples of mothers of children
with a disability in the USA, Dunst, Trivette andlleagues found participatory
helpgiving practices were rated by parents as diogithem with experiences
consistent with empowering philosophies (Dunst.etl&96; Trivette et al., 19964a;
Trivette et al., 1996b). When these practices aedyparents felt they had more
control over the resources at hand, and identdibiyh degree of self-efficacy and
personal control. These findings suggest that tisem@ increased likelihood that
families will benefit from their exchange with pt@ioners when there is a greater
emphasis on participatory practices. In contrasgrabination of both relational and
participatory helpgiving practices was recentlyrfduo significantly contribute to
improved empowerment outcomes in an Australian-ld84-based study by
Dempsey and Dunst (2004). Outcome-focused studligssonature highlight the
types of practices that may be empowering, howthar give no indication of how

professionals understand and employ these empayverattices.

Two studies do however provide some insight inte poofessionals understand
empowerment practices (Ackerson & Harrison, 200élg¥xtine, 1998). In a small
qualitative study, Ackerson and Harrison (2000)nexed how the meaning of
empowerment is formulated by social workers atpitaetice level. They found
empowerment was viewed as a general ideologigdlttiouse’ that had motivational
powers for workers rather than a well-defined pcaciethod. There was little
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consensus in the meaning of empowerment. Socides®usually focused on the
meaning of empowerment at a personal level, inofcusing on the individual's
capacity to make decisions and act. Few particgpenmsidered empowerment in

terms of broader social and environmental issugsittay contribute to successful

empowering outcomes for clients.

In a second study by Valentine (1998), empowermatht ten children’s nurses was
explored using grounded theory methods. The fogglindicated that professionals
possessed the theoretical knowledge and understatmlempower families,
however they required further training to be ableéd so. Professionals believed
successful partnerships, where roles were mutaglliged upon and there was good
communication, encouragement and support, enablgdwerment to occur. More
junior staff however lacked the skills and behavsaiw translate this theory into
practice. This study also highlighted issues inviloeking environment such as
organisational structures and culture, and sta#fleas influencing professional
ability to work with families in empowering ways &éntine, 1998). No studies were
identified that have explored how professionalskiay with families of children

with a disability interpret and enact (or fail toaet) the principle of empowerment.

2.3.6 Individualising practices

Within the family-centred approach professionats\aewed as the instruments of
families. Accordingly, professionals intervene wathldren and families as directed

by families in individualised, flexible and resporesways (Trivette et al., 1996b).

Though not expressed in these family-centred teN88V policy documents also
direct professionals to accept, value and respectidual difference in their practice
(NSW Department of Community Services, 2001c). &ssibnals are directed
towards addressing individual needs (Disabilityv&er Standard Number Two —
Individual Needs) under the direction of the peraath a disability and/or his or her
family. This requires professionals to strive talerstand and cater to the needs of
individual children and their families (NSW Depa#&nt of Ageing Disability and

Home Care, 2002b). Professionals are directedviave the child and family as an
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integral part of assessing child and family ne@&tSW Department of Ageing
Disability and Home Care, 2002a).

Service plans to individualise service needs aveeated as a process and as a
documented outcome of collaboration with famili@allagher & Desimone, 1995;
Katz & Scarpati, 1995; NSW Department of Commugigyvices, 2001d; Watson,
Townsley, & Abbot, 2002). Service plans are alsemtral part of the USA
legislation on working with children with a disabjland their families and as such,
much of the literature addressing these planssafisen that country (e.g., Ackerson
& Harrison, 2000; Bernheimer, Gallimore, & Weisn&990; Chiarello, Effgen, &
Levinson, 1992; Decker, 1992; Gallagher & Desimdri#95; Royeen, Cromack,
DeGangi, Poisson, & Wietlesbach, 1996; Viscard298).

Two types of service plans dominate the literaturgractice with families of
children with a disability. Both the Individualisédiucation Plan (IEP) and
Individualised Family Service Plan (IFSP) requimattprofessionals collaborate with
clients to develop plans on the basis of availaBEessment information, tailoring
the plan to each child’s special needs and inclyithe parents (Decker, 1992). An
IEP is conducted in both mainstream and speciataohn settings and accordingly
focuses on educational goals rather than familysgdateacher drives the IEP as the
primary professional with other therapy and sos@aVices included as required. In
contrast, an IFSP is generally implemented in gatBrvention settings, and is
primarily driven by the family, and thus has familgeds, goals and priorities at its
centre. Deal, Dunst & Trivette (1989) outlined faunciples that ought to guide the
IFSP process: that families and professionals nliborate; the family must
authorise services; professionals must responketodried needs of the family; and,

the competence of the family should be promoted.

Knowledge about service plans and individualisiractice largely arises from the
USA and focuses on distinguishing between typgdanfs, or measuring their
realisation in practice or outcomes of their ugectuldren and families (e.g., Bailey
et al., 1992; Decker, 1992; Gallagher & Desimorg®5t McWilliam, Lang,
Vandiviere, Angell, Collins, & Underdown, 1995; MdWam et al., 1998).
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Service plans such as IEPs and IFSPs are not neghitlaf\ustralia, although they
are strongly endorsed in government and organrs@idicy documents as ‘best’ or
‘recommended’ practice for coordinating, plannimgl anonitoring the services
involved with a child and family (Early InterventidCoordination Project, 1994;
NSW Department of Community Services, 1996, 208ickorian Department of
Health & Community Services, 1993). For exampl8VyWgovernment policy for
working with people with a disability indicates éaadividual should have a
collaboratively developed and documented indivigalah, reviewed annually in a

planning meeting.

In summary, Australian and in particular NSW sesvpolicy documents, whilst not
strictly proclaiming a ‘family-centred’ approacinciude concepts reflecting ‘family-
centredness’ as it is described in the literat¥ist.research to date has largely
neglected how professionals interpret these coaamd put them into practice when
working with families. Where professionals haverbasked to describe their
understanding of these concepts (e.g., Ackersora&isbn, 2000), there has not
always been a shared understanding of what theeppneeans in practice. Current
research on family-centred concepts in practiahisfly concerned with whether the
concepts are implemented and the outcomes of firast@ices for children and
families. When professionals’ perceptions and aepees have been sought, these
highlight barriers to implementing family-centredsencluding their own values,
belief and skills, and the service context. SecBighexplores this service context,
particularly with respect to predominant managearad economic issues that inform

the service context.

2.4 Managerialism and microeconomic reform in the human

service context

Harbin et al. (2000) identified the considerable the community context plays in
implementing policies for working with children \wita disability and their families.
They highlighted factors such as government fiscaésource constraints, or wider
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health and human service reforms. Professionalkingwvith families of children
with a disability in NSW, like many of their inteational colleagues, work within a
greater service system context largely informe@dgnomic rationalism and
managerialism (Baum, 1998; Gardner & McCoppin, 139§9s & Hunt, 1999;
Jones & May, 1992).

The primary tenet of economic rationalism is tmaefmarkets should determine all
economic transactions (Baum, 1998). In human sesyithis has been associated
with, for example, the privatisation or contractimgt of previously public services

and reductions in funding for health and welfanises (Baum, 1998).

Service systems worldwide, under persistent fiaodl regulatory pressures and
within economic rationalism, have introduced prévaéctor management techniques
into public health and human services (Baum, 1888gs, Neubauer, & Higgs,
1999). This has resulted in changes in human sdelivery, including an
increased emphasis on program budgeting and eialyatfocus on results
(particularly short term, measurable outcomes)dibsection of large bureaucracies,
introduction of market style initiatives such ae geparation of funding and service

provision, and an increased use of external caist{@aum, 1998).

Reforms within the public sector and the subseqoamy-over into the private
sector have forced disability services to devel@mming and management
techniques that ensure maximum use of the avaitabtaurces (NSW Disability
Service Standard Number Eight — Service Managenaeat)distribution of these in a
fair and equitable manner (NSW Department of Agé&igpability and Home Care,
2002b; NSW Department of Community Services, 20@pastic Centre of NSW,
2001). Individual services are responsible for d@veg procedures that adhere to
these standards. For example, services are expeatiedelop procedures setting
clear directions for professionals about whom theyk with and how those who
qualify will be prioritised based on the greatestvece need (Eastern Suburbs
Developmental Disability Service, 2002; NSW Depamitnof Ageing Disability and
Home Care, 2002b; NSW Department of Community $es/i1996). The major

NSW provider of services has, for example, indiddt&at managing equitable and
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efficient access to services has driven changesritral intake procedures (NSW

Department of Community Services, 2001b).

Within this context of managerialism and economattonalism, an Australian

review by Kemp (2002) of services for people wiikathilities over the past two
decades chronicled a lack of resources and thedaif services to meet the support
needs of people with disabilities and their fansilidespite legislation supporting
equal rights for people with a disability. A lackamordination and fragmentation of
community services, continued unmet service naatlexible services and an

inequitable service distribution were reported (Ke2002).

There is also some concern in the literature thafegsional preparation programs in
Australia may not adequately prepare human seprigiessionals to work within

this changing service context (Cummins & BaxteQ7Z;Higgs & Hunt, 1999;
Parmenter, 1991). Parmenter (1991) noted consildedsparity between the

clinical competency-focused training of professienvaorking in the disability field
and day-to-day challenges they now faced. A deagde Gardner and McCoppin
(1995) explored the implication of Australian miecmnomic and managerial
reforms with occupational therapists, physiothestpispeech pathologists, nurses
and medical scientists. They concluded that prajeastraining needed to be
expanded from the traditional narrowly defined iclah competencies to more
broadly encompass the political aspects of practzdti-skilling, mobility between
tasks and professions, and increased workforcéfliyx associated with these
service reforms. More recently, Higgs et al. (199®)phasised the need to socialise
students to the political, economic and socialgied and issues informing practice.
Like Parmenter (1991) and Gardner and McCoppin%)1,99iggs and colleagues
highlighted the need to prepare professionalsheir social responsibilities and
roles within the political health arena rather tlaaiocus limited only to narrowly
defined clinical competencies. To date, whethes¢hehanges have occurred or how
professionals interpret and understand their watk families within the broader

Australian human service context has not been esglo
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2.4.1 Accountability

Within an era of managerialism and microeconomiicrre, professionals are
increasingly directed through public policy and gmeciples and norms inherent in
service documents and literature to be accounfablie services they provide
(Dunst & Bruder, 2002; NSW Department of Ageingdhsity and Home Care,
2002b; NSW Department of Community Services, 20@jfistic Centre of NSW,
2001). Professionals are to be held to accourthfoefficient use of limited
resources including their time, which in turn foessttention on outcomes (NSW
Department of Community Services, 2001d). By meaguutcomes, service
providers are seen to be accountable to the vasi@keholders including funding
bodies and managers, people with disabilitiesy fiaenilies, and the wider
community. For example, the Spastic Centre of N@@0Y]) states that they are
accountable for the resources invested in thenugir@ process of “open reporting
to all stakeholders” (p. 3).

Professionals working with people with a disabibiyd their families are also
directed to be accountable for their clinical dexis. The Disability Service
Standards Number Seven directs service providedsuelop avenues by which
service consumers “can be free to raise and haaotvexl, any complaints or
disputes he or she may have regarding the agerttge cervice” (p.9). Service
providers are also directed to develop and mompitofessionals’ skills and
knowledge to ensure they are appropriate to progidervices in the current context.
For example, in the case of government providedes, providers are required to
focus on professional development and clinical suip®n opportunities for staff

(NSW Department of Community Services, 2000).

The requirement of accountability for practice aygwhes has driven several
research studies (Dempsey & Dunst, 2004; Dunst&Br, 2002; Dunst et al.,
1991; Dunst et al., 1996; Summers et al., 2005tte et al., 1996b). In the first,
Dunst, Trivette and colleagues sought to operalimméhe principles, practice and
program models of family-centred practice to whicbfessionals could be
accountable. They argue that without accountalfgitgily-centred approaches to

practice would be an ideological ‘fad’ (Dunst, 2Da@ore recently, Turnbull and
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colleagues explored family quality of life to mesesthe outcomes of services with
families of children with a disability (Beach Cemtwn Disability, 2005; Poston,
Turnbull, Park, Mannan, Marquis, & Wang, 2003; Suensret al., 2005; Turnbull,
Brown, & Turnbull, 2004; Turnbull et al., 2001). Kiag family-centred approaches
as established core concepts of disability poliny practice, they argued that by
defining and measuring family outcomes in termgudlity of life, it will be
possible to measure the effectiveness of serviegshas identify those producing
the best outcomes for families.

On the other hand, professionals have raised tbheicerns regarding the
implications of accountability measures within mgegal-related reforms. In a
discussion paper, Zebrack and Chesler (2000) asiserat social workers and other
health professionals were under pressure to adaphéw ‘corporate culture’ within
which the goal of services is to contain costs @modide quality care through the
routine monitoring of professional practices. Tloggd difficulties in measuring
many key social work practices such as establistmagapeutic relationships in this
new frame of reference, which they argue diminighesvalue of these core social
work skills. These authors employed specific casargples from social work
practice in paediatric child oncology hospitalslligstrate their point, however
similar concerns have been raised more broadlyulbyam service professionals
struggling to define and measure the relationshigrted elements of their practice
with families (Clear, 1999; Lawlor & Mattingly, 189. In two studies Clear (1996)
and Lawlor and Mattingly (1998) adopt a culturawiof practice with families and

are reviewed later in Section 2.6.

2.4.2 Case management

Case management, also known as case or servicgdirtatoon, is an approach to
funding and organising services for people withang and multiple service needs
(Dunst & Bruder, 2002; Higgs et al., 1999; JoneBl&y, 1992; Norman, 1985). It
involves a case manager, also known as a caseicatandor key worker who
assumes administrative responsibilities with fagsilincluding, for example,

planning, identifying, coordinating and monitoritige services provided by various
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professionals and services (Abbot, Townsley, & \Wiat2005; Case-Smith, 1991;
Rahi, Manaras, Tuomainen, & Hundt, 2004). Profes®assuming case
management responsibilities must have sound skitemmunication, coordination,
scheduling, mediation and conflict resolution (C&seith, 1991; Marcenko &
Smith, 1992). According to several authors, caseagament is based on the
assumption that by integrating and coordinatingvidn@us service programs and
professionals involved with a client, a more cormpresive, flexible, efficient and
cost effective array of services can be utilised lb@tter outcomes can be achieved
for children and families than would otherwise hetthe case (Abbot et al., 2005;
Dunst & Bruder, 2002; Higgs et al., 1999).

The literature increasingly suggests case managessennecessary component of
services for families of children with a disabil{f@overt, 1992; Dunst & Bruder,
2002; Herman, 1997; Singer, Irvin, Irvine, Hawki&sCooley, 1989). Similarly,
NSW government policy advocates case managemenpasiary feature of support
services for people with a disability (NSW Depantinef Community Services,
1996, 2000).

Many professionals are therefore increasingly preskby service management to
alter their clinical practices to assume case mamagt responsibilities (Abbot et
al., 2005). Abbot and colleagues (2005) arguettiatraditional clinical
background of many professionals means they mapeprepared or able to work

with this new role.

Despite being given increasing emphasis in thealitee and NSW policy
documents, research on case management raisemgsediout the extent to which
professionals are adequately socialised or pregarpobvide effective case
management services with families of children vaittisability. Investigations of
case management practices have almost exclusvelgéd on determining the
extent to which this practice is implemented byf@ssionals and the impact of this
on children and families (e.g., Dunst & Bruder, 20Dunst, Trivette, Gordon, &
Starnes, 1993; Marcenko & Smith, 1992; Rahi et28104; Sloper & Turner, 1992).
Overall, these studies indicate families’ do vadne at times benefit from case

37



management practice, particularly with regardscteasing services. For example, a
review paper examining the outcomes of servicedioation indicated a better flow
of resources, support and services, higher paatistaction with the provision of
needed services, and improved wellbeing and quadiiliye within this approach
(Dunst & Bruder, 2002). However families have dtsticated they often do not
have contact with any professional acting in a caarager role and have specified
persistent unmet service needs within this appr@sieicenko & Smith, 1992;

Sloper & Turner, 1992).

A recent qualitative study in the United Kingdonoyides some insight into how
professionals understand and experience case nmaaageesponsibilities with
children with a disability and their families (Abtbet al., 2005). The researchers
explored the impact of case coordination or ‘keykeo responsibilities within a
multi-agency framework where agencies across sestah as health, education,
and disability services are encouraged to workttwgeo better meet the needs of
service users. Of the 115 professionals from teeathy, education and welfare
professions that were interviewed most were pasgivout working in this way.
They believed there was improved communicationkzetter relationships with
families and professionals and more coordinatedices for families within this
approach. In this study, professionals’ experienveggd with regard to reconciling
their clinical specialities and key worker rolesng reported feeling positive yet
others felt threatened by the role expansion @& badrring that key worker
responsibility involved. This suggests that thewyralso be variation in how
professionals interpret and react to case manageesponsibilities with families.
To date, there has been no exploration of how psid@als interpret or carry out
case management responsibilities with familieshdflcen with a disability in

Australia.

In sum, and it appears almost universally, humaviceprofessionals face
increasing pressure to manage their services watmmomic constraints and a
strong demand for services. There is considerabfghasis on accountability and
case management practice in service policies péatig in NSW, and to a lesser
extent, in the literature. In the literature sitclear that many professionals struggle
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to understand and meet the demands of these newaapes, with authors
questioning the extent to which professionals aepgred to work in this practice

context.

2.5 Rationale for framing practice as a cultural actityi

To this point, this review has explored policy,iggtion and literature to examine
the concepts into which professionals may be ag@tltd. These concepts largely
reflect the historical movements of a traditionaditally framed view of practice to
the more recent focus on family-centred practidiiwia managerial and economic

rationalist service environment.

Empirical research on practice with families laygebmes from the USA and
provides information about the current nature ofg@ssional practice with families
in two ways. First, researchers have sought tatiiyethe characteristics or
components of particular approaches, for examgnidg family-centred practices,
empowerment or helpful relationships (e.g., Beckmiaal., 1996; Bolton, 2000;
Dunst et al., 1996; Hutchfield, 1999; MacKean et2005, Turnbull, et al., 2006, in
press). Findings from these studies generallycttltee principles found in service
policies.

Second, empirical studies have focused on how ctarstics of particular
approaches are applied in professionals’ praclibese studies fall into one of two
broad groups: those that explore outcomes and meeasplementation, and those
that explore professionals’ experiences and unaledstig of their practice.
Numerous researchers have examined the extentith warticular approaches are
realised in practice and the outcomes that theg favchildren and families (e.qg.,
King, King, Rosenbaum, & Goffin, 1999; Mcintyre, @@ McWilliam et al., 1995;
McWilliam et al., 1999; Sloper, 1999; Stewart & Neyn-Beale, 2000; Thompson,
Lobb, Elling, Herman, Jurkiewicz, & Hulleza, 199tjvette et al., 1996a; Trivette
et al., 1996b; Wolery, Bailey, Dunst, Schuster, Milim, & Trivette, 1997).

Focused as these studies are on outcome measuyémegrgive little indication of
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what informs, facilitates or constrains the impleta¢ion of particular approaches.
The inconsistent application of family-centred piGedoes however suggest

difficulties exist in implementing this approachdaily practice.

Perhaps in an attempt to better understand whatnnsf professionals’ action in
practice, researchers have also explored profeasiaxperiences and perspectives
on working with families. Predominantly, these séschave identified practical
challenges and barriers to, employing family-ceshxpproaches or difficulties posed
by particular expectations such as accountabitibg@dures. Often these studies
highlight the influence of the greater service sgstontext, suggesting professional
practice with families must be considered in teaha broader range of contextual
issues. Despite calls in the literature to considemrole of context in informing how
professionals practice with families (e.g., Galetral., 2000; Harbin et al., 2000;
Lawlor & Mattingly, 1998; McWilliam et al., 1998;rivette et al., 1996b),

researchers have neglected largely to do so.

Several studies have also explored professionat¥erstanding of particular practice
concepts in an attempt to appreciate how this im$otheir work practices (e.g.,
Abbot et al., 2005; Ackerson & Harrison, 2000; \rdalee, 1998). These studies,
whilst not exclusively focused on practice with faes, suggest understanding daily
practice also requires considering what professsaiénk and believe about how
they are expected to practice. However like mucthefempirical research on
practice with families, these studies have maimtgia focus on discrete components

of practice such as empowerment and case management

What is missing from the literature is an underdiiag of how professionals interpret
and enact the multiple concepts embedded withimfgsisional practice’ and to
which they are potentially socialised. Understagdiow professionals interpret and
apply the social and contextual concept of ‘pratess practice’ with families in
daily practice will potentially provide a basis foitiquing, and informing

professional practice.
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Adopting a view of practice as a cultural activigydeveloping momentum as a
means of exploring how professionals understandeapdrience their work with
families. The following section reviews the smalt laritical body of literature that
addresses the cultural world of practice with faesilof children with disability.

2.6 Practice as a cultural activity

There is increasing recognition in the literaturéhe need to understand the world in
which professionals live and make decisions aldweit ivork with families (e.g.,
Ahmann & Johnson, 2000; Bengtsson, 2003; Brudé€lQ2Ratz & Scarpati, 1995;
Lawlor & Mattingly, 1998; Mattingly, Fleming, & Giétte, 1997). In general, these
authors propose clarifying the multitude of measinglues, beliefs and
assumptions that underlie and inform practice athilies. Whether explicitly

stated or not, as Lawlor and Mattingly (1998) ntites conforms to a cultural view

of professional practice as described in the intobary chapter.

Two papers on practice with families highlight thgortance of a cultural view of
practice with families, though regrettably, neitk&plored empirically what that
practice culture might be (Clear, 1999; Lawlor & titagly, 1998). In the earlier
paper, in the USA, Lawlor & Mattingly (1998) expéal the complexities of
implementing family-centred practice, drawing héaen their own ethnographic
and descriptive studies with professionals and lfemof children with a disability.
They asserted that family-centred practices avatgtl within cultural contexts, such
as those related to biomedicine. By adopting tles/ythey purport that it is possible
to further understand “daily dilemmas of practitiedt play out in professionals’
daily work. They define these daily dilemmas asrthgine events and small,
persistent differences in perspective that occangmeously within the context of
practice and which create conflict between whatfgraners believe should happen
and what they actually experience in practice sibna (Lawlor & Mattingly, 1998).
They identify a number of daily dilemmas in famdgntred work practices including
determining who is the client — the child or thenfly, turf difficulties arising in

interdisciplinary collaboration, and striking thalénce between being an expert and
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a friend. In other words, Lawlor and Mattingly @8 consider practice dilemmas
are shaped by “the cultural world of practice”2p1). Specifically, they suggest that
dilemmas arise from trying to reconcile the collative, skill-diverse and often
indirect world of a family practice culture withdlspecialised, direct treatment and
expert professional oriented culture of biomedicifais study points to the
existence and potential complexities of a familgqpice culture, highlighting the
culture of biomedicine as one of the key cultuitexts of family-centred practice
in line with the findings from the earlier reviewtbe literature in Section 2.2.

In an Australian paper, Clear (1999) also usedltair@l interpretation to contribute
to understanding services for children with a diggland their families in the
broader service context. Using an “ethnographie tiésearch methodology” (Clear,
1999, p. 119), he explored the lives of parentrsanédisabled children and their
relationship with professionals. Like Lawlor and tiitegly (1998), he found
professionals worked with families of children wildisability within a context
dominated by medical and scientific rationality,igthhe considered incompatible
with establishing caring relationships. He notedt this rationale contributed to
unequal power arrangements between parents anesprafials and complex parent—
professional relations. Despite the hegemonyisfapproach, Clear also found
some professionals and parents were able to edtablcaring culture’ characterised
by more equal relationships. He argued that, byetstdnding how professionals’
activities are currently viewed as expert, techracal separate, a more caring

culture for all may be reconstituted.

Though Clear (1999) advocates establishing a cauftgre in practice with
families, the findings in this paper stop shorbpénly exploring the array of
elements that might comprise this culture. Insttag yesearcher focuses on the
service system, specifically its scientific and meatrationales and how they inform
and constrain parent—professional relations. Tarsleration of the service
context is an important and heretofore neglectetbfan research on practice with

families in Australia.
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Clear’s (1999) discovery that some professionalsfoways of working within the
constraints of these medical and scientific raties#o establish a more caring
culture is also significant. Unlike the predonmina of studies that adopt an a priori
method to determine the extent to which a partrcaggoroach is implemented,
Clear’s findings suggest professionals work inatight ways to negate and inform
the elements guiding their practice. Identifyingl @xploring the array of ways
professionals work could provide insight into hosmefpssionals’ own actions impede

or facilitate developing a more ‘caring culture’.

In addition to Clear (1999) and Lawlor and Mattiyigl(1998) work, three studies,
all carried out within the North American contelxve empirically examined a
culture of practice with families of children wighdisability focusing on family-
centred practices in early intervention (Katz & pedi, 1995; Law, Hanna, King,
Hurley, King, Kertoy, & Rosenbaum, 2003; McWilliagh al., 1998).

In a Canadian study, Law and colleagues quant#igimily-centred service culture
as a component of a larger study that sought tmmeasignificant factors in
determining parent satisfaction with a service (leival., 2003). The larger study
involved a cross sectional survey completed bgédift chief executive officers
(CEOs), 494 randomly selected service providers34drandomly selected parents
of children with a disability, who were linked toxteen rehabilitation services for
children in Ontario. The family-centred servicetatg was assessed from
measurements within the CEOs responses and angaggie service providers’
self-perceptions of the delivery of family-centisetvices. A composite index of a
family-centred service culture was developed cosnpgi the number of pre-
determined family-centred service relevant systantsservices present (e.g.,
service coordinator, resource centre); a counéoémt changes made to make the
service more family-centred (e.g., changes to médron provision); a count of
changes to procedures that made the service méessofamily-centred (e.g., intake
procedures); the CEOs beliefs about family-centeadtices (e.g., positive
outcomes); and service providers’ measures of theegses of care (e.g., treating
with respect). Along with parent perceptions of fignsentred services, this service
culture was a principal determinant of parent atison with a service.

43



This study by Law and colleagues (2003) highligetources, characteristics,
procedures and beliefs that comprise family-cenpradtice culture. In doing so, it
goes beyond identifying characteristics of thisrapph to also describe contextual
elements of the service system such as proceduasabes that constitute a culture.
This culture was identified quantitatively by thegence or absence of family-
centred practice policies, procedures and outcqrexetermined by the researchers.
It is unclear whether the preset criteria repreiemprofessionals’ ‘ground up’
understanding and commitment to a culture of pcaatiith families. It therefore
provides a picture of what might constitute the le/am which professionals practice,
but stopped short of exploring how professiondishiselves understood this world,
or acted within it to bring about the services thatents equated as more satisfying.

In the second study, Katz and Scarpati (1995) adbatcultural perspective of
practice in an ethnographic investigation of eartgrvention services and the use of
the IFSP in one state in the USA. They hypothedisadunderstanding the culture
of these early intervention services would alloentification of aspects that
encouraged or inhibited family-centred interventibrierviews were held with nine
two-parent families and an unspecified number ofjpam staff. Focus groups were
held with parents on a program advisory councilalisis revealed patterns of
meaning that produced three major cultural themesision making, child and
family focus, and interpersonal relationships. ‘Bam making’ considered how
families and staff were considered and expectddt@ input in decision making
around the IFSP and how staff maintained belie@aiathemselves as the primary
decision makers regarding the service plan, reéstgdamily access to information
they considered ‘relevant’. ‘Child and family focusferred to the staff and
families’ belief that the IFSP was primarily childeused, where the professionals
role is to ‘fix’ the child and families are expedt® assist the professionals in
working with the child. Prior to the IFSP howevstaff perceived their role as
helping families. ‘Interpersonal relationships’egkd to qualities and the
importance of the relationship between early irgationists and families.

Specifically, parents’ and professionals’ roles @veonsidered to be in constant
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transition, with families initially being dependeaiion professionals for information

and support, and becoming integral team memberstiove.

The elements identified provide an important insigto the early intervention
culture. These highlight the co-existence of moaditional beliefs like professionals
as experts, with more family-centred ones arountking together with parents.
Significantly, the changes in professionals’ balief day-to-day practice processes
like the IFSP suggest the dynamic nature of theusiland variations in how beliefs
are enacted in daily practice. The study howewwsstd short of exploring what
shapes these changes and how professionals maksds@bout the extent to
which changes are enacted in daily practice. Aldioug how professionals come to
understand and enact their changing practice cgrideuld identify barriers to the
implementation of family-centred ideologies andstipuovide direction for policy,
education and practice recommendations to betastithe realisation of family-

centred approaches.

The final study, also conducted in the USA, whit¢ specifically stating a cultural
interpretation, explored the shared meaning comimancultural view of family-
centred practice (McWilliam et al., 1998). Thesseaachers employed an
instrumental case study design to identify undagyscomponents of family-centred
services. Of the six components identified, ‘fanalyentation — opening the door’
described elements of developing rapport and tmtkta family that allows other
elements of practice to occur. The path to opettiegamily orientation door was
built on the other five underlying components dbfes. ‘Positivists — thinking the
best of families’ referred to maintaining optiméséind enthusiastic views of practice
that included thinking positively about familiestivout passing judgement.
‘Sensitivity — in the parents’ shoes’ describeadt to adopt the parents’ point of
view in order to anticipate their feelings. ‘Respweness — doing whatever needs to
be done’ involved taking an individualised and fté& approach responsive to
families expressed needs and concerns. ‘Friendliréseating parents as friends’
described the informal support service providerdaproffer, and friendship as a
foundation for frank and open interactions with fizsgs. ‘Child and community
skills’ referred to the continued importance ofldhevel skills and the skills
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required to integrate children and families intodmter community activities. The
shared meanings found in these six components stegha culture of family-

centred early intervention.

In sum, more attention is being given in the litera to the cultural world in which
professionals live and make decisions. To undedsdtiais cultural world requires
clarifying the multiple meanings, values, beliefslaassumptions that underlie and
inform daily practice with families.

2.7 Summary and reorientation to the research questions

In this review | explored the cultural world in vehi professionals think and act by
examining state and national legislation, policgwmoents and the professional
literature. Traditionally, framed within medicati@nales, professionals are ‘experts’
working directly with the child with a disabilitptdetermine and treat the child’s and
possibly the family’s needs. More recently, thaifg-centred approach directs
professionals to work collaboratively with pareatal other professionals to
empower and include children with a disability dhelir families in mainstream
community life. That said, within the broader seevcontext, managerial and
microeconomic reforms also direct professionalsaordinate services and be
accountable for the quality and time and resourgestment in their work with
families. This is the professionals’ cultural wodd depicted in legislation, policy
documents and literature. A world primarily undecst in the North American

context due to a paucity of research studies irtralia.

The overall purpose therefore for this doctoratigtan practice with families of
children with a disability was two pronged. Thesfipart was to identify and define
the underlying meanings, values, beliefs and assangpguiding professional
practice with families in an Australian contextrfrdhe professional perspective.
That is, to explain a culture of professional pictvith families. The term
‘professional practice’ is employed to encompassntiultiple concepts that

potentially inform daily work practice with famikewithin the broader cultural
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context of service provision. The second part wegualitatively identify and

describe how professionals instantiate this culiutéeir day-to-day work.

In this study | sought to advance understandingrofessional practice by exposing
the cultural world in which professionals live amake decisions in their work with
families. Elucidating professionals’ understandafigulturally acceptable practices
could provide a framework for critical reflection ¢the way in which these practices
might support families and the extent to which ptamners, policymakers and
managers practices contribute to changing or sustathese ways of working.
Critical reflection of this nature could provideeltion for policy, professional
preparation programs and management practicester Bapport professionals in
helping families with children with a disability.

A study adopting this cultural view of professiopahctice required a mechanism to
illuminate and help understand the hidden produabioservices, focusing on
understanding rather than predicting or explaimr@gfessional practice with families
(Bengtsson, 2003). Cultural psychology, as outlibgderome Bruner provides a
framework that focuses on understanding human thtcargd action (Bruner, 1990a).

Chapter 3 outlines the Brunerian cultural concdgdtaanework and study method.
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3 CONCEPTUAL FRAMEWORK AND STUDY
METHOD

The sections of this chapter describe the conckfraraework and research methods
employed in this study. In Section 3.1, the cultpsg/chology conceptual

framework is described. Section 3.2 describes #neative inquiry research

approach and introduces and summarises data tndbimass strategies that are
incorporated in detail throughout the subsequettiaes of this chapter. The sample
and sampling procedures are then outlined in Se&i8. Data collection is
described in Section 3.4, including the detailthefstorytelling approach and design
and procedures for focus groups and individuarunevs. Section 3.5 describes the
data analysis process and considers some of titatiion of the study and
implications for the presentation of study findings

3.1 Conceptual framework of study

This study was conceptually framed within cultyyaychology, specifically within
the related work of Jerome Bruner. Bruner is aermdtionally renowned
psychologist whose writings over five decades destrate an evolution of ideas
regarding the construction and transmission of kedge and meaning. He has
proposed cultural psychology as a means of undwetistg human thought and
action. The concepts of meaning and situated aatidture and narrative are central

in cultural psychology as understood by Bruner.

3.1.1 Meaning and situated action

Bruner proposes that human beings make senseioktimeviedge and experience
through two modes of thought, one paradigmatictaadther narrative (Bruner,
1986). According to Bruner, paradigmatic or logamentific thinking is driven by
principled hypotheses and deals with identifyingses, providing provable

reference and testing for empirical truth. It ikeeping with psychology’s
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traditional emphasis on predictability. Narratiheking on the other hand is
focused on understanding humans and their dilemiindsals with intentions,
actions and consequences, focusing on experiemcmaaning. Much of Bruner’s
most recent works attend to narrative as the megmaoagh which individuals and
cultures order experience and construct realityigBr, 1996a, 1997; Bruner &
Kalmar, 1998; Bruner, 1996b). He frames these wuaiikisin the ‘new’ cultural
psychology (Bruner, 1986, 1990a; Bruner, 1996b).

Cultural psychology is centrally concerned with mmgkand negotiating meaning as
it influences human action. Bruner defines meaas@a culturally mediated
phenomenon that depends on the prior existencelodieed symbol system” in his
seminal workActs of meanin¢gBruner, 1990a, p. 69) and laterTihe culture of
education(Bruner, 1996b) and various papers (see for exanBsuner, 1991;

Bruner, 1996a; Bruner, 1990b). In essence, acogtdimBruner:

The major activity of all human beings everywheréol extract meaning
from their encounters with the world. What is cal@bout this process of
creating meaning is that it affects what we do, wia believe and how we
feel (Bruner, 1996b, p. 345).

Bruner (1990a) proposed that action, including ralesadttivity, is given meaning by
being ‘situated’ in a cultural setting and in thatoally interacting ‘intentional
states’ of members of that culture. Intentionalestaiefers to the values, beliefs,

intentions, desires and commitments of the memiddisat cultural community.

3.1.2 Culture

Cultures, according to Bruner, are shared symisgiitems and traditionalised ways
of living and working together (Bruner, 1990a, f).1Culture shapes human
thought and action through symbolic systems sudaragiage, rituals, myths, and
literature. Cultures provide a ‘cultural tool kaf set of principles and procedures
through which humans can interpret the relatiorsbgtween what people do and

what they mean in the ordinary conduct of life (Bzry 1991; Bruner, 1996b).
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Bruner (1990a) argues that the shared meaningsufwae express a set of
principles reflecting the distinct values, beliafsd commitments of that culture.
Bruner’s beliefs refer to a proposition or set mdgmsitions that are generally trusted
as true, while values are generally accepted juégésrof what is valuable and
important in the culture’s way of life. Bruner mles commitments are sufficiently
organised values and beliefs. Together they latembers of a culture in their
culture (Bruner, 1990a). Bruner (1990a) arguesdtatlture’s set of principles guide
actions and interactions, providing a basis foeptable conduct and a foundation
around which negotiation can take place when tisecenflict between these or

commitment to them.

Within Bruner’s (1990a) concept of culture, all mduals within a cultural
community are cultural agents because people exfines opinions about and
negotiate elements of their culture on a daily ©ade argues that acts and points of
view can change reality if enough people actuadlyiick, believe or do something.
All'individuals in the cultural community are théoee active participants in making

and remaking the culture.

Bruner (1996b) asserted that the set of principteshared meanings that comprise a
culture are made public and negotiated in theesddold by its members, referring to
this as thénarrative mode of cultureFor such meaning to become apparent,
members of that culture do not need to tell theesaension of a story. Rather,
Bruner argues that through the social processésnaatculture, humans inevitably
negotiate a shared meaning of the knowledge amhadhey undertake or observe
(Bruner, 1991).

3.1.3 Narrative

Bruner (1991) defines narratives as a conventiforai for framing experience that
is transmitted culturally and constrained by, feample, each individual’s level of
mastery, colleagues, mentors and other culturatdsvHe believes that the

meanings placed on most actions in a social comatextonstructed by what people
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say about them through narrative before, during,ater, action. According to
Bruner (1996b), narratives become an expressiancofture’s world view in
addition to being a mode of thought. People lotdaenselves in the world defined

by their culture through narratives.

Bruner asserts that narrative trades in both husmstion and human intention. Thus
Bruner (1990a) describes narrative as often feaguai‘dual landscape’ that deals
with the trouble when events and actions in théweald are incongruous with a
person’s conscious thought of what could or shbalopen. Narrative mediates
between the norms evident in the culture and theerpersonal world of beliefs,
desire and hopes. Thus, when a culture’s constiframciples are violated,
narratives are employed to make these deviatiams the accepted norm
understandable, if not acceptable (Bruner, 1991).

Building on the classical defined structures ofrawe as outlined by Burke (1945)
and Ricoeur (1989), Bruner with colleague Kalm#&98) defines narrative as the
interaction of seven constituent featuresaator who has some degree of freedom;
anact, upon which the actor embarksgaal, to whose attainment the actor is
committed;resourcedo be employed in the act of reaching this goaktangwithin
which all this occurdlegitimacy where it is assumed that there is an ordinary or
canonical way things should be; ajghpardy or troublethat arises when this

legitimacy is challenged.

3.1.4 Assumptions underpinning this study

The starting point for this study is the assumptlwat professional practice with
families is a cultural activity. This is based o mitial exploration detailed in the
introduction chapter and the work of various ausharthe literature (e.g., Ahmann
& Johnson, 2000; Bengtsson, 2003; Bruder, 2000arC999; Katz & Scarpaiti,
1995; Law et al., 2003; Lawlor & Mattingly, 1998;atlingly et al., 1997;
McWilliam et al., 1998). Utilising a Brunerian agaich to understanding culture
requires, in the case of professional practice fathilies of children with a

disability, examining and interpreting the meanamgl actions of professionals’ daily
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work practices. This is because; following Brunenfessionals’ thoughts, actions
and experiences with families can be seen as tetuavithin a cultural context and

within the intentional states of the professional.

My first research question concerned the core haeesof professionals’ work with
families of children with a disability. UtilisingiBnerian approach determines that
the culturally and personally situated thoughts acttbns of professionals are
explained and understood through the stories #léylihe outcomes of attending to,
interpreting and illuminating these stories, wil dn understanding of the daily work

practices of professionals working with families.

My second research question addresses the cultprefessional practice with
families. According to Bruner (1990a), the sharezhmngs of a culture as revealed
through the stories of its members, express afggiriples that reflect the distinct
values, beliefs and commitments fundamental todhttire. These principles, in the
case of professionals in human services, would @ptive culturally acceptable
ways of working with families. Using Bruner’s expston, these principles comprise
the ‘cultural tool kit" against which a professiéisaown values; beliefs and desires
are interpreted in practice. Applying Bruner’s cepicof the narrative mode of
culture permits learning about and understandiegthture of professional practice
from the stories told by professionals.

It is anticipated that the cultural world exposkrbtigh these research questions
could provide a framework for critical examinatiohcurrent policy and practice
with families of children with a disability. For ample, how does this cultural world
resemble the family-centred practices that areghbto better support families of
children with a disability? Furthermore, exposthi cultural world could provide a
framework for critically examining how policymakermanagers, educators and
professionals’ own actions contribute to creatingustaining these ways of
working. Such critical appraisals could provideediion for policies, practices and
education programs that contribute to construdirgltural world where

professionals can better support families of clkidwith a disability.
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Because of the centrality of narrative to Brunepsceptualisation of action and
culture, this study required methods sensitivertcowering the stories constructed
by professionals about their practice with famili€se qualitative narrative method
adopted in this study is outlined below.

3.2 Research approach

Qualitative methods provide an opportunity to capthe meanings, definitions and
descriptions of events essential to a Bruneriamédstudy, from the perspectives of
those centrally involved, in this instance, thefpssionals themselves (Minichiello,
Fulton, & Sullivan, 1999; Rodwell, 1995). Narrativeuiry is consistent with the
Brunerian framework as it is a way of understandiogy humans make sense of
themselves and their lives within their social wiqiBruner, 1990a; Gergen, 1994;
McAdams, 1993; Polkinghorne, 1988; Rappaport, 1898peur, 1989; Riessman,
1993).

The terms ‘narrative’ and ‘story’ are often usettinhangeably in narrative inquiry.
These terms demonstrate a belief that humans *steyworld, making meaning of
actions, events and experiences through tellingesto Stories, in other words, are
centrally concerned with human action and intecac{Mishler, 1995). For the
purpose of this study, the term ‘story’ refershe stories that individual participants
told to describe their practice with families ofldhen with a disability. Narrative, in
this study, refers to the shared stories that mra@batraction of each individual story.
These shared stories in turn represent the corativas of the cultural community.
This is in keeping with narrative researchers wbe the term ‘community narrative’
or ‘cultural core narratives’ when describing secidtural, community level
narratives (Mankowski & Thomas, 2000; Olofssonjéilacobsson, & Norberg,
1998; Rappaport, 1994; Salzer, 1998; Ylijoki, 2001)ese cultural core narratives
explored in the first research question are theeedisstinguished from the second
research question which examines professionalgesttold within the narrative
mode of this culture in order to identify the keyngiple or shared meanings of that

culture.
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As suggested by Krefting (1991), numerous strategiere employed to promote the
trustworthiness of this qualitative research pre@es product. Krefting (1991)
summarised, interpreted and supplemented the widdkiba (1981), Lincoln and
Guba (1985) and others to highlight four key a&agata trustworthiness and their
related strategies: credibility, transferabilitgpgndability and confirmability.
Credibility refers to establishing confidence ie tihuth of the findings based on
research design, participants and context. Créilstrategies employed in this
study include for example, the use of field jousp@ahember or ‘participant’

checking and peer examination. Transferabiliter®to attempts to enhance the
transferability or fit of the findings to other demts. Strategies employed in this
study included a detailed description of the congex sample as provided in
Chapters 2 and 3, comparisons of the sample tpdpelation data and member
checks. Dependability concerns the consistendyndings and efforts to ascribe
variability to identifiable sources. Strategies éogpd here included for example,
peer examination, code-wait-recode, and a desoni analysis stages.
Confirmability relates to the place of the researdnd efforts to show how and why
decisions were made. Confirmability strategies lesrgal included descriptions and

examples of decision-making and triangulation dadaurces.

Details of the trustworthiness strategies emplagaetific to this study are provided
throughout the remainder of this chapter, whil¢Her reflections on these and my

place in the research process are described il8ecP.

3.3 Sample and sampling procedures

Human service professionals working with familiegwvgchool-aged children with a
disability and high support needs were invitedddipipate in this study.
Participants worked in government or non-governnagencies operating within the
Northern or Eastern suburbs of Sydney, a stateatagiapproximately 4.5 million
inhabitants in New South Wales, Australia. All bétparticipants dealt directly with
families of children with a disability, with sevéizarticipants also holding part-time

team or program management responsibilities.
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The University of Sydney Human Ethics Committeentgd ethical approval for this
study, Reference Number 98/2/53. Prior to and dudita collection, participants
were advised in person and in writing of the puepokthe study, the processes
involved, and their right to withdraw from the syuat any time without
consequence. Participants received a written indtion sheet about the project prior
to interviews and focus groups. | reiterated thfsrimation in person before
obtaining written informed consent from each pgvaat prior to interviews and
focus groups. See Appendix 1 for the informed confem and project information

sheet.

3.3.1 Procedures

In my role as project manager for the ‘Supportiagnities Project, | had an
ongoing affiliation with key contact people in sged geographical locations. Via
these contacts, | approached six agencies to jpaticin the study described here.
These agencies were selected to cover governmeémtamngovernment services,
employing professionals with various human sergigalifications, providing respite
and recreation, child and family therapy, and welfassistance to families of
children with a disability and high support neefisis sought to ensure that human
service professionals’ cultural world was examinsghg maximum variation of
professional backgrounds, organisation and setypmes within the geographical
region (Rodwell, 1995).

| telephoned the key contact person in each o$itheelected agencies. At this time,
we identified a time and date for a focus grougradd with another scheduled
meeting of agency staff such as a team meetingowiag each phone call, |
forwarded an information sheet and invitation tdtipgoate in a focus group to the
key contact person (Appendix 1). This person wlsa$o make this information

%2 The ‘Supporting Families Project’ was a collabiveproject between the North and East Sydney
region of the Spastic Centre of NSW and the Fa®ilpport and Services Project at the University of
Sydney. The Australian Research Council under thkdge Grant scheme funded the project from
1998 to 2000. The project investigated family weillity in families of children (aged 6 to 13) with
disabilities and high support needs (Llewellynlet2005; Llewellyn et al., 2003). Twenty service
agencies in the North and East Sydney region eddamilies to the Supporting Families Project.
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available to staff within their agency by postingprmation on noticeboards or
photocopying and distributing to all staff fittitlge sample criteria for this study
through internal mail. Focus group participantseueot required to register their
participation with the key worker prior to the gmuherefore no further information
was available on potential participants who reegithe invitation but declined to
participate. | made a follow-up call within two vkeseof the initial call to confirm the

date, time and location of the focus group.

Twenty-six participants from the six different seevagencies participated in six
focus groups that were conducted between Februmaryaly 2000. Focus groups
were conducted in a meeting space at each respegeancy, so participants in each
group were known to each other as work colleagéessome focus groups were
scheduled to follow another agency meeting, | rafezl to potential participants that

participation was entirely voluntary and was nabadition of their employment.

Participants in the focus groups came from diffepnfessional backgrounds, with
varying qualifications and years of experience. iityene of the participants were
female and five were male. Five participants hapdodnas as their highest level of
education, twelve participants held undergraduatgeks, five had completed post-
graduate diplomas or certificates, and four hadpetad post-graduate Masters
programs. Focus group participants were employedvariety of roles. Eight
participants were employed as social workers, sigaupational therapists, five as
physiotherapists, three as psychologists, two agram coordinators, and two as
case managers. Overall, participants had workdalin current positions for an
average of 5.4 years (range from four months tgez2s). On average, focus group
participants had 9.8 years experience working ¥eithilies of children with a

disability (range of 1-32 years).

Following all focus groups bar one | invited pagants to be part of an individual
interview to follow up on issues arising from treleer group. The one exception
involved only school-based special educators wherned to different professional,
historical and contextual issues informing praditethose mentioned by human

service professionals in the other focus groupsstMignificantly, they had limited
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contact with families. The unique nature of theund and practice of education is
well noted in the literature (see for example, Bri996b). In an attempt to
enhance the transferability of the findings, thesee therefore not invited to
participate in individual interviews (Lincoln & Gab1985). Of the remaining five
focus groups, eighteen participants agreed togiaate in an individual interview.
Three of these participants had resigned and weable to be contacted when
interviews were scheduled. Focus group participais declined to participate in
individual interviews cited time constraints (n=6)d a feeling that they could not

contribute additional information to that alreadgyided (n=2) in the focus groups.

The fifteen human service professionals that paeted in individual interviews
came from therapy teams, assessment services,| Sthppmrt teams and respite and
recreation services. There were three speech jpgfistd, three occupational
therapists, two social workers, two psychologist® physiotherapists, two with
social policy qualifications majoring in disabilignd one community nurse. Their
work experience ranged from four to twenty yeatseif professional qualifications
range from diplomas to professional masters. Aftipipants were of Anglo-
European background, with four noting previous emimlent in disability services

in the United Kingdom. Two participants were madesl 13 were females. Citing
Guba (1981), Krefting (1991) suggests a comparigdhe sample to population
demographic data can enhance the transferabiliépplicability of the study data.
The small proportion of males in this study is astest with gender bias in human
service organisations (Gardner & McCoppin, 199%ktTis, only 17% of focus
group participants and 13% of individual interviparticipants were males. As noted
by Dempsey & Arthur (2002), very little is knownali Australian staff working in
disability services. In addition, increasing nungbef generic employment
descriptions provide little information on the gtiehtions of human service
personnel (Jones & May, 1992). This makes furtbkable comparison of the
sample to the population difficult. Discussionshwieésearch and clinical colleagues,
and reflections on a decade of my own exposureimoam service teams working in
this field suggest that demographically, this sanppresents a typical cross section

of this population and team structures in termgrags-roots level position,
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profession, and experience. For details on indadigharticipants see Table 1 on the

following page.
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Table 1: Summary of individual interview participants.

NO. | TERTIARY POSITION COMMUNITY YEAR IN YEARS
QUALIFICATIONS ORGANISATION | CURRENT | EXPERIENCE
TYPE POSITION | WITH
FAMILIES
1 B.A. P-T Assistant Team | Respite & 35 6
(Social Policy) Manager Recreation
P-T Program NGO
Coordinator
2 B.A. (Psych) P-T Regional Disability Service | 2 8
Assistant Manager 4 Government
Disability
P-T Psychologist
3 B.A. (Social Work) Social Worker Disability Secei | 4 26
NGO
4 B.App.Sc (Speech | Speech Pathologist Disability Servicqg 5 5
Pathology) NGO
5 Dip. (PT) Physiotherapist Disability Serviced 11 11
NGO
6 B.A. (Psych) Psychologist Disability Service | 3 7
Grad.Dip. (Psych) Government
7 B.A. (Social Work) | P-T Social Worker | Disability Service | 7 10
Grad.Dip. P-T Case Manager | Government
(Fam.Therapy)
8 B.A. (Social Policy) Program Coordinatpr Resjite 1 5
Recreation
NGO
9 B.Science (Nursing) | P-T Community Disability Service | 21 —nurse | 4
Dip. (Teaching) Registered Nurse Government 4 — case
P-T Case Manager manager
10 B.App.Sc (Speech | Speech Pathologist Disability Servicg 4 4
Pathology) school
Government
11 B.App.Sc (Speech | P-T Speech Disability Service -| 5 7
Pathology) Pathologist school
Government
12 Dip. (Physiotherapy)| Physiotherapist DisabiBigrvice - | 13 13
school
Government
13 Diploma Occupational Disability Service -| 5 30
(Occupational Therapist school
Therapy) Government
14 B.App.Sc P-T Occupational Disability Service | 8.5 8.5
(Occupational Therapist Government
Therapy) P-T Team leader
Masters
(Occupational
Therapy)
15 Dip. (Occupational | Occupational Disability Service | 5 20
Therapy) Therapist NGO

Key: P-T = Part time
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3.4 Data Collection

Data for this study included audiotapes and traptscof focus groups and individual
interviews, literature and field notes. Hard comésll data were stored in a locked
filing cabinet. Data, field notes and literaturerevenanaged using Microsoft Word
(Microsoft Corporation, 2004) and Endnote 6.0 R&kearch Soft, 2000).

Focus group and interview data was collected adgatistorytelling approach. This
storytelling approach and the design and procedaordsecus groups and interviews
are outlined in Sections 3.4.1, 3.4.2 and 3.4.Beetvely.

3.4.1 Storytelling

In focus groups and individual interviews | adopgestorytelling approach, also
known as narrative interviewing, based on the mpies suggested by Mishler
(1986) and Mattingly and Lawlor (2000). Participantere invited to share stories

illustrating their thoughts, feelings and actiongractice with families.

In narrative inquiry, a story is considered a spetype of discourse production
where events and actions are drawn together intyganised whole by means of a
temporally ordered plot (Polkinghorne, 1995). Tkatcal subject matter of the story
is human action, that is, how humans act and wiy ta what effect for themselves,
others and their world (Polkinghorne, 1995; Ricod®89). Stories have been
successfully employed as a data collection toolumerous studies that have sought
to identify and understand the experiences andipescof human service
professionals, though rarely in relation to proi@sals practice with families of
children with a disability (e.g., Hasselkus, 19Bi@sselkus & Dickie, 1994,
Mattingly, 1998a, 1998b; Mattingly & Lawlor, 200@y inviting participants to
share their stories, their thoughts, actions amqeeences are made publicly

accessible for interpretation by the researcher.
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| encouraged participants to share their storigkrnee ways to illustrate their
practice with families. First, participants weresas@d of the storytelling approach on
the information sheet (see Appendix 1). Secondinforced this verbally at the
outset of each focus group and later, at the ir@ets. Finally, | prompted
participants throughout the interview to provideeles to clarify meaning and

expand the detail of their stories.

Not all comments or discussions from the focus gsoar interviews were in the
form of stories. Participants also made gener#ééstants or descriptions about
themselves or their practice. For example, a ppait commented thét.. home
visits are fabulous things to do, especially if ylmuthe home visit when the child is
at home. They are absolutely invaluabl@lthough this comment revealed home
visits as a valued practice activity, it gave ditthdication of what was valued or why
about home visits. In instances where participdittsiot voluntarily elaborate on
their broader statements, | encouraged them ta t&ibry that might explain the

meaning behind such statements.

3.4.2 Focus groups

3.4.2.1 Design and procedures

Prior to the focus groups, | sent participants@qat information sheet (Appendix 1)
and an invitation that confirmed the time, date kEnwation of the focus group. This
invitation also encouraged participants to comiéofocus group ready to share a
‘poor’ and a ‘good’ experience of practice with fiies. | used this approach as it
had been successfully employed in previous nagatguiries into the practice of
human service workers. For example, in a study aysdlkus (1998), participants
were asked to relate stories of satisfying andatisfying experiences in dementia
care in order to facilitate an understanding of wthair experience of ‘doing’

occupational therapy was, in this context.
| began focus groups by reiterating the purposenagithods of the study with

participants, seeking written informed consent, @rdinding them of the
storytelling approach that would be adopted. | zorgd that each person in the
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room was willing for the focus group to be audiped for later transcription and
informed them of their right to withdraw from theogp or request the tape recorder
be turned off without any consequence to themsealvéiseir employing

organisation. | encouraged participants to intettactughout the focus group,
inviting them to ask questions and make commentsitahe stories told. | did so
based on Herndon’s (1993) observation that focospg promote depth and detail in

data collection that can be less accessible withoup interaction.

| also highlighted the confidential nature of thecdssions and resulting transcripts.
Participants were reminded that comments made gitiim focus group were
confidential, for use as data in this study onhgd aot to be shared with others or
used to make decisions about service delivery pattiicular families. | also noted
that all data was stored in locked cabinets adokessinly by those directly related

with the project and any identifying informatiomreved.

To begin a discussion, | invited participants ttunteer a good experience of
working with families. The focus group continuedaifree flowing way between the
stories recounted and discussion of issues thattnes raised. This was facilitated
by comments and questions offered by myself andrgghrticipants. On my part,
guestions and prompts usually served to: (i) glasifio was involved in the story
and why; (ii) clarify what made it a ‘good’ or ‘pdexperience; and, (iii) seek to
encourage examples and stories to illustrate tiregpdiscussed. Participants’
comments usually served to clarify or add theiuttds on the issues raised. For
example, a fellow participant who had knowledgéheffamily in one particular
story commented on how “well” the storyteller dad“get a good outcome” and
build a good relationship with that family, addimgre detail about the challenges

that were surmounted in order to do so.

When there was agreement or disagreement betweap garticipants about
particular issues we discussed these in more d#tpdrticipants themselves did not
raise these similarities and differences, | inti@ilithem into the discussion. For
example, in one focus group a story highlightecdhdavhatever a professional could
to keep a child at home. In contrast, another storgmented on supporting the

62



family in coming to the realisation that the chalidd family might be “better off” if

the child was placed out-of-home. The ensuing disioms served to clarify that
although preventing placement was seen as the gdeain both stories, the ill

health of the single mother in the latter storymumied extenuating circumstances that

accounted for supporting a placement decision.

Following a recursive model, | also introduced tjlois and comments from
previous focus groups to facilitate further stoaesl discussion. Discussion
primarily centred on the ‘stand out’ features tmaide for poor or good experiences
with families. For example, | encouraged particigan share stories about ‘being
family-centred’ or ‘having good relationships witmilies’. Focus groups continued
in this way, moving between stories and discussuonis each participant had shared
their good and poor stories of practice or theyigslues their stories raised had

already been covered.

Immediately following each focus group | wrote fielotes about emerging themes
and possible issues for further investigation.d~rebtes are further explained in
Section 3.4.4. | transcribed each focus group, xengaall identifying information
from the transcript concerning participants, faesland locations. All dialogue and
other outstanding features of the conversation weladed, such as interjections
(e.g., hmm), pauses, associated actions (e.gingaitiger to lips in whispering
gesture, hands gesturing inverted commas whenrcevtads like ‘empowerment’

or ‘family-centred’ were used) and voice modulatfemphasis, whispering, etc).
The importance of these features of the conversatioarrative analysis is
described in Section 3.5.1. | sent these transctgpéach person involved in the
focus group. Participants were invited to review ttanscript and contact me if they
felt the interview did not reflect their experiescer they wished to correct, confirm,
refute or make any additional comments to thosedis the transcript. Member
checks by participants at this stage, serve to &éeire the transferability of the data
(Lincoln & Guba, 1985). | sent a reminder note rega& review to each participant
two weeks after the transcripts were sent. Sevditipants contacted me to confirm
that they were happy with the content of the trapsdWhen no alternative

comments were received, no changes were madeus fpoup transcripts.
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3.4.3 Individual interviews

3.4.3.1 Design and procedures

Interviews adopted a conversational style. | dgwedban interview guide of several
broad questions and probes about professionaligeagith families of children with
a disability. Riessman (1993) argues that the vafumen-ended questions is that
these produce narrative accounts. These questiohassociated probes are listed in

Figure 1.

Questions were designed to identify and undersidrat the participants were doing
in their practice with families. The initial, op@mded question about how work was
going, while often useful for leading participaintt storytelling mode, did not
always capture the day-to-day thoughts and actbpsrticipants. Inviting
participants to share the story of a ‘typical dag's employed as an additional
prompt, in case a participant had difficulty stoiyihis or her daily practice from the
opening question. Inviting participants to shaceiss of a ‘typical day’ has been
successfully employed to capture stories of daitydies (see, for example, Segal
& Frank, 1998). As participants described pracéicgvities in their typical days, |
wrote notes on these for subsequent prompts tohdustorytelling.

Participants were encouraged to share stories @&aahtof the activities they
described in their practice with families. For exden | said: “You talked about
doing home visits with families. Could you tell radittle more about that or a time
when you have done a home visit with a family?$éd probes derived from
Bruner’s seven constituent features of narrativéessribed in Section 3.1.3, to
clarify the features of the ensuing stories (Andsen & Bruner, 2000; Bruner &
Kalmar, 1998). Bruner suggests stories are frameash$wer questions such as these.
The probe questions, with the features of narrdttaéicised) were: Whadctions
were described? Who or whattorswere involved? Whajoal he or she was
seeking to attain? Whatsourcesvere employed? In whaettingdid this action
occur? What is typical degitimatepractice in this situation? Whabuble may

have existed when this legitimacy was discardethallenged? Following a
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recursive model, | introduced thoughts and commieats previous interviews to

facilitate further stories and discussion aboufgssional practice.

Figure 1: Interview guide for individual interviews

1. You have been working with families of children kva disability here as
(position)for (number)years now(from demographic information sheet)
How is that going?

2. Bearing in mind that | am trying to understand wy@i do with families, |
wonder can you tell me the story of a typical dagt aome of the things you
might do?

Probe for and within stories to illustrate:
a. Acts — Can you tell me more about what __ involdesg?
b. Actors — Can you tell me about who was involvethis?
c. Goal — What were you trying to achieve/your readonsloing this?
d. Resources — What resources were employed in thanac
e. Setting — Where and when did this take place?
f. Legitimacy — Can you tell me how you feel you/he/should have
acted? Did this differ from how they acted and @&hy
g. Trouble — What trouble may have existed in doingZh

All individual interviews were conducted in a prigaspace at the participant’s
workplace. | began interviews by reiterating thepmse and processes involved in
the individual interview as described in the infation sheet. | confirmed consent to
audiotape the interview with each of the particisaand | reminded them of their
right to cease the interview, request the tapentielsed off, or comments to be
excluded from the interview data. Each participaorhpleted an informed consent
form (see Appendix 1) and a demographic informasioeet (see Appendix 2) at the

outset of the interview.
The individual interviews with the fifteen voluntsenvere undertaken over eleven

months between June 2000 and May 2001. Intervianged from one to two and a

half hours each. All participants were interviewegberson at least once, with two
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participants being interviewed twice due to timasteaints on the day of the original

interview.

Following these interviews, participants were senbpy of the draft transcript and
preliminary notes on analysis and were inviteddmment. With one exception,
participants indicated they were satisfied with tiaascript. This participant
indicated sections of the transcript that she wdiklelremoved. She noted that
though “all the comments were true” she did notwhase comments included in
the study. Three sections of the transcript pdrtgito actions where she defied

organisational policies were subsequently remowvedexcluded from analysis.

3.4.4 Field notes

Three field note files were kept as outlined by idello, Aroni, Timewell &
Alexander (1990). These files were a transcrigt, @l personal log and an analytical
log. The transcript file included transcripts ath focus group and interview, notes
on the setting, people present, and any speciaiderations that might have
affected the interview (e.g., interruptions, gralymamics, the proximity of the
interview to school holidays and the associatedqunee to find respite or vacation
care places, etc). According to Minichiello et(@990) the personal log includes
descriptions and reflective notes about the peiopigved, the setting and
methodological issues, and the analytical log idetua detailed analysis of the
guestions asked during interviews and ideas anstigues that emerge as the study
progresses. | chose to combine the personal angtiaablogs for convenience
because of the intertwined nature of analysis andgmal reflections. Entries in this
combined personal and analytical log thereforeuidhet! reflections on the
dissertation process, methodological, theoretiodlanalytical comments including
options, suggestions, observations and decisione nmathe research process.
Information about the nature of emerging narratimed themes were recorded along
with notes concerning relevant literature. This borad log also included

difficulties that arose during interviews and aisay

3.5 Data Analysis
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Data analysis took two forms relevant to the twsesgch questions. Narrative
analysis was employed to address the first researestion, which is, identifying

the cultural core narratives of professional pctvith families. Analysis of
narratives was employed to explore the second r@dseaestion, thus explicating

the culture of professional practice with famileesd how these narratives shape and

are shaped by professional practice.

Polkinghorne (1995) clarifies the difference betwearrative analysis and analysis
of narratives. Narrative analysis follows the logfiBruner’s narrative mode of
thought. In narrative analysis the researcher ctslldescriptions of thoughts and
experiences and configures them by means of arjitot: story narrative. The
purpose is to produce stories or narratives thatige a framework against which
disconnected data elements come together in aaradolry way. Alternatively,
analysis of narratives adopts paradigmatic reagpmimploying inductive analysis
procedures like those outlined by Strauss and @dd€90) to derive concepts from
the data. In analysis of narratives, the reseambeks to analyse collected stories
and identify concepts and their inter-relationshigg hold true across these stories.
Alternatively, As Polkinghorne (1995) noted “anadysf narratives moves from
stories to common elements, and narrative anatysiges from common elements to

stories” (p. 12).

| began by using narratives analysis to addresfrtgesearch question. This is
outlined in Section 3.5.1. The stories identifigdthis process were subsequently
utilised in the analysis of narratives process eyga to address the second research
question, that is, to elucidate the culture of pssfonal practice with families. This

process is outlined in Section 3.5.2.

3.5.1 Identifying the cultural core narratives of professonal practice

with families

There are many and varied methods of narrativeysisale.g., Mishler, 1995;
Murray, 2000; Polkinghorne, 1995; Riessman, 19¢9&)each is centrally concerned
with how the protagonist interprets things (Bruri¥90a; Riessman, 1993). It is the
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researcher’s task in narrative analysis to inteéri@se interpretations (Riessman,
1993). In this study, analysis of the transcriptsrf focus groups and interviews was
conducted adopting what is often termed a ‘platedtire’ approach. Within this
approach, plot lines are compared across a sdrasounts, with the researcher
searching for similarities and differences in hbw stories unfold (Chase, 2005;
Polkinghorne, 1995; Riessman, 1993). Narrativegwewveloped using a
hermeneutic circle mode of interpretation of tekigplving the to-and-fro recursive
movement between the data, the parts of the nagratid the emerging narratives
(Polkinghorne, 1995).

Analysis took place in five stages. The first staglved identifying the stories
from the interview and focus group texts. The secstage involved reviewing the
stories and identifying their plot structure. I tiird stage, key features of the
stories were identified. The fourth stage involeagbloring variations in these stories
in terms of plot structure and key features. I8 8tage, the shared stories were
revealed through patterns across stories. In ttiheand final stage, having identified
the narratives, | explored conditions shaping hlogsé narratives were told. These

stages are outlined below.

The first task in this narrative analysis involuddntifying the segments of the data
that took storied form. Stories are recognisalgléneir structure and content. They
have a beginning, middle and end and space ofitiméich the protagonists’
actions play out (Amsterdam & Bruner, 2000; BrowiK&ps, 1993; Polkinghorne,
1995; Ricoeur, 1989).

Riessman (1993) suggests looking for entrance andadk, as defined by Jefferson
(1979), can assist in identifying text that takeserative form. In this study,
entrance talk included comments litéow | am thinking of this family where there
was...” or “for example there was a situation with this farhilyA statement
indicating the significance or relevance of theystften prefaced the story. For
example, a psychologist began her story stdtegsonally and professionally it is
a very difficult situation when you have an insigho what services are available,
and then have to pass that on to famili€She subsequently recounted the details,
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setting and circumstances in which she advisedlifesrio publicly complain in

order to get services that she was unable to dfee.closed or ‘exited’ the story by
restating the relevance of the stdi§o | guess that being ‘in between’ can be a real
dilemma”. A complete transcript of this story can be found\ppendix 4.

| reviewed interview and focus groups transcriptacketing narrative data. A total
of 163 stories of professional practice with fagslwere identified from focus group
and interview data in this first stage of analydtsch was a story told about a
practice situation an individual professional hadauntered. Practice situations
often revolved around a particular task or actigilgh as discharging a family,

providing information, prescribing a wheelchair,gming on a home visit.

A separate file was developed to contain the trgpisior each story. Close and
repeated listening of the audiotapes was undertikezach story and transcripts
were refined as required. Riessman (1993) sugdastee-transcription allows for
analysis of the spoken and unspoken features afiiteurse such as pauses and
interruptions that may help distinguish the emeggqarratives. For example,
changes were made to the transcript after revietheofapes to indicate when the

dialogue that was whispered had not been notetledraft transcript.

In the second stage of analysis, these stories exammined for a “skeleton”
structure against which the plots of stories cdniddcompared. Textual analysis
across these stories revealed that each storydadfaoh a three stage, temporally
ordered plot. That is, professionals oriented ¢te@ within, and evaluated their
actions in any given situation. In the first staigeljvidualsorientedto and indeed
oriented the listener to the situatiohhey talked about things they would like to do
and how committed they were to this. They also caneqb this personal account to
actions they ‘ought’, or felt expected to do, téphamilies. They described how
they felt about possible tensions between what Wayld like to do and what they
ought to do, often reflecting on the professiomal personal resources they could
employ. In the second stage, individuatsedto deal with the situation. They
described how they decided, organised and caruétheir actions and why. In the
third stage, individualsvaluatedheir actions. They reflected on the implications
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their actions for themselves and others, ofteniimgrtheir experiences as positive or

negative.

To illustrate plot structure, an occupational tipgsts story about writing an
application for the technical aide to facilitatehald’s inclusion in the local
mainstream school is presented below and a fulktnapt presented in Appendix 4.

She oriented to the situation this way:

Increasingly we are being taught to focus on thedgihings and that sort of
stuff, but when you are doing things like writingptiof those submissions
and that you have to focus on the negative, itlisegative, negative,
negative. That poses a real dilemma for you. If gon't write it negatively,

then you don’t get the money.

She went on to describe and explain her decisiovrite the report focusing on the

negatives about the child’s condition:

I know it is quite distressing that anything formeg has to be this real sob
story about how things are just going in this dowardg spiral where there is
no solution and everything is just gloom and doBuot.sometime you have to
write that way. You just have fsaid with emphasis] to get the help.

She then evaluated the possible implications divgrithe report in a negative way
for the parent and their child and the expectaiiat she should focus on the

strengths and positives in the family’s situation:

It goes against a lot of the philosophies when weeveorking with people

with disabilities trying to look at how positivarigs are and how they should
be valued and the things that they can offer sp@atl all this kind of stuff.
Suddenly it is like ‘no!” They [the child] are vedgvalued in those families.
Parents see copies of these reports and one saiy<tiild has achieved all

these things, and the submission for funding dagtsthey are not doing very
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well at all, and then dealing with the fall out fnathat. | suppose we keep

reinforcing for families that things aren’t goingel

In the third stage of identifying the narrativegpodfessional practice with families, |
sought to identify critical features of the storiddentifying critical features in the
narrative is described as an important part oftii@eng narratives in narrative
analysis (See for example, Mishler, 1995; Polkingbp1995; Riessman, 1993).
Riessman (1993) suggests looking for underlyingppsdgions or features that help
the stories make sense rather than simply readingphtent. At this stage, |
proposed and tested numerous possible definingresain my field notes, including
for example: (i) Are the stories founded in difiereonceptual sources of trouble,
such as clashing expectations within the cultudash between a personal and
cultural expectation of practice, or a clash betwenily and professional culture?
(i) Does experience always feature in the stolgadiii) Are all stories founded
only in response to changing service structurespatidies, and if so how do these
responses differ? On review of the data, the insterscy of these across stories
indicated these were not defining features of dreatives. As an example, this
process of identifying and testing propositionslistrated below using the

proposition of helping as an interpretive framework

‘Helping’ was identified as a critical feature abses of professional practice with
families. It provided a framework against which fessionals interpreted how they
potentially could or were able to help familiesthgir actions. Overt comments like
“how does that help them™| get a real buzz from helping themand“you just

can't put things into place to help thenfirst alerted me to the proposition that
helping was central in stories of practice. Onnmang to the text, | found other
words like supporting, assisting and improving $iteation were employed
synonymously in describing how they interpreteccpca. These words were
employed by professionals to interpret practiceaath stage of their stories. For
example, in referring to the number of service plaine was supposed to be involved
in, a social worker questionétlike do they [IEPs] even help?"Describing what
motivated her decision to spend considerable timtie avfamily building rapport, a
community nurse staté is about helping them feel confidentEvaluating his
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decision to visit a family outside of work hourstkat a father could be involved in
therapy, a psychologist notéiéfs okay, as long as it helped him feel involvéd
long as that helped support the familyWhile all used helping to interpret their
work with families, the extent to which participariélt they could and did help
families varied across the stories. This findingwsitical in distinguishing the

emerging narratives in stage four of this narratimalysis.

In the fourth stage of narrative analysis, | exptbvariations in how stories were

told within this plot structure and across the k&stures. The aim of this stage of
analysis was to explore patterns in how the stave® told. The question here was:
are there shared stories or cultural core narsiivéhis cultural community? And if
so, what are these cultural core narratives? $tiotg were compared and contrasted

using a cross-story analysis.

| began by outlining a draft plot of possible néwu@s. To organise data for this
analysis, | reviewed each story and grouped thusteaippeared to be similar. This
resulted in four groups of stories and a fifth gravhich | was unable to clearly
place in one of the other four groups at this stagen, using the three-stage
narrative structure afrient, actionandevaluateas a framework, | coded the stories
in each group based on key characteristics ofstioay. | entered each coded
characteristic into an analysis table under ortgtaaction, and evaluation. | then
reviewed this table, comparing the listed charasties and referring back to the
stories to confirm the intended meaning. This featéd removal of duplicates and
the refining of characteristics in each stage efglot. Each story in each group was
then re-read to see how it ‘fitted’ the draft pldtsepeated this process with the other
three groups of stories resulting in four draftra@ve plots. | then compared and
contrasted the fifth group of stories to otheristoand the four draft plots. These
stories provided information to refine the fourftidots. Furthermore, they
provided a means of checking the dependabilitheffour emerging plots (Chase,
2005). Ultimately, each story in this fifth grougsvrepresented in these draft plots.

The result of this process was four draft plots.
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The interpretive framework of helping differentidtine four draft plots. For
example, one had a resounding characteristic affialping’ families, while another
reflected a hope that ‘any help is better thanelp hat all’. The varied perspectives
on and experiences of helping were therefore iredud the draft plots. Ultimately,
four draft-plots for the cultural core narrativesre established through this
comparative analysis. At this stage, | termed tladt ghlots ‘flow’, ‘cross-current’,

‘battle’ and ‘drown’.

With the draft plots in place, | began testing &mdher refining the narratives.
Propositions were posed and tested as the nasativeatterns in the stories were
developed and refined. Essentially this analysestjaned if these plots represented
the only stories told in this data. | reviewed eatdry to determine whether each
fitted one, several, or none of the narrative plotes further clarified final details of
the plots as characteristics of stories that ‘didnite fit' were examined. This
process of checking for inconsistencies in the dathinterpretation serves to
enhance the coherence and credibility of the figsligKrefting, 1991). By way of
example, | considered at this point whether thét dtaw’ narrative was
characterised by the professional being ‘okay’ i help and the context in which
it was provided. The excerpt from the story belogp(esented in full in Appendix
4), indicates the practitioner was personally okéi the help provided, however
the story was still founded in a challenge to apeexation of how they should help —
that is, hands on assistance with families.
| found it very hard, when we had some of thesegbsito a consultative
approach, giving up some of the hands on. But thieought ‘maybe | can
give the best in a different way,” not copping antl not doing it, because |
would feel very bad if | couldn’t give of somethiBg | think that is what it
is. I look at, you know, so instead of maybe fgalipset and thinking like
‘this is the end’ or something, | say to myselistis an obstacle. Go back to
that thing that | have always set up for myselfat\do | do?’ Well | either
give up and | am a failure, or how do | do it? | gund it, over it, under it,
through it, one way or the other.” So | think tie@basically it. So it is to say
‘be flexible.’” Is there another way of giving towlarthem instead of hands
on. Is there a better way of doing it to help thelsédren and families?
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Other stories that initially seemed to indicatetipgrants were content with both the
help and the context, on closer inspection, wdcerigtrospectively or with a
qualifying statement or both. For example, a spgathologist suggested in an
individual interview thatBefore, | used to get frustrated that they woutdnllow
through on the suggestions or home programs, wisemesvadays | have learned
and | don't have the time or energy for that stresénalysis of stories that initially
seemed like inconsistencies in the data eventbailylighted that each story, though
told differently, was founded in trouble, even wipgarticipants were content with
the help provided. In retrospect, this is consistégth narrative theory, which
suggests that all narratives are founded in somme & trouble or challenge to

expectations (Bruner, 1990).

Triangulation of data sources is suggested as anotbans of enhancing the
credibility and confirmability of qualitative reseh (e.g., Chase, 2005; Lincoln &
Guba, 1985; Krefting, 1991; Rodwell, 1995). Trialagion involves the same issues
being investigated in a number of ways to eluciddtether evidence exists to
support a particular finding (Minichiello, Fultom &., 1999). During narrative
analysis, | compared if and how the stories welewathin and between focus
groups and individual interviews. Each focus granp individual interview
contained stories reflecting one or more of eadh@ftonceptual narratives and each
story was represented by one of the four narratihess enhancing the credibility of
the data. Not surprisingly, this triangulation pges also highlighted variations in
how the narratives were adopted across the dajgesting a need to consider the
conditions under which they might be adopted. Dlesurred in the fifth stage of
analysis.

One final process was employed in refining and kimgcthe emerging narratives
accurately reflected professionals’ experiencascaln and Guba (1985) suggests
two processes of member checking and peer exammtatienhance the credibility
of research findings. Four professionals were @/ib review the narratives. Three
were study participants and thus provided ‘membercks’ of the narratives.

Lincoln and Guba (1985) suggest however that merciecks can be difficult for
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informants particularly in recognising their owsés and therefore suggest a
higher conceptual analysis. | invited three pgsaaits that | considered had been
quite reflective in their interviews, and who hadyded thoughtful, critical
feedback on earlier drafts or transcripts. Indigldaterview participants 12 and 15
were experienced practitioners from governmentreordgovernment providers. The
other participant who received this draft was utufioately unable to provide detailed
feedback due to health issues. These members civecksupplemented with a peer
examination, which Lincoln and Guba (1985) suggesmotes more reflexive
analysis and testing of hypotheses. A peer withitgtiae research experience and
nine years experience with families of childrenhaatdisability was also invited to
review the narratives. In addition, the narratiwese taken to a qualitative research
graduate forum where doctoral and master colleagnéexperienced qualitative
researchers provided feedback. For member checkpesar examinations, | invited
them to think about each narrative individuallyctompare the narratives, and to
consider how these narratives reflected their oxpegence of practice with

families of school-aged children with a disabilifyhey raised a number of issues
that sent me back to the data and served to fucthgfy the narratives. For
example, at this stage, what would become itteking it work narrative stated the
individual actually did both what they wanted totddhelp families and what they
thought they were expected to do. The questionpsasd: Did they have to do
both? If they did not, did that make the story miaréne with another narrative? In
returning to the data, | found they did not needddoth. Rather, the defining
feature of the narrative was their drive to ensbhey worked in line with their
personal vision of helping families, quietly worgiout ways to do this, and if
necessary, to “get away with it”. One common sgrptdey employed to hide their

own personally valued practices was, at times, @siog what they “ought to do”.

Four narratives resulted from this movement betweeratives and data. | called
thesemaking it workhaving to fighthopeless strugglandmaking the best of.it
With the four narratives identified, in the fifttage of analysis | explored the
conditions that informed these narratives. Seagcthie stories corresponding with
each cultural core narrative identified the comais. Conditions identified included,
for example, time of year, changes in service pegidnteractions with colleagues,
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interactions with managers and policymakers anghénsonal circumstances of the
professionals such as their commitments outsidé& woexperience. The four
cultural core narratives of professional practi¢gdhviamilies are presented and
discussed in Chapter 4.

3.5.1.1 Implications and limitations
In this section, possible limitations of the ani&lgt techniques chosen to identify the

narratives of professional practice with families explored noting the implications
for the subsequent presentation and interpretatidinese narratives in Chapter’s 4
and 7.

Researchers have argued both for and against wialgse that involves data
collected from both focus groups and individuaémtews. Adopting the standpoint
of some narrative researchers that the ‘contegietelling’ is crucial to the story
told and subsequent analysis and interpretatiagn, ([Riessman, 1993), it might be
assumed that focus groups produce different standsherefore cannot be
combined with individual interviews. In this stutgwever, | have suggested that
both focus group interview and individuals provateess to the cultural core
narratives and negotiated understanding of culjueaiceptable practice. My

reflections on the implications of this are detgile Section 7.2.

As stated previously, there are much debated appesao narrative inquiry.
Though widely used, there are limitations to thetgtructure’ approach as
employed in this study. Riessman (1993), suggbsatsthis plot structure approach
often employed in life history research is moregistent with traditional qualitative
studies, placing more emphasis on general thenagstliat which can be learned
from the specifics of how a story is told. A closentextual and textual analysis
focused more on ‘how’ the stories are told may pbgseveal different meanings
and narratives. Some issues of context were carsidere, such as the timing of
the interviews, whether a focus group or individinérview, the life situation of the
participant, and their connectedness to manageatiscourse analysis may also
have ‘told a different story’. For example, my ani@l log contains questions, not

amendable to answering in a plot structure anglgbisut how and when participants
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shifted from general stories about practice to $jgedient ones, from talking about

their actions in terms of “I” versus “we”, and be&t@n current and past stories.
The approach adopted in this study in part refleeiditional identity studies within
a life history approach, where researchers ofteR seuncover and interpret
narratives present within an individual or commuii€hase, 1995). To do so, the
researcher adopts an authoritative voice in arebystl representation of the
narratives. Like Chase (2005), | believed that asktwas to “...make visible and
audible taken-for-granted practices, processestndtural and cultural features of

our everyday social worlds” (p. 664).

Some researchers suggest that when an authorivative is adopted, the researcher
should include extensive quotations to supportgnetations (e.g., Riessman,
1993). Though offered in Chapter 3 and the Apperg]itengthy quotations are not
included in the presentation of findings in Chapt®iand 5. This decision was made
to ensure quotes from individual practitioners wld distract from the community
level presentation of shared cultural understarsglargl conceptual narratives.

3.5.2 Identifying the culture of professional practice wth families

The second aim of this study was to explain theucelof professional practice with
families. Bruner (1996b) asserts that a culturealephe ordinary way of doing
things. When there is an exception to the ordinamgmbers of that cultural
community will tell a story that explicates whaeyhshould ordinarily do and
explains how their actions fit with this. Withinismarrative mode of culture, it was
assumed the stories participants told about thrastige therefore depict their
understanding of culturally acceptable or ordinaays of working with families. By
analysing these stories, it is therefore possibkucidate the culture of professional

practice with families.

For the purpose of identifying the culture of pss®nal practice with families | re-
analysed the 163 stories collected through thesfgraup and interview process.
These stories were originally identified in thesfistage of identifying the narratives

of professional practice as described in Sectidril3Analysis to identify the culture
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of professional practice with families followed timeluctive analysis procedures

outlined by Strauss and colleagues (Strauss, 138atiss & Corbin, 1990).

Analysis began with open coding of undifferentiatiedia into categories. In open
coding, codes are applied to each denoted uniteaining in the empirical data
(Strauss & Corbin, 1990). Each sentence and theagpph in each story was read,
re-read and coded for these units of meaning.

Open coding resulted in 41 ‘concepts’ of profesaligractice with families. Strauss
and Corbin (1990) described concepts as a colledfi@haracteristics and attributes,
and the characteristics and attributes of a coreefgroperties’. Though analysis
continued to follow the processes outlined by Stsaand Corbin (1990), these
concepts are hereafter called ‘principles’ to beststent with the Brunerian
framework which focused analysis towards the sharedning or set of principles
comprising a culture. At this stage principles utgd, for example, financial
accountability, clinical accountability, advocacgmmunity inclusion,

collaboration, maintaining family relationshipseopcommunication, bandaid,
information giving, preventing out-of-home placemdrelping family wellbeing,
vocation/calling, hands-on treatment/‘direct istbédecumentary evidence, resource
constraints, wholeness-child in family, respedsisiresponsive, keeping the peace,
family as centrepiece, professional distance, wengss of each family, gate keeping,
strengths focus, normalisation of experience, juoug@ calls, interpretive/bridging

role and consultancy

To cluster and refine these principles, | employedprocess known as constant
comparative analysis. Constant comparative anatggisires comparing and
contrasting principles (concepts) to ensure eaatuisially exclusive and internally
consistent (Strauss, 1987). | re-read the codedliataining to each principle and
explored and documented the properties of thatypli® the way these were
conveyed to professionals, their implications faqgbice, and possible consequences
of this practice. This was coded in a table fothgaiinciple. An example of an
analysis table developed for the ‘interpreting aadveying information’ code is
shown in Table 2 on the following page. This pracesidentifying the properties,
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communication, implications for action and poteint@nsequences was repeated

with each of the principles identified in open augli

Throughout this constant comparative process, aepénciples were merged. For
example, the principle of preventing out-of-homageiment was combined with
maintaining family relationships. On the surfade titles implied different
principles: the location of the child in the familpme and the quality or integrity of
family relationships. On closer analysis of thet teawever both principles were
about keeping the child at home rather than seekirgpf-home placement. The

original 41 principles of practice with families veereduced to 32 by this process.
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Table 2: Example of principle analysis table

Principle: Interpreting and exchanging information

Properties:

0 Who they interpreted for — between families andstevice system

o What they interpreted — information (about, for myde, family service
needs, priorities, service policies and procedgesice availability)

o Why they interpreted — some affinity/knowledge/cection with both

families and service system

Implications for practice:

o Keep informed of family circumstances via positre&ationships

0 Keep informed about service parameters via docuaientand contact
with managers.

o Listening to family service needs and prioritiesl @onveying translating
these into language and concepts recognised andd/bly the system
(e.g., writing funding applications) ‘technical g@an’ in reports to familieg

o Attending to information from the service systemc(uding assessments

and removing technical jargon when informing faeslof the same

Conveyed:

0 Service policies requiring them to make local ssevnterpretations of
state legislations or service policies

o Past experiences of successful communicationsfaitiilies and the
service system that involved the respective remowaisertion of
‘technical jargon’

0 In-services to professionals about changing seipadieies and

implications for families

Potential consequences:

o Cirisis of allegiance — to the system or the family?

o “Piggy in the middle” — caught between service sgstind family with
no power to change the conditions you relate tersth

o Inability to adequately understand or represenilfaooncerns
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At this stage, the process of exploring potentiareections between the principles
began. Strauss and Corbin (1990ygest working towards the identification of a
core principle around which all other principles ¢z integrated and related.
Identification of a core category is usually acleg\by systematically relating a
principle to all other principles until the corarmiple is identified. In this study
however, there was no one core principle. Ratle¢ated principles were grouped to
represent components of the culture of professipraadtice with families. For
example, the component of “being objective” in psHional practice with families
was composed of principles about maintaining agasibnal distance, making
decisions based on facts and evidence and ‘bracketersonal emotions. On initial
grouping, 33 principles were grouped into 10 congmas of the culture of
professional practice with families. These ten congmts and their constituent
principles occurred in varying frequency acrossdfogies. For example, since
helping was the primary interpretive employed iafpssionals’ stories, helping or a
constituent principle featured in some form in esidry analysed. Other principles
and components, such as those representing ‘inelypsactice’ featured in each

individual interview and focus group, but with ldesquency across stories.

Systematically relating these principles furtherified and refined the components
and their constituent principles. For examplehat point | considered merging two
principles: ‘family as crucial team member’ (worgitogether) and ‘family as key
decision makers’ (empowerment). As | reviewed thedelating to these principles,
it became clear ‘family as a team member’ was abwustructure of formal and
informal teams and the importance of inviting faeslto be a part of this
collaboration. It did not define what parents’ ralgght be within this team.
Alternatively, ‘families as key decision makerstitsed more on the process of

ensuring family decisions were encouraged and r@sed as directing practice.

Systematically relating these 32 principles ideadifrelationships between some
components of this culture. For example, the pples comprising the ‘positive
relationships’ component were frequently highlighte stories representing the
principles of ‘working together’ component. Oth@ntponents appeared to be
mutually exclusive, such as those relating to ‘pcacas bandaid’.
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| sought feedback on these draft cultural compant&omm several study participants
and research colleagues as suggested by LincolGabd (1985). | first invited

three of the individual interview participants tthes comments on this draft. Each
participant received a printed copy of the drafhponents and principles and was
asked to comment in writing in a meeting with teegarcher or both. Each
participant had been involved in an individual mtew and focus group. The
participants, identified as individual interviewrpeipant numbers 3, 11 and 14 in
Table 1, Section 3.3.1, were selected based ondtailability to review the drafts,
and to represent maximum diversity within the samplterms of service types
(government and non-government), profession andigoga social worker, speech
therapist and occupational therapist/team leaglegxs experience with families 26,
7 and 8.5 respectively) and employing organisatimfortunately, due to the
resignation of both participants from the respitd gecreation organisation, it was
not possible to contact and therefore include attfioeviewer from this service type.
Participant reviewers were invited to comment ortkr these components
represented their understanding of culturally atad@p practices, that is, ways they
felt they ought to work with families. They werealasked to provide any general
feedback about, the clarity of wording or simikaraf components. Each commented
that the components represented how they “oughtactice”, however they
emphasised that this often contrasted with how geegonally “did or would like to
practice”. Minor changes were made to some compsr®sed on feedback and the
subsequent return to the data. For example, itswggested that the principle of a
safe ‘professional distance’ equated with thato&cketing personal emotions’.
Returning to the data confirmed this comment and these two were merged into
the ‘professional distance’ principle in the objeetcomponent. Other changes were
made to wording of certain components includingeik@mple changing one

component from ‘bridging’ to ‘mediation’.

To further enhance the credibility and dependahdftthe findings | undertook peer
examination of the components as suggested by lnreoal Guba (1985). |
presented these refined components of the culfyreoessional practice to a group
of peers with qualitative research experiencestudy seminar for qualitative
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researchers. Participants included fellow doctars¢arch students at various stages
of study and several academic staff with qualiatesearch experience. | posed
questions and invited their critique, particulasfywhat | considered ‘tricky’
decisions within the analysis process. For exanghlthat point two components
referred to principles about out-of-home placemknthelping’, an overall aim of
services was preventing out-of-home placementidriliandaid’ practice theme and
driven by this ultimate aim, professionals pricetl service distribution to families
at immediate risk of out-of-home placement. My gedrallenged me to return to the
data and determine if it was the crisis or theaftitome placement that was central
in this component. Based on review of that datketérmined that the immediacy of
need rather than out-of-home placement was keye&efg the interrelated nature
of components of professional practice, the thoéanminent out-of-home
placement was a prominent crisis (bandaid them&hnprofessional practice
ultimately aimed to prevent (helping theme). Theeze however other factors that
produced this crisis such as “noisy families”. Tib@ndaid’ component of practice

thus was refocused towards crisis.

Through this consultation and constant comparanadysis, the data were
ultimately grouped into ten cultural componentsespnting 32 principles of
professional practice with families. These arehélping (ii) positive relationships
(iif) working together(iv) individualised practice(v) empowering practicgvi)
inclusive practice(vii) practice as a bandajdviii) mediation (ix) “It's a business;
and (x)objective practice Each component of professional practice comgrise
subcategories pertaining to the principles undegyiractice with families. These
cultural components are presented and discussehapter 5 and summarised in
Table 4 in Appendix 3.
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4 CULTURAL CORE NARRATIVES OF
PROFESSIONAL PRACTICE WITH FAMILIES

This is the first of two chapters in which the fingls of this study are presented and
discussed. This chapter addresses and interpnetigdis in relation to the first
research question, outlining the cultural coreatares professionals employ to
explain their daily work with families of childremith a disability. In Chapter 5 the
culture of professional practice with families irepented and discussed to address

the second research question.

Four cultural core narratives of professional pcactvith families of children with a
disability were identified in this study. These &tked: making it work having to

fight, hopeless strugglandmaking the best of.itEach narrative is named using a
phrase from the participant story that most strpngpresented the essence of the

narrative.

The four narratives are conceptual abstractionsrgited in professionals’ stories
about practice. They represent the fundamentaatiaes that professionals work
amidst as members of this cultural community. Baaative is hypothetically
available to all professionals to describe theirkwaith families in a practice
situation. Individual professionals may work infdrent narratives concurrently
(e.g., in different venues or with different fareg) or sequentially (e.g., moving
from one task to another). Circumstances that mftire narratives assumed in a

practice situation are described Section 4.5 falgwthe narratives.

The narratives are framed by and focused on themof helping families. In each
narrative, professionals questioned the extenthiclwpractices helped to improve
the health, development or wellbeing of the chilthva disability, the caregiving

family, or both.
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The narratives served to explain and legitimisdgasionals’ actions to themselves
and others. In doing so, these narratives reflecptofessionals’ own vision of how
to help families. Each narrative also reflects famttons correspond with culturally
accepted practices. The culture of professionatpepresented in Chapter 5
outlines what professionals understand to be @llfuacceptable ways of working

with families.

In Sections 4.1 to 4.4 each narrative is descravetithen illustrated by a
corresponding story from a participant. The fivgb tharratives +naking it workand
having to fightnarratives reflect different approaches to engdtie professional’s
desire to challenge the policies and conditionsrh&he considers inappropriate to
helping families. Théopeless strugglandmaking the best of itarratives that
follow present different levels of concern abouliieg less inclined or able to

challenge these conditions.

Section 4.5 examines the circumstances that infew professionals take up these
narratives in individual practice situations. Poi@nmplications of the narratives for

professionals, their practice world and families eonsidered in Section 4.6.

4.1 Making it work

In themaking it worknarrative the professional secretly goes abouytimgfamilies
in ways he or she believes are important in sgitbeir organisational context. In
this narrative, the professionals’ personal vievesgaramount, and policies and
conditions in opposition to these are obstaclesrtbad to be worked around. They
believe their skills are best employed to help feamiin line with this personal
vision. Professionals in this narrative are cariidin their abilities and secure in

their conviction that others value them.

In themaking it worknarrative, professionals prefer to draw as latkention to their

daily practice as possible. They may need to dksttsat they consider objectionable
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or that are not in line with their views about hetpfamilies to ensure they are left

alone.

In this narrative, professionals maintain a posiand hopeful frame of reference:
they feel they help families and quietly challemgpelesirable policies and
conditions. Though these professionals are repu@arfor circumventing
organisationally determined policies and practitiesy may become even more
covert to achieve the goals with families that thesyard as important. Margaret’'s

story provides an example oh@aking it worknarrative.

Margaret is a shrewd and determined occupatiomahfiist, often working ‘under
the radar’ of her boss, bending rules and goingrad@ny barriers to help families hs
she sees fit. She considers Departmental pressdiecharge families after they
have received their time limited (10 weeks) or esBmited (e.g., wheelchair

prescription) ‘unit of service’ can adversely atfber ability to help families with

ongoing support needs. Margaret is confident howtha she can still help familie

97

despite these constraints. She acknowledges tlaabid overloading staff, families
must be discharged. However she believes that eaaing contact with some
families with ongoing needs is more helpful andlesing on professionals’ limiteq
time and facilitates a more efficient response tgwenting time being wasted in
“getting to know families all over again”. She do#snind “bending the rules a littlg
bit to keep that contact happening” if it allows behelp families better. Sometimgs
she discharges the family and addresses theircgemegieds “off the record” by not
recording her work on the statistics of serviceetfieShe also discharges other
families she does not believe need ongoing hekgr. lkhnagers have noticed her
reluctance to discharge families and she has @mranded repeatedly concernifig
this. She is not overly concerned about thesemeprds, listening, and then WOI‘kiV‘L
out new ways to continue contact with families the quiet”. She is confident tha
her extensive experience and expertise are to@ddly the organisation for any
serious consequences to occur. Moreover, if thiatsn was to change and she

could not continue her current practices, she mgident she will find “the right next
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step” where she can do so elsewhere. She feetfisdtihat she is helping families

to the best of her ability.

4.2 Having to fight

In contrast to the secretive or ‘underground’ natofrthemaking it worknarrative,
thehaving to fightnarrative openly challenges policies and condgticonsidered
unjust and in conflict with the professional’s imidiual vision for supporting

families. Professionals in theaving to fightharrative are confident in their skills and
knowledge, viewing themselves as crusaders andajemg a ‘plan of attack’ on
behalf of families to change policies or conditidngt they see as constraining their

efforts to help families.

These professionals challenge policymakers and shiervisors by directly
opposing ‘offending’ policies and conditions. Thago indirectly challenge the
status quo by ‘lighting the fire’ of rebellion inhers including families and their
colleagues. In thhaving to fightharrative, professionals openly ‘push to the fimit
their's and others’ skills, resources, constraamd expectations. They anticipate
being reprimanded and draw some satisfaction ghasbociation, their ‘cause’ has

been noticed.

In this narrative, professionals often feel ithsit battle alone, at least at the outset.
Yet they are optimistic that change can occur, askedging however that the battle
will be ongoing. In this narrative, whether thauation is resolved or not,
professionals feel justified in their personal ersfor helping families, and retain
their anger and frustration which motivates therfight, regardless of personal or

professional consequences.

Karen’s story described below provides an exampteeopenly combative stance

of thehaving to fightnarrative.
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Karen is a social worker, determined, outspokesp@red to fight and lead others,
even if it means upsetting the boss. She feelserard that the shift to consultancy
and tertiary models of services delivery with reshlidirect contact hours does not
support families appropriately. She feels it isdgitical and dishonest to perpetudte
an approach that she considers ill conceived andedfective use of her skills. To
support and empower families, she therefore “wehkssystem”, often working in
ways that are not sanctionddespite being directed by management to pacify
families, she encourages them to “make some naisé’'gives them information ong
how to do so. She tells families they will noteae the required level of support
unless they are noisy, as noisy families are mketylto be assessed as ‘in-crisis’
and therefore get the service they need. Her comenit to this fight is reaffirmed,
as more and more families are “cottoning on toide@” of manipulating the systen
to fight for the services they need. She thinksguee is being brought to bear on
policy makers and managers as an increased propatifamilies present, perhap9
unnecessarily, as ‘in crisis’, and others requetits of how to make noise via
official channels. She feels vindicated becauseli@srare fighting for and getting
the help they need and the wrongful reduction @rapy services is being

challenged.

4.3 Hopeless struggle

Like thehaving to fightharrative, in thdopeless strugglearrative professionals are
concerned about their ability to help families witpolicies and conditions that they
consider ineffective and ill informed. In contrédsbugh, professionals in the
hopeless strugglearrative despair at their inability to change ¢beditions to

which they are subjected. Their own vision of watkivith families is completely
overwhelmed and they hold no hope that they can flaghilies within this situation.
In this narrative, professionals are concernedttieit skills and resources are

inadequate to the task or wasted within existingcigs and conditions.

This narrative is about professionals quietly aagpbndently doing what they are
told to do to help families. Complaints to thos¢hwpower to change the situation
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barely feature: these are considered pointlessapitisequences to be avoided such
as prompting reprimands or exposing a professionpérsonal weakness. In this
narrative, energy is directed towards ‘survivirtg tsituation. Surviving requires
professionals to limit their emotional investmamtamilies and service outcomes,
treating their work as a job to earn money. Despitgasional mutterings to like-

minded colleagues, professionals in this narrdtiugely feel alone and powerless.

On reflection, the professionals in this narrative disappointed with themselves
and their inability to help families. They constrarey feedback from others about
their efforts as a complaint, criticism, or ill armed affirmation of practices that do
not help families. Lisa’s story below provideseatample of théopeless struggle

narrative.

Lisa is despondent, drowning in expectations shks fenable to fulfil and despairinl;
that her efforts can in any way help families. Thew issue, new referral” intake
policy at her workplace directs Lisa to work witdmnfilies to resolve only the issue
identified on referral before discharging them. Mitthis practice, most families
experience multiple and ongoing re-referral, whiesults in long waits for services
and their being allocated to the “next availablkef\ice provider with a caseload
vacancy. Lisa despairs at how this devalues egisafationships with families, but
feels she has no choice but to comply with thiscgoShe is distressed and
frustrated as families she has worked with befdne vequired her specialised
gastrointestinal feeding skills are instead gettiaryices from comparatively
inexperienced and unknown therapists. Believingcstimnot change the situation,
she continues to work in line with this serviceipglfeeling her capacity to suppor
families is severely restricted and her time antisskre wasted. When these polici

14

S
were first implemented, Lisa quietly vented hessfrations and concerns to her
colleagues and team manager to no effect. Nowadhgs'throws her hands up in
the air in despair” and says nothing beyond thesional “quiet whimpering” to
like-minded colleagues. She sometimes reminiscestdahe “good old days” when
she could work directly with families and utiliserrskills, however she finds reality

quickly makes these “dreams all come crashing diovthe end”.
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4.4 Making the best of it

Like thehopeless strugglen themaking the best of itarrative professionals feel
they lack the skills or opportunities to changedHecial conditions and policies
informing their practice. Yet theaking the best of iarrative is one of pragmatism
in which the professional accepts without conchat these policies and conditions
take priority over the professional’s better judgein Instead, they react and adjust

their practice to take into account the policieered by their organisations.

In this narrative, professionals believe that thioseontrol’ are decent and good and
have the best interests of children, families dedrtworkers at heart. Hence the
making the best of itarrative reflects hope that doing what they arected to do

will affect families positively.

Themaking the best of itarrative may include talk of working ‘outside’rgiee
policies however this is not reflected in actiomtiAns are justified as doing what is
expected by their organisation. Here, professiolaalks for positive and personally
satisfying elements in their actions. They mayp alksek reassurance and guidance
from others including colleagues, mentors, managers families. In this narrative,
professionals are firm in the belief that they hdweee their best within the existing
conditions and policies, even when they do notegri¢h these, to help families in

some way. Matthew’s story illustrates timaking the best of itarrative.

Matthew is easygoing, adapting to and making thetrabwhatever opportunities
and tasks are presented by his job. He accepthéhatexpected to take part in
individualised service plan meetings and associdtedimentation. Matthew
acknowledges that these are ideally aimed at iddalising support and
empowering families. However, he thinks two keyiesschallenge this aim. First,
the extensive number of professionals involvedaicheservice and the number of
service plans each professional must be involvemlaate an impossible workload.

To offer individualised service within this conteMatthews explains “you would do

nothing but service plans and meetings” at the éaxsp of providing an actual
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service”. Second, he thinks that the standard fofaraservice plans and meetings
makes for prescriptive and generalised rather ith@inidualised practice. Despite
these flaws in service plans, Matthew has faith tix@y fundamentally support
children and families and believes they are béitian the alternative of no plan at
all. He is confident that by using service plansliascted, he can contribute to
helping empower families and provide them with s@®evices relevant to their

individual needs. He remains mindful however of Ibetoming overly prescriptive

or repetitive in the large number of plans to whiehcontributes.

4.5 Circumstances that inform the narratives adopted

As noted previously, each narrative is theoretycallailable to all professionals to
describe their work with families in a practiceusition. However certain
circumstances may contribute to an individual beirage likely to adopt a particular
narrative. The circumstances identified here doseote to predict which narrative
will be related. Rather, in keeping with Brunerarative way of thinking,
circumstances are highlighted from an analysisaofigipants’ stories that may help

understand the narratives adopted in particulastigeasituations.

In his published work, Bruner does not speak diydotthe concept of community
narratives as presented in this thesis. Withimtreative mode of culture, he argues
that through their stories, members of a cultuoahmunity can express the narrative
or shared meanings of their culture. Through sédiigg, he suggests that
individuals ‘try on’ possible stories for fit witteir identity and commitments
(Bruner, 1990a; Bruner, 1996b). Within the narmatmode of thought, Bruner
suggests that a person’s character, setting ar@hacre regularly combined
differently in constructing a person’s life or ‘mative identity.” He argues that
characterising the story or narrative goes beyamgle consideration of the
character or personality, to considerations ofuritstances and setting (Bruner,
1986).
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Participants’ stories highlighted several circumsgs that potentially influenced
which cultural core narrative a participant adogted given situation including
personal life circumstances, interactions witheadjues, managers and policy
makers, changes in the service policies and the ¢tihyear. These are addressed in

turn.

Professionals’ personal circumstances potentiaftyrm the cultural core narrative
adopted. Théaving to fightandmaking it worknarratives were characterised by
professionals having the time and energy to deaigkexecute a plan to help
families outside the dictates of policy and comuhis. In contrast, thieopeless
strugglenarrative describes professionals whose energyppdrtunities are
committed only to surviving the situation. In timaking the best of rarrative,
professionals do whatever they have the time aerdygravailable for within what
they are told to do and the time and resourcesadlai Professionals varyingly
described circumstances that informed the timerggyrend headspace they had
available for their work with families. Life out®dvork potentially informed the
narrative adopted. Having young children, or baraaregiver for a person with
special needs, for example, limited the time angbojinity professionals had for
greater work flexibility. For example, a particigavho needed to pick her children
up after school was unable to do after hours hositsvAlternatively, having grown
children or no caregiving responsibilities allowadnparatively more time, energy
and flexibility in some practice situations. Inghbtudy, professionals rarely
mentioned discussing work situations with familyfreends. Like women in caring
occupations in a study by Kardos et al. (2001)fgasionals were more likely to

discuss work concerns with colleagues.

Professionals’ interactions with colleagues andesuipors may also inform the
narrative told. Clear (1999) describes peer supgadtsupervision systems as the
‘caring culture’ necessary for professionals wogkivith children with a disability

and their families to carry out their work. Yratpeless strugglandhaving to fight
narratives portray professionals’ battles and sjiesyas largely a solo one. It is
possible if additional interaction with colleaguwe®d supervisors existed, where there
are opportunities for talking through actions, segkeinforcement, learning from
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more experienced colleagues, and consequentlyibgitehnfidence in their skills,

that another cultural core narrative may be adopted

Professionals’ interactions with managers and geti@kers may also inform the
narrative told. Workplaces where managers and ypaotiakers invite and respond to
professionals’ priorities and concerns potentialigourage understanding and
ownership of policies and conditions directing pice In themaking it workand
hopeless strugglearratives, professionals barely interact witld ardeed

sometimes avoid managers and policy-makers, baljetat decisions are made and
enforced by these people independent of profedsiovaivement. In contrast, in the
having to fightnarrative, professionals believe they can andlsh@late to

managers and policy-makers about their practice&elier most often thisis in a
hostile way. In thenaking the best of itarrative, professionals may not feel they can
inform policies and conditions. There is howeveease they can question and
understand the reasoning behind policies and dondiaind they feel encouraged
that by deferring to these, they can indeed hetplies.

Changes in policies and conditions of practice milag influence which narrative
professionals adopt. To varying degrees acrossalratives, professionals
considered they could help families within chantpethe policies and conditions
shaping their practice. For example, system refoased on government policy had
implications for the way professionals were dirddie work with families.
Professionals traditionally accustomed to providiirgct intervention with families
were now directed to work as consultants and casegers. Thenaking it work
having to fightandhopeless strugglearratives told of the varying ways that
respectively professionals worked around, agagrainhappily within these new
roles they considered would not benefit familiescontrast, thenaking the best of it
narrative was the only cultural core narrative #ratompasses professionals’ belief
that they can help families by working as diredbggolicies and conditions even

when this includes primarily a case managementoabr.

The time of year may also have shaped the narsatiwestructed. Around school

holiday time, professionals experienced increasedsore from desperate families
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pleading for assistance in caring for their childhe holiday period. For example,
families requested assistance with accessing eelpiirs or home therapy sessions
to replace school-based care and therapy. Profedsitalked about families
desperately “threatening to dump their child apite$ unless they received the
assistance they required. Timeking it workandhaving to fightnarratives reflected
the subsequent pressure to “somehow work somethitigo help families at this

particular time.

4.6 Implications of the narratives

In this section | explore possible implicationstué narratives in order to better

understand the nature of professional practicéhdrfirst instance, the implications
of these narratives for professionals are constfjeneluding discussion about how
these might contribute to a personal narrativeo8ecthe implications for culturally
acceptable ways of working are explored. This saatbncludes with consideration

of the implications for families.

One implication of the narratives is the extentpghafessional’s desire to ‘help’
families is fulfilled. In each narrative, professads framed and evaluated their
actions in accordance to how they helped famili&ss is not surprising given the
professionals in this study belong to what areocpllally called ‘the helping
professions’. Literature suggests that when prodesss help others it can personally
motivate and satisfy their own need to help andgddhem in a validated and
empowering position in society (Bengtsson, 2003tdp 2000; Dempsey & Arthur,
2002; Devereaux, 1984; Gartner & Riessman, 1993selkus & Dickie, 1994). If
through their narratives, professionals evaluag thctions as unhelpful, this

therefore has implications for their motivationfiriure practice situations.

In each narrative, professionals variously assetgedxtent to which they could
help others, and therefore potentially the sattgfadhey could draw from their
daily practice. Irmaking it workandmaking the best of itarratives, professionals

were basically satisfied with the help they proddeerhaps however, the
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sustainability of the dual, underground practicéhmmaking it worknarrative order
to help families is questionable. In thaving to fightnarrative, professionals were
not always satisfied with the help that they predadlirectly, but they drew some
personal and perhaps compensatory satisfactiontfierfight to provide help as
they felt they should. In theopeless strugglearrative, professionals ultimately felt
unhelpful to families, and the narrative reflecteeir corresponding sense of

despair.

The narratives have implications for the expectetiprofessionals’ experience. The
narratives, through the actions they convey aneé¥ptanations they offered, served
to position professionals as affirming or undermgnparticular expectations of their
practice. Narratives can thus potentially promptf@gssionals to negotiate new, or
affirm existing ways of working with families. Thipovides some insight into how
professionals contribute to or impede cultural $farmations in practice through

their daily actions.

The expectation that professionals reduce direttaod with children and families
and work in more consultancy and case managemiestisoused here to illustrate
the implications of each narrative for expectatiohpractice. In thenaking the best
of it andhopeless strugglearratives, professionals were more likely to wiorkne
with expectations, whether they personally agreid tiem or not. In these
narratives, professionals reduced their directainiith children and families,
attempted to explain or legitimise the reasoninglics change, and to varying
degrees began trying to adapt to and assist faamilignin their new roles and
responsibilities. This potentially contributes f@raning the shift to consultancy and

case management approaches to working with families

In thehaving to fightharrative, the professionals’ intent was to pupland

explicitly challenge or undermine how they were extpd to practice. By openly
challenging the offending expectation, professismalthis narrative hoped to start a
dialogue that would cause these expected pradtides renegotiated. In this
narrative, professionals openly challenged thedvatval of direct contact services
by, for example, encouraging families to compldow the changes, openly
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continuing to offer direct therapy and decliningy aew positions or responsibilities

potentially aligned with this shift. This undermehthe shift to consultancy and case
management services and potentially maintaine@sxtpectation that direct services

will be available.

In themaking it worknarrative, the underground nature of some work Vailies
suggested that professionals tend not to openljeciye an acceptable practice. Yet
professionals also engaged sometimes in a dudigeadoing both what they
personally wanted to do and what was culturallyeexed. Therefore in thmaking it
work narrative, professionals potentially both reinfoennd undermine how they
should practice with families. In this narrativerafessional might appear to be
working as a case manager and consultant, thuBibriag transformation to this
approach. He or she may however also quietly uniserinby continuing, for
example, to work with families directly outsidewbrk hours without recording or

reporting this work.

An exhaustive exploration of the implications oé$k narratives for families
requires asking the families themselves, an agtwitich was beyond the scope of
this study. However, it is possible to considerithplications of these narratives for
families based on professionals’ perceptions of Faowilies were helped. As noted
previously, the extent to which actions helped feamiboth framed and focused the

narratives.

In the present study, the degree to which prattiefped’ families varied across the
four cultural core narratives. Timeaking it worknarrative described working out a
way to help families to the professionals’ satisfat, even if it meant quietly going
around or against what they were expected to dihvdmaking the best of it
narrative, professionals believed that by doindieected by others they could help
families. Thehaving to fightnarrative of professional practice involved figlgfito
help families as professionals felt they shouldpgnly challenging practices they
did not believe helped families. Thepeless strugglearrative suggests
professionals believe that families cannot be teelpighin constraints of the

conditions or service system.
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There are obvious limitations to basing the implaras for families on
professionals’ perceptions alone. First, professidbased their evaluations of
helping on their own perceptions of family needd aat could be helpful to
families in the situation. Second, this perspeatives not consider if families
interpreted the associated actions as helpfubdsdot consider if and how this
represents what families felt was needed or heipfthe situation. For example, a
participant describephaking it workby providing respite for a family, who in reality
were strongly and repeatedly requesting a more aeent out-of-home placement
option that had been arranged after considerahiesadling. In her evaluation, she
‘made it work’ by keeping the child at home andwpding the family with the
helpful break she felt they needed. The implicatanrthis family was potentially a
continued unmet service need. The extent to whiofepsionals and families agree
on what is helpful or supportive varies in therkteire, further highlighting the need
to explore the implication for and relevance ofsén@arratives from the family
perspective in the future (e.g., Baxter, 1989; Beak et al., 1996; Clear, 1999;
Herman & Marcenko, 1997; MacKean et al., 2005; MuKe, 1994; Rahi et al.,
2004).
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5 THE CULTURE OF PROFESSIONAL PRACTICE
WITH FAMILIES

According to Bruner (1990a), there is a two-wawtiehship between an
individual's thoughts and actions and the cultaitext in which they are situated.
Applied in this context, this presupposes thatgssionals’ thoughts and actions
within each narrative have the potential to boforim and be informed by the

cultural context in which they occur.

This chapter therefore presents the culture oreshareanings of this cultural
community of professionals working with familiesafildren with a disability. As
members of this culture of professional practicehviamilies, participants’ stories
portrayed these shared meanings. Reflecting thrsicppants own words,

descriptions and examples are used throughoutlhiaigter to describe this culture.

The culture of professional practice with familerived from this study can be
thought of as being composed of ten componentsseraee: (ihelping (ii)
fosteringpositive relationshipg(iii) working together(iv) empoweringpractice, (v)
inclusivepractice, (vijindividualisedpractice, (vii)‘it's a business”, (viii) objective
practice, (ix) practice askmndaid and, (x)mediation These titles were drawn from
participants’ stories.

Within each of these cultural components, | idésdifa set of shared meanings, or in
Brunerian terms, principles of professional praetgth families reflecting the
shared values, beliefs and commitments of thisicallicommunity (Bruner, 1990a).
Borrowing from Bruner, these cultural componentsif@ ‘cultural tool kit’

employed to interpret professionals’ intentionghieir work with families. They
convey what these participants understood to erally acceptable ways of
working with families. Following Bruner, they théoee do not necessarily reflect

individual’'s intentions and values. In other woriglividuals may (and do) hold

98



different views about what should happen in praotess practice from what they

identify as culturally acceptable ways of working.

The cultural components that comprise this culainerofessional practice with
families are outlined in Section 5.1. Section 5stdsses these components in the
context of the literature and policy and practioewments. Section 5.3 draws on
these cultural components to illustrate ways inolwhhe culture of professional

practice is constructed and conveyed.

5.1 Components

5.1.1 Helping

You are idealistic and wanting to do everythindnédp... after all, that's
what it’s all about... But the thing is you can’téoshat... you have to
preserve that light and that fire... It embodies phdosophy behind your
work. It does. It has to. Otherwise, this work @adand you give up. You
would get burnt out or you wouldn’t care. So yowdgot to preserve that
fire, that drive to get the best that you can fuede people.

This participant’s comment illustrates the underdybelief that the ‘core business’
and goal of practice is to help children with aathidity and their families. This is
reflected in the professionals’ narratives as desdrin Chapter 4, which are framed
and focused on the notion of helping. Participaeiscribed helping in terms of

whom they helped, how they did so, and why.

Participants described the inter-relationship betwieelping a child with a disability
and helping their family. The family unit is theirent, and therefore focusing help
on the child or on other family members is viewsdalping the entire family unit.
Whether adopting a child-focus or family-focusegra@ach, the professionals in this
study believed they could help the family and thidc For example, accessing

respite time for a child, providing mobility progna for the child, and teaching a
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mother back care techniques were described asgedpiamily to be healthy and

stay together.

Participants believed they could best help famitigslirectly assessing child and
family needs and providing hands-on treatment eoctiild or family by, for
example, activities as diverse as teaching chiltwemalk or counselling parents.
They described being prepared to work in this iegugh their education and past
experience. They also hoped they could provide Isapgntary, indirect help by
supporting others like teachers, scout leadersspods groups to support the

children and their families.

Helping families was also talked about as mainterthe health and development of
the child and family and ultimately supporting féigs staying together, rather than
seeking alternative care arrangements. Within dimstcaints of available resources,
participants therefore do “whatever is needed’dlp iamilies keep their child at
home. For example, a social worker identified tkigaehelp that was needed in the
home to enable a mother to continue caring forchéd, and subsequently sought
funding and services to ensure the respite hoorsglcare, counselling and hoists

requested were provided.

These professionals felt helping support childned families in need could or had
also helped satisfy their own innate desire to loghers. The day-to-day provision of
help in itself or notable improvements in child dachily functioning constituted a

reward for their efforts.

Professional practice with families also involveskeguential process of helping
activities. Thus, participants described conductitigke meetings that were used to
establish each family’s need for help and to brpdetermine if family needs
corresponded with the support the agency was alpeovide. These meetings were
guided by agency intake protocols that governedéneice the agency could
provide. Successful negotiation of the intake pthtes served as an entry point for
families to receive the help that these professsopeovided within the constraints of
their agency’s services. An initial assessmentlireathese professionals
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determining the exact nature of the help neededekample, a child may need
speech therapy, a family home may need an accegsarthe family may require
counselling or access to respite services. A sempian was then developed for each
family to match the support available to the naddstified. The meetings involved
in each service plan provided an opportunity fasthinvolved to negotiate this help.
The ensuing documented service plan acted as temhelping contract between
professional and families. Professional practiog family outcomes were evaluated

against this contract.

5.1.2 Positive relationships

It is about building relationships with them... trgito build relationships
with families so that they begin to trust you angt that you are going to be
following through on what you say you are goindgaiow through on and
things like that.

Professional practice with families included estdbhg and maintaining positive
relationships. Positive relationships began witletart to build rapport. Participants
believed this was best achieved in early face-te-fateractions that enabled them to
talk with others and observe their reactions. Aitpasrelationship was seen to be
characterised by distinct features including frigndpen communication, trust,

respect and commitment to helping families.

Participants talked about open communication witklationships as a crucial
source of information in identifying and monitorifegmily needs and thus providing
responsive services. They described open-commioncas a two-way flow of
information that keeps families and professionadermed about the resources and
constraints, needs and priorities of each otharekample, when a mother felt
comfortable enough to express her guilt about usespite services to a social
worker, the social worker was able to provide thprapriate psychological and
practical support in dealing with this guilt andding a respite home that felt “right”

to this mother.
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Participants believed their daily interactions weimilies ought to be based on
respect. Respecting families involved the profesdioeserving judgement or
disapproval about family decisions and prioritigsrewhen they think these may not
be in the best interest of the family. For examatepccupational therapist described
supporting and acknowledging a family’s decisioat tftney were “not ready” to

consider a wheelchair for their child’s mobilityoand home.

Participants talked about building a family’s trasid confidence as a part of a good
relationship. They felt they ought to earn thettarsd confidence of a family,
demonstrating their skills and commitment by, feample, following through on
proposed interventions. Within the context of tinggtrelationships, professionals
could help families to deal with challenges oftesariated with raising children
with a disability. For example, a psychologist ‘ied the seed” about accessing
family counselling to discuss the possibility ot-@i-home placement. A trusting
relationship ensured that her suggestion was pedeis potentially helping the

family rather than judging the all too evident traed family relationships.

Participants thought practice could involve frignddlationships where they
demonstrate a genuine interest in and knowledgeeofamily outside of their
immediate service-based relationship. Though nedt'friends’ this does mean these
professionals are willing to chat informally witanhilies, for example, about work or

holidays, and will enquire about families no longertheir caseload.

5.1.3 Working together

I mean obviously, collaborative consultation is #ssence of it all ... the
structure is certainly there for the sharing of théormation and the support

for families and, you know, the contact with otagencies.

Participants believed that their practice shoulaive working together as part of a
collaborative team to better improve and mainthehealth and wellbeing of
families of children with a disability. Working tether involves professionals

interacting with others, sharing information, exser and experiences that can help
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focus and address a diversity of family needs. Wgrkogether can involve formal
procedures such as service plans or informallywting with colleagues and

families in order, for example, to seek informatiadvice or support.

Participants thought that ‘truly working togethesas about collaboration rather than
simply about being identified as a part of a groupeam of people. Collaboration
involves developing and working towards a sharedbwi of the goals of support for
each family, and through collaboration, a cleaietupe of family needs, and more
efficient, effective and responsive means to adiingsthem is possible. Thus,
collaboration was valued as a means of reducingikékhood of overlap or gaps in
service delivery. In this context of collaboratidamnilies were regarded as the
centrepiece of the collaborative team. Family came@and priorities needed to

inform the services provided.

5.1.4 Individualised practice

You react with every family differently, dependimgthe response that you

get from the family themselves.

My participants considered that at the core of ggsional practice was the need for
‘individualising’ practice. They believed that thbgd to identify and value the
uniqueness of each family’s circumstances and denshis in the subsequent design
and implementation of support. This ‘individualigimnvolved building a positive
relationship and working together with familiesctarify, for example, family needs,

strengths, concerns, learning styles, and prigtitie

These professionals believed that service planklgoovide a framework through
which they could individualise their practice. Itlgathese plans involved
professionals meeting with each individual famihdather service providers to
devise and monitor service needs and documentails gnd steps involved in
providing the services. Professionals would ideb#éyinvolved therefore in every
family’s planning meeting, however this was notweel as a practical use of their

limited time and resources. This suggests thatgh@articipants shared a belief that
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culturally acceptable practice was always indivitheal, they did not necessarily

share a vision of how to individualise practice.

5.1.5 Empowering practice

That is the most important thing — empowering pteén make the decisions.

Professional practice, according to the participamthis study, should aim to
empower or ‘help families to help themselves’ byaleping their knowledge,
confidence and skills in directing services andngafor their child. The
professionals talked about empowering families imyioling information and

encouraging decision-making.

According to these professionals, information ista to empowering practice.
They thought that by providing information and advifamilies were better prepared
with knowledge, confidence, skills and resourcemé&ke informed choices and
improve control of their circumstances. They alsaught they ought to offer

families choices, providing a variety of informatio

The professionals also talked about empowering canities, including, for
example, informing and encouraging school commesiénd local councils to
consider disability and access issues. They thaingihinforming and encouraging
communities helps to develop their capacity to mfewpportunities to include and
support people with disabilities and their famileishin mainstream society. For
example, an occupational therapist described piryichformation and advice to a
school and local vacation care program to help timatade children with a
disability and worked with the local council in &slishing a ‘disability awareness’

festival.
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5.1.6 Inclusive practices

We are supposed to be about working towards tleia af people with
disabilities being a part of your local communitydabeing accepted as part

of the local community.

My participants reported inclusion of children waldisability and their families in
mainstream society as an overall goal of profesdipractice with families. Practice
was thought of as helping normalise the communitgd experiences of people

with disabilities and their families by empowerifagnilies and communities.

The professionals sought to include children withsability and their families by
helping them develop skills and confidence to emdiém to participate in
mainstream programs or settings. For example, ginoyia family with information
about a setting or inclusive opportunity, prepamnchild to meet the requirements of
that setting, such as independent dressing, oyiaygpior funding to support the

child’s inclusion in the setting.

Inclusive practice should also help prepare comtiesio facilitate opportunities for
people with disabilities and their families. Solsiapreparing communities involved
challenging assumptions and providing informatibouw disability to increase
community understanding and acceptance by, for plgmroviding opportunities

for specialist disability and mainstream schoolstare in community events. At a
political level, my participants reported lobbyifay improved integration and
opportunities for people with disabilities by, fxample, petitioning governments
for program funding. Another requirement of profesal practice was to prepare the
physical environment to support people with disaed and their families
participating in everyday community activities, @gsigning wheelchair assessable

playgrounds.

5.1.7 Practice as a bandaid

Sometimes it is just a bandaid effect. | mean vietheee parents in one
week say that they are going to leave their childréth us, and it is a matter
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of us going there and meeting with the family ... iingla lot of, well we
almost felt like we are grovelling to her just tkeep her at home” and we
are saying this is what we can realistically pupiace in the home ... and
that kind of has like a temporary short term affedtereas in 6 months time,
we haven't really dealt with it because | mean ¢hare a lot of issues ... So
in 6 months time, we will probably get another pieall, and our little

meeting that we have with her might not work niexét

The culture of professional practice with famile@schildren with a disability as
reported by the professionals in this study wasngeted by a reactive, crisis-
oriented, short-term approach that the professsoaitibute to the overwhelming

demand for the limited services available.

Within this demand for services, these profess®datide which families or needs
most urgently qualify for services. Families musitrbnstrate the immediacy or
urgency of their service need in order to move feomaiting list to receiving a
service. In principle, this is the only need tlsaaddressed before the professional
discharges the family, focusing their attentiortloe next most urgent family or
need. Practice can therefore involve encouraginglitzs to express the seriousness
of their needs and to explore consequences shioede hot be met, for example, by
placing their child out-of-home. Participants fiblat as a result of these demands
there is a pattern of continuously working with fiaes that are in or reporting an

immediate crisis.

My participants thought this bandaid, quick-fix apgch was a pervasive but
fundamentally flawed means of supporting familM¥sth short term, quick-fixes
families were often re-referred for previously ‘@atd’ issues or referred for issues
that would not have arisen were the professiorfédsded the time to work with

families on more long term or preventative appreach
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5.1.8 Mediation

There are many people who don’t understand thalewtdu are treading this
path fairly carefully with clients, that you aretaally preventing them from
going to the Minister or the CEO. That happens wisay that person
complains to the CEO. | mean all hell breaks lod®®ople, managers stop in
their jobs for days on end and asking how are wiagyto deal with this
family. We are in crisis!’... Everybody is makingdats and you are the

bunny in the middle!

The professionals in this study thought they shagldas intermediaries between
families and ‘the system’, helping to prevent aestve conflict and discrepancies
around expectations of services. They describexhslelves as uniquely positioned
to have some affiliation with, and knowledge oftbtite families they served and the

service system that employed them.

Negotiating realistic expectations of services mnexguthe professionals to have
information about the resources, constraints aradipes of families and the service
system. Through positive relationships with fansiliprofessionals identify family
concerns and priorities and forward these, ondhdlfes’ behalf, to the service
system. Similarly, participants felt they shoulglkin policies and procedures to
families. However, they reported often not feelingolved in and informed enough

about policies and procedures to do so.

The participants reported often interpreting tHerimation they relayed to suit the
intended family or system audience. They belielsirmheant that the information
would be better understood and have a greater innpaervice negotiations. So
when forwarding a parent’s request or concerngderaice, the professional might
translate this request to reflect, for example,cb&t containment priority of a
service by stressing the cost effectiveness ofralys requests. Participants also
interpreted information from the system to familiesmoving professional jargon

and summarising lengthy service policies.
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The patrticipants felt that they were expected &male families, keeping families’
concerns and complaints out of the public arenaudtimdately avoiding ‘bad press’.
This meant they prioritising working with familiegth the potential to be the
loudest in the public arena.

5.1.9 ‘It's a business’

Health and community services now are businesseithee people at the top
are businesspersons. They are not people orieftss policies are coming
from central office, and most of those people haexesr worked out in the
field. They wouldn’t have any idea of the issueslved, and | think that is

reflected in the policies that are coming out that are supposed to follow.

The professionals in this study considered thattprawith families should involve
a business approach. Words reflecting a corporateagement or business approach
were recurrent in their stories of practice usemis such as, the core business,

contracts, cost and investments in practice.

The professionals thought their practice with fa@sihad become finance driven,
with services operating within a chronic shorttalfunds and resources. They felt
pressured to minimise cost and contribute to segutinds for their work with
families. Services and professionals tender foitéichgovernment funding for
programs and equipment, so participants felt tloarfjoetition” for limited funds was
strong and could undermine attempts to collabosétte other agencies. As a
consequence of this competition for limited researgarticipants felt they often had
to inflate the service need to ensure the urgendyeorthiness of their application
was demonstrated. This was discussed earlier ithoBes 1.7 where professional
practice was thought of as a bandaid. Professi@isdsoften needed to be creative
and find alternative funding sources to help médtiand family needs, including

for example, asking community clubs to purchasepegent on a family’s behalf.

The professionals in this study reasoned that ijie demand for their services

meant that services needed to be rationed. Thegpitted the shift to consultancy
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models of service delivery and increasing case gemant responsibilities as the
system’s efforts to ration services. Within thisdab each professional has more
families on their caseload, but spends less timiwg with them directly and more
time supporting others like teachers to help chkitdand families. In this way, the

professionals’ expertise is rationed.

With regard to ongoing professional developmentiigpants felt that practice
ought to involve participating in programs suclsapervision sessions, case
conferences and education sessions that were antkeveloping and maintaining
the quality of practice with families. The believexperienced clinicians should
share their expertise, help develop newer graduskels, and monitor the quality of
the services provided to children and families. Begraduates could seek advice
and reassurance from more experienced colleagues ahat to do with particular

clients and in specific situations.

The participants talked about measuring and betoguntable for time and
resources invested in their daily practice. Théythey are accountable to
management through statistics of service that irevotcording and labelling specific
units of time (e.g., 15 minute blocks) with an abvable and measurable pre-
determined classification, for example, report gt assessments, education
sessions, team meetings. These statistical cagsgdirected professionals to pursue
activities and outcomes that were valued by managéand exclude others not so
highly valued. Current reporting criteria essefiakcluded and thus negated much
of what professionals did and valued in their pcactvith families. For example,
time spent building rapport could not be recordex,could the outcome of family

empowerment or family confidence and trust in thefgssional.

Not withstanding these concerns, participants \chkeeping written records as
evidence of what they do and why. They document tfely decisions, actions and
reasoning in, for example, service plans, stasisticservice, progress notes, and
client reports. They are also legally bound to repome practices, such as concerns
about child abuse or neglect under the NSW ChildreshYoung Persons (Care and
Protection) Act (1998). Documenting practice pr@dcevidence against which
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professionals can be held accountable by fundimiglsp managers and families for
the time and money invested in their services. Ricof their actions, decisions and
rationales can also serve as evidence should grofeds’ practice be legally
guestioned. Though they valued record keepingigyaaihts believed that such
documentation can be excessive, duplicated aneh@meudrain on limited resources,
especially time, that could otherwise be channdt@drds working directly with
children and families. For example, a program mané&gd a story of reformatting
an annual report with identical information to mesgfuirements of three different

groups to which his program was accountable.

5.1.100Dbjective practice

We try to make it as objective as possible. Becdwse are subjective, then
how are we going to make it a fair system, esplgdiaihere are five different

subjective experiences in the room!

The professionals in this study considered thataibje practice is critical to their
own wellbeing and to the fair distribution of se®$ to families. They described
objectivity as refraining from allowing their pers feelings and preferences from
informing their practice decisions. Not surprisytierefore, participants reported
deferring to service policies and legal guideliteeguide impartial decisions in
practice about, for example, which families receseevices, when, how and why, or
what constitutes a reportable child abuse or néglaacern.

The participants equated objectivity with an eletredriprofessional distance” that
advises against becoming too personally involveeinootionally invested in the
lives of their clients. Maintaining a professiod#tance can help minimise stress
and stop professionals becoming emotionally ‘boutt when they cannot help
families as they would like. Objective practicertfere involves them confining
their interactions with families to working hounr®and issues related to the service
needs of the child and family. This belief present®ntrast with the friendly
interactions professionals equated with positiVati@nships with families as

discussed in Section 5.1.2. Participants descuileading with this paradox by
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distinguishing friendly interactions as talking txhstly about non-service related
issues in a ‘friendly way’ but not actually gettimyolved in, or meeting with

families outside of service concerns.

5.2 Cultural components in the context of literature drpolicy

documents

In thehelpingcomponent, professionals’ beliefs about who thelp neflect the
ongoing debate in the literature about who is twai$ and who benefits — the child,
the family or both. Several researchers have nibiadprofessionals’ primarily focus
is on helping the child with a disability (Katz &&pati, 1995; McWilliam et al.,
1998). That said, Katz and Scarpati (1995) repgoteéessionals and families
believed that whilst the IFSP was aimed at imprg\hre child’s development, it
possibly indirectly influenced the family. In a dyuby McWilliam et al. (1998),
early interventionists more confidently assertegrtbeliefs that by helping the child
they also helped families to function. In my stuthgre was an additional belief, that
is, that helping families helps children, suggestn interdependence of child and
family service needs. Interpreted within the cohte#Xess allowable time for direct
treatment of children with a disability (NSW Ageiagd Disability Department,
2000a), this finding may reflect participants holpat they are still helping children,
albeit indirectly, by working with their familie3his interweaving of child and
family interventions also reflects assumptions @lbamnily-centred practices
identified by Bailey and colleagues in the USA oaetecade ago (Bailey et al.,
1992). In that study professionals assumed thédrelm and families are inextricably
intertwined in such a way that intervention witheanfluences the other, whether

intentional or not.

The belief that the most appropriate help is preglithrough direct intervention is
reflected in the literature and professional prapan in the USA. Lawlor and
Mattingly (1998) referred to professionals valuthgect practice as ‘real work’
noting this described the types of treatmentsphafiessionals had been trained to

provide through their formal education. AccordingW¥hitehead et al. (1998)
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professional training still mainly directs professals to provide direct assistance to
their clients. Yet as Jones and May (1992) notext awdecade ago, that in the shift
towards managerialism and economic rationalisnal \nerk’ oriented training may
lead professionals to hold unrealistic expectatmirthie nature of their actual real
world practice (Jones and May, 1992). Without infation available about the focus
of professional preparation programs in Australia not possible to determine
whether the participants in this study were cortiedrby similar unrealistic
expectations to those of their North American cailges.

At a personal level, the participants’ beliefs thalping others meets their own
desire to help others is well corroborated in ttegdture (e.g., Bengtsson, 2003;
Bolton, 2000; Dempsey & Arthur, 2002; Devereaux@4;9Hasselkus & Dickie,
1994). For example, writing about the “exhilaratiohhelping others in
occupational therapy practice, (Devereaux, 198tgdt“The process of helping
others helps one self: it is satisfying, therapeatid curative” (p. 79). Gartner and
Riessman (1993) further specified these benefiimgohat if helpers feel they are
playing an active and needed role in society,ntiogarease their social status, and
can lead to feelings of empowerment and a sensentfol (Gartner & Riessman,
1993). According to Schon (1991), professionalsiiks and beliefs about
relationships with clients can also be a sourcmedning, self-education and

renewal for the professionals themselves.

At a broader system level, the participants’ peasteliefs about helping potentially
conflict with the standards they are required tbal@. As employees of NSW
disability services, they are held accountabld&Ninth NSW Disability Service
Standard that is ideologically founded in a comneitinto maintaining family
relationships. In contrast, participants believethd “whatever is needed” to ensure
families keep their child at home was as muchptfmore about the lack of
alternative care options available as it was ablmutideological importance of

maintaining family relationships.

Thepositive relationshigomponent evident in this study reflects the ctiarastics
and value placed on relationships in both servaieypdocuments and the literature.
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Good relationships with families have been repdgtassociated with determining
family needs and providing more responsive serieags, Beckman et al., 1996;
McWilliam et al., 1998; Turnbull, Turnbull, Erwi& Soodak, 2006, in press).

The characteristics of positive relationships dégc by participants fit neatly with
those espoused in the literature. Parents ofremldith a disability have identified
that helpful services involve professionals dematistg a genuine interest in the
child and family, sharing information with familiesnswering their questions and
inviting the families’ viewpoints (Baxter, 1989; Menzie, 1994). Similarly, the
qualities of open communication, non-judgement@rapach, and respect identified
by participants are consistent with attributesamhily-centred practices and with the
visions and values of the government departmeatsaimd and provide disability
services (Dunst, 2000; Hutchfield, 1999; McWillianal., 1998; NSW Department
of Ageing Disability and Home Care, 2002b; NSW Déypant of Community
Services, 2001c; Turnbull et al., 2000b).

Friendly relationships with families suggested ytigipants are also espoused in
the literature (e.g., Allen & Potten, 1999; Cleld99; Katz & Scarpati, 1995;
Lawlor & Mattingly, 1998; McWilliam, Tocci, & Sides, 1997; Singer et al., 1989;
Thompson, 1998). In an Australian study (Clear,6)9tbted that the personal
guality of the relationship, where families feebfassionals ‘step outside’ their
professional self in a gesture of personal ides@ifon is a sign of a genuine,

collaborative partnership between professionalarents.

Collaborating with colleagues as well as with faesilalso appears in the literature
as it did in this study under the componeotking togetherWorking together with
colleagues is part of what (Clear, 1999) descrdmethe ‘caring culture’ necessary to
carry out caring practices with families of childreith a disability. According to
Munford and Sander’s (1999) advice and questiothagresulted from working

with colleagues prompted the reflective practited best support families.

Actively including families as the most valued merhof service teams is
frequently found in the literature as a central poment of practice (e.g., Bruder,
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2000; Case-Smith, 1991; McWilliam et al., 1995;d4slis, 1998). However,
empirical studies suggest that families are ofterfrom active, valued components
of professional practice. Clear (1999) found thatas rare for parents’ real interests
to be heard by professionals. He argued that $@pdinary identification in
professional processes devalued families’ roleamts, because parents were neither
expert professionals nor were they expected to Kmow to address the child’s
identified needs. Similarly, a Canadian study bycKiean et al. (2005) questioned
the reality of collaborative working relationshipgh parents, suggesting in practice
what often evolved was a transference of respditgito parents rather than a true
collaboration. The participants in this study cheaalued collaborative relationships
with families, however the extent to which they evenacted could not be
determined.

Individualised practices identified as a central element of good praciwith
families in service policy, professional guidelinempirical research and by the
participants in this study (NSW Department of Ageisability and Home Care,
2002b; NSW Department of Community Services, 2001¢3 widely endorsed
within the family-centred practice approach (Du2éi2; McWilliam et al., 1998;
Summers et al., 2005; Trivette et al., 1996Db).

Controversial however is the use of service plans cultural level, participants
focused on the value of services plans in individury practice. In contrast, the
literature focuses more directly on the types ahpland how they are differentiated
(e.g., Bailey et al., 1992; Decker, 1992; Gallagh€desimone, 1995; McWilliam et
al., 1995; McWilliam et al., 1998).

The challenge appears to be how to individualiseises that need to be provided on
a ‘mass quantity’ basis and which are thereforeroftandardised and subject to the
principles of managerialism and economic ratiomalgsich as cost efficiency
(Lawlor & Mattingly, 1998; Lipsky, 1980; Zebrack &hesler, 2000). This challenge
is shared by human service professionals in mardiest (e.g., Katz & Scarpaiti,
1995; Lipsky, 1980; McWilliam et al., 1995; Zebra&kChesler, 2000).
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In the literature and practice guidelines, empovesrhnis often defined abstractly as
an intangible vision or goal rather than a welldedl way to practice (Ackerson &
Harrison, 2000; Bradley, 2000). In this study, ggrants talked abowmpowering
practiceempowerment as a goal of their work, however tileg talked about what
they did in their efforts to empower families. Sifieally, they described their belief
in the centrality of family control and decision-kirag, and the centrality of sharing
information. These beliefs are consistent withghdicipatory helpgiving practices
associated with empowering philosophies in praatittk families of children with a
disability (Dempsey & Dunst, 2004; Dunst et al.969Trivette et al., 1996b;
Trivette, Dunst, & Hamby, 1996c¢). For example, pésdave identified a greater
sense of personal control and control over resgsunden professionals provide
them with opportunities to be the key decision makand when parents and
professionals collaborate to achieve family idesdifgoals (Trivette et al., 1996c¢).

Participants’ beliefs abounclusive practicaeflect the changes in how inclusion has
been perceived from being physically integrateshttusion as a full member of the
community (Bradley, 2000). Participants’ actions &eliefs reflected attempts to
combat barriers to inclusion identified in thed#ire including fear, lack of

physical accessibility to programs and communégklof opportunities for

integrated social activities, and a lack of skaltgl knowledge in the community on
disability and how to include families (Covert, 29¥arbin et al., 2000).

The cultural component of practice asamdaiddemonstrates professionals’ concern
with the problems associated with obtaining neesdadices. The pervasiveness of
this bandaid practice philosophy in Australia iggested by similar findings by
Kemp (2002). In a study of service use by peoptd disabilities Kemp (2002)

found that to obtain services, people with distibdineeded to similarly emphasise
their problems and difficulties. Kemp (2002) funtlaegued that this meant that
people with disabilities are pressured to confavratéreotype-based expectations of
disabled people that are held by professionalseafaiced by service structures. For
participants in this study, this was reflectedhait belief that families needed to
present as being unable to cope with caring far teld at home in order to obtain
services. This reinforces the negatively framediMadge of caring for a child with
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a disability that dominates the literature (e.qirt®, McDonald, Wilgosh, & Mellon,
1993; Dyson, 1993; Herman & Marcenko, 1997; Koe§ehreibman, Loos, Dirlich-
Wilhelm, Dulap, Robbins, & Plienis, 1992; Larso898; Quine & Pahl, 1991).

Mediationis central in much of human service work. Zebreckl. (2000), for
example, studied mediation with childhood cancevisars and suggested that there
is a conflict of interest when serving in multiptdes: as an advocate for clients;
mediator between clients and the system; and,raseptative of the health care
system. From a cultural perspective, Lawlor andtivigly (1998) described
professionals’ dilemmas communicating within twdtures in family-centred
paediatric occupational therapy services; the celltd biomedicine and family
cultures. The conflict within the culture evidemthis study is demonstrated, for
example, by participants feeling that they shougewer and motivate families to
speak out and at the same time placate familiesigfir mediation. This latter
conciliatory role was also identified in a Danisady with families of children with
a disability (Bengtsson, 2003). In that study, #swhe parents who identified
professionals as conciliators between parentstandytstem; noting however that
professionals were often not able to help familiethis role to the extent they

mistrusted information even when provided througlo@ciliatory caseworker.

Professionals have variously been labelled in huseavices literature as ‘cultural
bridges’, ‘cultural brokers’ and mediators’, debang their role as moving between
the social world of their clients and that of tleevice system (Bengtsson, 2003;
Hanlon, 2001; Weiner, 1991; Witkin & Harrison, 200A study by Hanlon (2001)
differentiated between the ‘brokering’ and ‘bridgipositions in professional
practice. Buffering described professional practiséeing bound by the
organisation and its principles. Professionalsrasséy protected the organisation
and their subsequent practices from challengebamge by confining their activities
and justifications to those specifically tied tatlorganisation. On the other hand,
bridging involves an extended sense of place wperessional practices link them
to and across different organisations and theidegjuies. In the present study,

regardless of whether participants were brokeriitimworganisations or more
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commonly bridging across the system, the valuedpomant of mediation involved

negotiating, interpreting and ‘peacekeeping’.

The'it's a business’cultural component revealed by this study refl¢iogs

challenges and difficulties associated with thermss approach that are well
documented in the literature (e.g., Ackerson & iam, 2000; Clear, 1999; Dunst &
Bruder, 2002; Lawlor & Mattingly, 1998). Pattersand Hovey (2000) identified
managed care and cost containment strategies @arbao the overall
implementation of family-centred care with childneith special health care needs.
Zebrack and Chesler (2000) focused specificallhaw the managerialism and
economic rationalism objectives diminished the gadnd importance of the
therapeutic relationship that social workers buiith families, because psychosocial
support cannot be quantified within managerialisrd aconomic rationalism

objectives.

Several authors have explored the consequencesfdss-like reporting
mechanisms for professionals and their practicgskly (1980) argued that the
reporting mechanisms employed by bureaucraciestteskape the behaviour of
workers to reflect the sanctions and incentivedititpn what is measured. This
suggests that within these reporting and measyriongedures, the less measurable,
but often more personally satisfying elements atpce such as building
relationships with families, begins to diminishtire daily practice of professionals.
The long term implications of this are highlighieda narrative description of
therapists’ lives by White (1997) who found that tbrmalisation of practice into
discrete, measurable units led professionals to’ ‘tlescriptions and conclusions
about the value of their work. His suggestion that in turn leads to professionals
feeling despair, fatigue and burnout which in tcomtributes to high staff turnover
has been corroborated in literature on turnovéhnénhelping professions (Hall &
Hall, 2002).

Participants’ specific concerns over the burdeexaiessive paperwork is

corroborated in empirical studies from Australi¢hfield & MacDougall, 2002)
and the USA (Rothman, 1994), and is acknowledgedamcern by NSW DoCS
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(NSW Department of Community Services, 2001d). woenting a response to
concerns in the human service sector about inalleassts and reporting associated
with accountability, the NSW DoCS stated a need.toact to ensure we strike the
balance between required accountability/reporteguirements and not
overburdening service providers” (NSW DepartmenCommunity Services, 2001d,
p. 27). Itis unclear in these policy documentfram the participants in this study

what achieving this balance would entail.

The cultural component aibjective practicénighlights the paradox between
friendly, positive relationships with families &iet same time as maintaining an
objective professional distance. Clear (1999) satggkthat parents understand this
paradox however they appreciate those who persondaihtify with the family,
viewing this as a sign of a genuine parent—prodesdipartnership.

A study by Bolton (2000) provides some insight itite possibility of the co-
existence of professional distance and a frieneligtionship. They found that
although nurses believed their emotional investsantheir clients caused the most
anxiety and stress in their work, this investmeas\also the greatest potential source
of job satisfaction. Nurses therefore sought toaémn a professional demeanour but
highly valued the freedom to emotionally invest drey the ‘professional’ caring

role.

Service policy documents demand that professiangdartially and objectively
manage the distribution of limited time and serviesources (NSW Department of
Ageing Disability and Home Care, 2002b). Similatlye importance of objectivity is
reinforced by education in human services (Cle@991 Jones & May, 1992). Yet
the likelihood that this contributes to what praiesals believe is objective
decisions and fair distribution of services is tdrajed in an Australian study on
disability services (Kemp, 2002). Kemp found thatidions about service provision
and distribution were more likely to favour cliemtio conformed to service criteria
or professionals’ own expectations of what a ‘wgrtiecipient of services would be.

In reality then, professionals’ decisions and awdiare not necessarily objective or

118



fair, a statement supported by participants corscabout the bandaid approach

described previously in Section 5.1.7.

5.3 Constructing and conveying the culture

The ten components of the culture of professioratire are conveyed, constructed
and validated through professionals’ interactioiith wthers and participation in

formal procedures or rituals, activities and thitirsg itself.

Participants’ interactions with families informduktr understanding of professional
practice. For example, addressing the long-terviceneeds of many families
contributes to developing friendly relationshipshwiamilies where professionals
become interested and invest in families’ livesdmel/their service needs.

Participants’ interactions with colleagues and ngans contributed to generating,
reinforcing and conveying their understanding dfuwsally acceptable ways of
working with families. Informally talking with cadlagues, reasoning through
decisions and sharing experiences and concerngdptbopportunities to negotiate

shared understanding of practice.

Interactions around and participation in formalgadures or practice ‘rituals’ such
as team meetings, case conferences, intake meatidgstaff development or
training sessions also contributed to participantglerstanding of professional
practice. For example, team meetings and caseremufes provided a structure for
interactions and working together with colleaguésleworkplace supervision
structures managed and maintained the qualityrgfcgss. Training sessions and
team meetings often served as points where orgamsahpolicies and more tacit
guidelines for practice were shared and discudsadexample, training sessions
about legal issues highlight the importance of doentation and evidence, while the
‘bandaid’ nature of practice may have been consttuthrough intake meetings,
case conferences and supervision sessions thagypnessure to work only with

families in immediate crisis.
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Organisational and system directives appearedampir formal and informal
interactions and activities. These include legistatmperatives such as the
Commonwealth and NSW State Disability Services A¢t5986 and 1993
respectively; funding assessment packages (NSWhggeid Disability Department,
1999, 2000a) and mission and value statementsN&¥/ Department of Ageing
Disability and Home Care, 2002b, 2003; NSW Depantnoéd Community Services,
2001c). Documents explicitly directed participatatshe practices that are valued by
‘the system’. As noted previously, for example, Bisability Service Standards and
accompanying manuals directed professionals totaiaifamily relationships and
encourage integration of people with disabilitiad gheir families into mainstream

communities.

Features of the setting itself also played a pattié construction of culturally
acceptable ways of working with families. For exdenphe community-based
location of services validates the importance ofusion, while the place of the
professional as a ‘go-between’ for families andgsberice system contributes to their

understanding of their mediation role.
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6 FAMILY-CENTRED APPROACHES AND THE
CULTURAL UNDERSTANDING OF PROFESSIONAL
PRACTICE

In this chapter, | consider how the new understamdf professional practice
derived from this study relates to family-centr@gm@aches as it is documented in
the literature. Although the intent of this thes@s not to explore the
implementation of family-centred approaches, thdifigs provide a framework for
examining the realisation of this practice approach

The chapter addresses two key points. The firsliemded in Section 6.1 is
concerned with exploring how professionals, asifiated by the participants in this
study, have been acculturated to family-centredtfm@ The second, addressed in
Section 6.2 is concerned with exploring how theuwel of professional practice as
explored in this study may provide new insight itite implementation of family-

centred approaches in daily practice.

6.1 Family-centred approaches in professional practice

The culture of professional practice with familasilluminated in this study
suggests that participants were acculturated t&iwgmwith families in family-
centred ways. Culturally acceptable practices &eavin five cultural components
reflect features of the family-centred ideologyda$ined in a review paper by Dunst
(2002). Specifically, treating families with digpiand respect is represented in
positive relationshipsAdopting individualised, flexible and responspmctices
equates withndividualisedpractices while sharing information so that fagslcan
be empowered to make informed decisions featurdsi@mpoweringcomponent.
Engaging in parent—professional collaborations@axtherships is represented in
working togetheand mobilising supports and resources necessauypoort the

child and family features in thaclusioncomponent. More broadly, the ten
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components are not dissimilar to features of faroéptred cultures in early
intervention studies in the USA (Katz & Scarpafi9h; Law et al., 2003;

McWilliam et al., 1998). For example, the valueacdound relationship between
professionals and families as a foundation for otioenponents of practice has been

highlighted in these studies as in fiasitive relationshipsomponents in this study.

The similarity between the ten components anditeeture suggests there has been
a cultural shift towards more family-centred prees in at least one group of human
service professionals in Australia. Earlier, Dusnstl colleagues identified the slow
filtering of family-centred principles from polidp practice level as a significant
contributor to the implementation lag (Dunst et #091). More recently, Bruder
(2000) suggested professionals did not understamdy-centred approaches. These
studies however are not founded in Australian jract

The findings from this study suggest that familyvted components of practice are
being constructed and conveyed. Service policias)ihg and interactions with
families were highlighted in participants’ stor&s conveying family-centred
approaches. As indicated in Section 2.3, NSW semdadicies and procedures
though not specifically using the term ‘family-cestt’ reflect the features and
intentions of this approach to working with famslieFor example, participants
described multi-disciplinary team structures anbicpes endorsing service plans
directing their attention to the importancenadrking togethewith other

professionals and the family to meet child and fameeds.

Many participants also described attending ‘fancdytred’ in-service workshops
where they discussed with colleagues and faciligandat this approach could or
should mean in their daily practice. It is unclegzam participants’ stories to what
extent, if any, their pre-service training conttei to their understanding or use of
the family-centred approach. Hypothesising thisticbation is complicated by the
dearth of research on human service professioeglpation programs in Australia.
However international research suggests that stagrgms typically result in
professionals’ ill prepared to work in family-cesdrways (Bailey et al., 1992;
Bailey et al., 1991).
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Participants valued the opportunity to build atielaship with families and work
together, believing this to be the best sourcafarmation to ensure services are
useful and utilised. This was particularly evidenthe lament about reduced
opportunities to interact directly with childrendafamilies occasioned by the policy
shift to consultancy services. Families themsebaagributed to socialising
professionals to more family-centred principlesfoy,example, working together
with professionals and requesting and demandirggnméition and responsibility for

decision making in service delivery.

Despite the cultural understanding of family-cedtag@proaches evident in this
study, acculturation to other practice approachas also evident. Participants also
distinguished their work with families as ‘profemsal’. The ‘professional’
components reflect a business oriented and aitraditmedical approach to

practice.

6.2 Realising family-centred approaches in practice

There is strong representation in the literatureocdnsistent actualisation of family-
centred principles in practice (see, for exampha|ey et al., 1992; Dunst, 2002;
Mahoney, O'Sullivan, & Dennebaum, 1990; McWilliatrag, 1999; Sokoly &
Dokecki, 1992; Wolery et al., 1997). The findingsrh this study however challenge
suggestions such as those made by Bruder (200Qribfa@ssionals do not

understand family-centred principles.

Rather, the cultural understanding of professignattice gained from this study
suggests there are obstacles or roadblocks tossuiaging family-centred
approaches in daily practice. ldentifying and ustierding these obstacles within a
cultural framework potentially opens avenues faf@ssionals to employ family-

centred approaches.

In this section | outline the barriers to the immpéntation of family-centred

approaches. First, by discussing the businesstedeand traditional features in the
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cultural understanding of professional practiceddd, | discuss competing
philosophies within this cultural world and the ileptions for implementing family-
centred practice. Third, | consider the implicasiaf the cultural core narratives for
understanding family-centred practices.

The ‘professional’ elements of the cultural undamsting of professional reflect both
traditional medically framed practices as welllas $ystemic shift toward
managerialism and economic rationalism. The latidudedhelpingas a routine,
sequential process of service entry, prioritiseggessment, planning, provision and
evaluation; and thbusines®f managing the quality of services through,
accountability for funding, clinical decisions arasources with a need to meet and
contain the cost of providing services. In theiltunal world as depicted in this
study, professionals also remain socialised to eertraditional medical approach.
That is, believing direct interaction between therapist and client is superior along

with maintaining a professional distance from thent.

The existence of competing acceptable practicdimihe professionals’ cultural
world suggests family-centred approaches will cargito be challenged by
embedded or more strongly imposed principles ggigiractice. Participants
explained and legitimised practices that were awtilfiy-centred by referring to these
competing, though still culturally acceptable waysvorking with families. For
example, one participant’s story interprets theda@happroach as justified when
there is little time and therefore this approachasworking to empower families or
their communities. Another participant’s story eaipkd his practice of working only
with the child by reference to the inter-dependesfdeelping the child and family.

In other words, he was helping the family by hedptiihe child despite the lack of
family involvement. In both these examples, cultyracceptable ways of working
with families were employed to justify not implentiexy more family-centred

principles.
Cultural components reflecting non family-centrealys of working were explained

by imposed policy and procedures particularly thefecting managerial and

economic rationalisation. Professionals were predidith detailed operationalised
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processes about how they ought to work, includimgexample, intake and
discharge procedures, and collection of service stptistics. Professionals were
held accountable to these processes. Issues sselvase accreditation,
employment opportunities and service funding wétenocontingent on complying
and accountability to these policies and practiEes.example, organisations and
their professional employees are accountable uheeDisability Services Act
(NSW) and the Disability Service Standards by tteegss of DADHC assessments
and audits for ongoing funding and accreditatioB\WAgeing and Disability
Department, 1998, 1999, 2000a).

Competing with imposed processes constraints,am@-centred principles usually
considered ‘best practice’ and evident in servicgesn policies did not have a
similar accountability function (e.g., New South M&linternational Year of the
Family Secretariat, 1994; NSW Ageing and Disabilgpartment, 1998; NSW
Department of Ageing Disability and Home Care, 20@002b; NSW Department
of Community Services, 1996, 2001c). The questemnains: would operationalising
family-centred principles in policies and procedufacilitate implementation? For
example, one participant suggested that detailinggsses involved such as
information provision and building relationshipsyteelp validate the value of

empowerment within existing calls for accountafilit

Developing more family-centred policies and procedumay not necessarily lead to
working in family-centred ways. A pertinent examptames from the findings in
relation to service plans as a tool for individsialg practice. Services plans
theoretically offer structures for professionalgtovide individualised and
collaboratively developed support to families. Hoeeparticipants understood that
implementation of service plans involved process$amilies in a routine and
standardised manner. One example of accountatybtywas given was that a parent
could sit through a service plan meeting, the ‘Hox’family involvement could then
be ‘ticked’. There was no consideration given ® éxtent to which families were
involved, included or empowered in this procesmilarly, Katz and Scarpati (1995)
found no shared understanding of the IFSP processhais, no corresponding

cultural shift in the early intervention culture.
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The cultural core narratives of professional pracidentified in this study provide
insight into the cultural world of current professal practice for human service
professionals. Returning to the conceptual fram&varthe study, Bruner (1990a)
believes that acts and points of view can changigyeThat is, if enough people
want something to happen, then it will most likeBppen. The implications of this
belief are that if enough professionals adopt iz in that support family-centred
principles, then more family-centred principleslwigcome substantiated in practice.
Conversely, if a commitment to the more traditiopi@ctice elements is retained in

the narratives adopted, these will remain substtediin daily practice.

This Brunerian perspective suggests that, to ao@ai#, implement and substantiate
family-centred principles as pre-eminent in praztth families will require: (i)
support to professionals to achieve their familgtoed desires, (ii) re-training or re-
acculturation to minimise the impact of the embetigladitional medical approach;
and (iii) reorientation of service policies and gedures to legitimise equally
business rationalisation approaches with familyt@®happroaches, requiring equal

accountability mechanisms to support equal validity

The narratives also highlight the importance ofigssionals developing a vision of
how they can help families in family-centred wayighwn the existing context.
Professionals employed helping as their primargrpretive framework. When an
individual could not envision how to help familieg employing a family-centred
approach, then they adopted a narrative to retthest stance as supporting or
undermining this approach. The understanding oflfacentred ways of working by
professionals in this study suggests they arelypeamed to change their cultural
world to reflect, in far greater proportion, the& components of the family-centred

approach espoused in the literature.

In sum, the culturally framed understanding of pssional practice with families
derived in this study identifies roadblocks alohg path toward family-centred
approaches in daily practice. In particular, thitural shift towards accountability in
managed care was highlighted as posing a prattaakr to family-centred services
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in practice. At a more theoretical level, competuigiosophies within the
professionals’ cultural world were also identifigsl a barrier to family-centred
practice. Finally, cultural core narratives werentified as a means through which
family-centred practice could be affirmed or underen.
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7 SUMMARY AND CONCLUSIONS

7.1 The study in review

In this study | investigated the nature of profesal practice with families of
children with a disability from the perspectivelafman service professionals in
NSW, Australia. My overall purpose and intentioreikamining professional
practice with families from a cultural perspectwas to expose the cultural world in

which professionals think and act.

This study took an investigative approach to exptpand understanding the world
in which professionals live and make decisions abiweir practice with families as
suggested by several authors (e.g., Ahmann & Joh2880; Bengtsson, 2003;
Bruder, 2000; Katz & Scarpati, 1995; Lawlor & Matly, 1998; Mattingly et al.,
1997).

Jerome Bruner’s writings on cultural psychology evesed to frame this study.

In line with Bruner’s concepts of narrative moddtudught and narrative mode of
culture, | assumed the narratives professionatdee) provided access to what they
thought, felt and did in their daily practice andawthey understood to be culturally
acceptable ways of working with families. | empldy®arrative methods of data
collection and analysis to gather and interpreséhstories. Four conceptual cultural
core narratives that described and explained psmfeals’ work practices were
identified through narrative analysis. Analysishafratives was employed to identify
ten cultural components that comprise this culainerofessional practice with

families.

Identifying, exposing and naming the dimensionprofessional practice with
families provides insight into what forms, andumrt is informed by professionals’
daily work practices. It provides a framework feappraising the family-centred

approach that literature and policy promote. Thislg has implications for
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designing human service policy and managementipeactprofessional education,
and professional practice. Before exploring theséfer some reflections on the

research process.

7.2 Reflections on the research process

Much has been written on the importance of recgrdimd acknowledging personal
reflections in the research process (Chenail, 1886h, 1998; Merriam, 1988;
Minichiello et al., 1999). | have already descrilbexv my early reflections led to the
reconceptualisation of this study framed withinraririan cultural psychology
framework. | now add my reflections on completihgs tstudy, with particular
reference to the narrative data collection andysmaprocess and the implications of

the Brunerian cultural conceptual framework.

Overall, participants appeared to value the stbnyteapproach to data collection.
Despite busy schedules, many reported feeling hapgyeven grateful for the
opportunity to ‘tell the stories’ of their expermas around practice with families.
The significance of this becomes more evident wiealising that participants were
rarely consulted or represented in the governmeatganisational policies and
procedures. Despite participants’ readiness tcesthair stories, several challenges

emerged during data collection.

My own experiences as an occupational therapist fainilies of children with a
disability posed some challenges. Participantsscnally assumed | had some
familiarity with situations they described, essealtyi considering me to be a part of,
in Brunerian terms, their cultural community. Therere advantages and
disadvantages to this assumed familiarity. Viewimgas a colleague seemed to
make conversation free flowing and open. Assumingd some understanding,
stories were seemingly less interrupted by the meeatplain or a fear of judgement
of the actions the stories portrayed. Participegaslily shared stories, perhaps
surprising given the somewhat clandestine natutberhaking it worknarrative and
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the sense of quiet despondency that charactehedubpeless strugglearrative.

The assumed familiarity and understanding may lcanéributed to this.

As a researcher, my challenge was to vigilantlyckhather than assume
participants’ meanings of the various situationd saims they described. Though |
may have had my own knowledge or experience, mimMas to identify and
interpret their understanding of these situatiom$tarms. The strategy | employed
in walking this ‘tightrope’ was to prompt participis to further explain terms and

situations irrespective of my prior knowledge.

Despite the readiness with which participants shéreir stories, it is likely that
participants did at times ‘check’ or control thenaéive they shared in interviews
and in focus groups. Issues including for example depth or honesty of the
relationship with other focus group participanke presence of more senior
clinicians, or the fear of being identified frometmterview text could have
influenced the stories told. This probable curbafthe stories shared publicly
amongst members of the social or cultural communityell acknowledged in the
literature (e.g., Chase, 2005; Guba & Lincoln, 20B86brium & Holstein, 1998). |
feel confident however that the joint focus groaps individual interview
techniques employed for collecting stories in giigly, while having limitations
(detailed in Section 3.5.1.1), captured the rarfgg@ommunity level narratives that

existed.

A major challenge in narrative inquiry involves tang the meaning in the data
(Goodfellow, 1997; Koch, 1998; Riessman, 1993).rAlares researchers suggest
that meaning and interpretation can lie not jushwlialogue but also in other
features including the cultural, social and insitnal context and features of the
conversations such as gestures, silences, angeuttens (e.g., Chase, 2005;
Riessman, 1993). On reflection, while | acknowlatigad prepared for these more
conversational elements in data collection, | ddtitruly appreciate it until | was in
the throes of narrative analysis. Reading tranedritialogue where the individual
said “so of course, | happily trot off to all tHER meetings” implies the individual
did indeed go as expected to each meeting. Hovweetranscript that noted the
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sarcasm in her voice and the exaggerated ‘winkhassaid this relayed a different
action and meaning. It conveyed she did not gatenid to go to the IEP meeting for
every child on her caseload. Rather, she selegtatetnded, but wanted others to
think she was going as expected. This type of feattithe conversation helped
distinguish the ‘under the radar’ type actions amentions of themaking it work
narrative from anaking the best of itarrative, where professionals were more

inclined to do what they felt was expected of them.

Despite my best efforts to record these non-diadgatures, capturing all gestures
with only an audiotape presents a challenge. Taeréimes when, for example, |

was caught up in the conversation and did not tiheeounter number on the audio
recorder next to my field note comments. | reli@dhmy memory to locate these field
notes in the appropriate stories. Now sitting tre ‘dther side’ of a narrative inquiry,
| suspect that an audiovisual record would be glnmand more accurate record for

data collection and analysis.

Data analysis in this study involved a challengimgvement between what Bruner
terms paradigmatic and narrative thinking. The ysislof narratives method
employed to inductively derive the cultural compatsefrom professionals’ stories
challenged me to avoid presuppositions containgdenmesearch literature and
concentrate on drawing the units of meaning froendata. The shared meanings, or
ten components of the culture of professional raato not of course predict
professionals practice, nor do they necessarilgecethe personal intentions and
beliefs of individual practitioners about how theguld like to work with families.
This is strongly supported by the variations in hmwfessionals’ instantiate these
components in daily practice as exposed by theduoltural core narratives. This, |
believe, adds weight to Bruner’'s (1996a) assettian the use of narrative and

paradigmatic thinking assists more beyond prediditounderstanding.

The Brunerian cultural psychological framework &nel narrative methods provided
a valuable means to illuminate the ‘hidden’ cultuvarld of practice with families.
Essentially, professional practice with familiessvexposed as narrative. That is,
within the narrative mode of culture, culturallypappriate practices were conveyed
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in the stories professionals told in and aboutrtpeictice. Professionals employed
cultural core narratives to help make their daityrkvpractices understandable within

this cultural context.

Mattingly and colleagues (1997) also describedtma@s narrative, or the playing
out of stories. In their view, practice is consgtean interaction between the
professional and the client, rather than the sirepi@loyment of technical skills
such as assessing a child’s joint range of motrahefamily home for wheelchair
access. The ‘story’ of an interaction with a clitarins part of the broader life story
of that client. The findings in my study | belielgild and expand on this notion of
practice as narrative. From my perspective, prodess$ practice with families
becomes a culturally negotiated phenomenon, whereneanings of practice are
learned and negotiated through the stories prafieals tell in their interactions with
families, colleagues and managers, and througlcjpeation in, for example,
procedures such as team meetings and service plads.story potentially forms
part of the personal narrative of the professiotie ,family and the others with
whom they interact.

7.3 The relevance of this cultural world to other circustances

The question is: can the cultural world of professis working with families of
children with a disability in Sydney, Australia lexft the cultural world of other
settings? For example, there are shared elemettissafultural interpretation across
disciplines, geography, client groups, and progrgmes. In this section |
hypothesise the robustness of the cultural intéaioe of practice identified in this

study.

When considered in the context of the literature,dultural interpretation of
professional practice with families identified g study appears remarkably robust.
As noted in Section 6.1, the three previous culiutarpretations of practice with
families that | am aware of are echoed in professs) practice with families (Katz

& Scarpati, 1995; Law et al., 2003; McWilliam et,dl998). However, these cultural
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interpretations did not consider the broader pcaatbntext. To consider the
proposed strength of the broader conceptualisafigmofessional practice requires
consideration of the literature more generally.e Phevalence of concerns about the
more business-like elements of practice and théraged experience of traditional
medically framed practices is reported across dagedtings, professions and
countries, therefore suggesting robustness ofribeder conceptualisation of

professional practice identified in this study.

Two explanations are hypothesised for the poteraialstness of this cultural
interpretation in other settings: shared systeridions and ideologies and similar
professional preparation programs. The conditionsideologies prevalent in the
culture of professional practice with families giebal issues. Service systems
worldwide, under persistent fiscal and regulataigspures and within economic
rationalism, have introduced private sector managerechniques into public health
and human services (Baum, 1998; Higgs et al., 1%8ilarly, the shifts from
traditional medical and scientifically driven priaets towards normalisation of
experience for people with a disability and thesaguent introduction of more client
or family-centred practices is well documentedtipalarly across Europe, North
America and Australia (Bradley, 2000; Cummins & Bax1997; Wolfensberger,
1983). Professionals, at least in the developeddware therefore constructing the
shared meaning of their practice amidst the sarsie lsanditions and ideologies.
Though as Bruner (1996b) suggests, the mode obulise employed to construct
meaning may vary in different contexts, the meamimigstructed and transmitted is

remarkable similar in this instance.

To the best of my knowledge, no study until now id@sitified narratives describing
professionals’ daily work practice with familiesow these narratives hold true
across other practices and contexts thereforenegjfurther investigation. If one
assumes, based on the arguments above that theatolintext of practice remains
more or less similar across settings, then it &sfibe that the cultural core narratives
also hold true. What may vary however are the arstances and settings that
inform how professionals adopt these narrativabkéir daily practice. For example,
a rural therapist or sole therapist may have fespgortunities to interact with
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colleagues and managers and therefore, by circagesgabe more inclined to adopt

the solo-orientethaving to fightor hopeless strugglearratives.

In sum, while the potential robustness of the caltunderstanding of professional
practice identified in this study is hypothesisedd) further research is needed to

investigate its relevance in other settings, pltioge and geographical location.

7.4 Recommendations

7.4.1 Education

Professional preparation programs need to helgepsadnals to develop skills and
knowledge to work with families and communitiecoilaborative, individualised,
empowering and inclusive ways, and to identify arahage challenges to their
implementation if family-centred approaches arbedirmly embedded in the
cultural world of professional practice. Family alvement in the planning,
implementation and evaluation of pre-service angérvice training for
professionals is increasingly endorsed as a mdaagporting the development of
these skills (see, for example, ltzhaky & Schwa@)0; Jivanjee & Friesen, 1997;
Niemeyer & Proctor, 1995; Turnbull, Blue-Banningyribiville, & Park, 2000a;
Whitehead et al., 1998). Education programs theb®pass practical activities and
opportunities to interact directly with families participate in family-informed
curricula present opportunities for professionaldévelop and refine skills in, for
example, building collaborative relationships weimilies. Niemeyer and Proctor
(1995) add that this also helps professionals dgvielsight into the family and
community context in which interventions are siaghtthus potentially contributing

to designing more responsive and effective sudpofamilies.

As a requirement of the respective professionaldsyanost professional
preparations programs for human services profeasls@ncompass a practical or
fieldwork component (Gardner & McCoppin, 1995).|8work placements where
students and professionals are placed with fanplieside practical opportunities to
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develop skills and confidence to build relationshgmd work together with families
of children with a disability to empower and incuthem in mainstream community
life. Families have indicated their support for doadief in the value of professionals
undertaking fieldwork placements with them in orttedevelop their
communication skills and understanding of childaex family needs (Niemeyer &
Proctor, 1995).

The cultural component aforking togethealso highlighted the importance of
professionals developing skills in inter-disciplpaollaboration. Doing so requires,
for example, inter-disciplinary units of study tedome integral parts of university
curricula and service-based continuing professideaklopment opportunities to be
provided around interdisciplinary teams. Accordiaglivanjee and Friesen (1997),
incorporating inter-disciplinary components inteservice and in-service training
provides practical opportunities for professiortalsievelop these skills and build
professional networks for sharing expertise andrmftion. Team learning is also a
critical part of the lifelong learning communitisat Bruder (2000) argues are
necessary to effectively prepare professionalsdkwith families.

Professional preparation programs must play ainockéeculturating professionals to
their roles and responsibilities within a manadearad economic rationalist service
context and by association, supporting professgimalinding meaning in and a
vision for helping families within this context. ¢fis and Hunt (1999) suggests that
preparation programs must groom professionalsiteractions with the political,
economic and social responsibilities and issugsangtice. In a shift from curricula
typically centred on treatment oriented clinicatmqzetencies, programs must include
components that ready professionals for tasks as@tcessing and accounting for
funding, advocating and lobbying government anesthvith and on behalf of

families and case management responsibilities.

7.4.2 Policy and practice

In addition to educating professionals on workirithviamilies, the service context,

including policies and procedures, must supporgagi@ication and development of
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skills for working with families in more empowerinigdividualised, inclusive and

collaborative ways to achieve the desired policgenatives of family-centredness.

As noted in Section 2.1.2, in NSW service agen@esiving government funding
are currently accountable via the NSW DisabilityV@# Standards and the NSW
Disability Services Act (1993) to provide empowerimdividualised, inclusive and
collaborative services with families of childrentkva disability (NSW Ageing and
Disability Department, 1998, 1999, 2000a). Thouglidgd by these standards,
professionals such as the participants in thisystwd not directly accountable to
these standards in their daily practice. As theerurStandards In Action Manual
notes, policies are not operationalised in suclagp as to provide a checklist for
professionals and agencies to inform full confoymith the Standards (NSW
Ageing and Disability Department, 1998).

Extending and applying the Disability Service Stamid as a framework for
performance management and performance indicaiotsuman service
professionals would contribute to measuring andethyevaluing and reinforcing the
application of the more process-oriented elemeinigooking with families.

Consider for example, the Fifth Disability Servi8&andard — Participation and
Integration. Section 5.2 of this Standard statas‘thervices are provided in a way
that facilitates the integration and participatafrihe each person with a disability in
the community, at times and in ways similar to otmembers of society” (NSW
Ageing and Disability Department, 1998, p. 4-5).aglieres need to be developed

that can operationalise and measure how profedsipnavide these services.

Participants in this study were often socialised/twking with families through their
interactions with colleagues and managers. Thayedalhese interactions believing
they helped develop and refine their skills, knalgle and commitment to working
with families. Munford and Sanders (1999) also ssigd service structures that
support opportunities for interaction with colleagienhances the quality of support
for families by prompting reflective practice angilding peer support networks.
These findings challenge managers to provide oppitigs for professionals to
interact formally and informally with colleaguesanagers and more experienced
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clinicians. Ensuring space and time for more infarinteractions can be facilitated
by, for example, ensuring staff have ready acaessmeeting or staff room, and
may also be promoted by shared office space. Belamd procedures that direct
more formal interactions, such as programming @giglam meetings and
supervision sessions could also facilitate thisreattion. Within these sessions,
managers and senior clinicians have opportunitiesipport professionals in
developing an appreciation of how they can helpilfasby minimising
professional-centred, direct-therapy practicesiaaldiding more family-centred
approaches within emerging roles such as case reem&upervision also needs to
go beyond a typical focus on clinical competendiesupport elements of practice
common to all human service professionals workiity ¥amilies, such as

negotiating demands for accountability in the wisketvice context.

Literature suggests that reflection is integrajjt@lity services in the health
professions and specifically to practice with faesl(Mattingly, 1991; Munford &
Sanders, 1999; Schon, 1991). Employing Bruneriemdethe understanding of
professional practice in this study could be useslipervision sessions or informally
as a ‘cultural tool kit’ to promote reflection onagtice by members of this cultural
community. This cultural tool kit could be usedagilitate awareness of individual
active roles in constructing, sustaining or pothtitransforming their practice
culture. Critical reflection on the cultural comporns requires professionals to
consider if and how this culture enables them tp families. Reflection on the
cultural core narratives could provide a framentdividual practitioners to reflect on
the narratives they adopt and how they contribmupporting or undermining
particular expectations of their practice. Finally,identifying patterns in the
narratives adopted, individuals and service marsaggan potentially identify and act
on issues like burnout that have serious implicetifor the professionals and the

families they serve.

Finally, within service policies and conditions damding accountability, there is a
need to expand existing accountability measuremntompass the process-oriented,
social, relational and participatory elements afessional practice with families,
such as measuring the relational processes invalsedkell as the outcomes of
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empowering families and communities. Doing so reggifurther research as

outlined below.

7.4.3 Future research
In this section, | put forward some key areas twttfer investigation arising from

this study that examined how professionals integor@and enacted the diverse and
contextual concept of professional practice. Spelf/, | recommend examining the
cross-cultural relevance of these findings, exppother key perspectives within
this cultural community, and examining the implioas of this cultural world for

professionals and the institutional structures suppy it.

Further exploration of the cross-cultural validifythe cultural world of professional
practice identified in this study is needed. Thegjion of whether other cultural
communities representing, for example, professpregresenting different settings
or levels of managerial responsibility, differetient groups or from different
geographical locations warrants further investaatvithin a similar cultural
framework. The cross-cultural weight of professisheultural world would further
focus on how professionals are acculturated topgepared for movement between,
for example, settings and professional speciattieshifts into more senior

management or supervisor roles.

NSW human service professionals’ stories, includivegr experiences and
interactions with families were the focus of thétaral study outlined in this thesis.
The cultural understanding of professional practiil families subsequently
derived provides only one part of the puzzle. Ustigrding how professional
practice informs and is informed by others involuedhe service system potentially
provides insight into pathways for change. Two pecsives thought to be critical
are considered below: that of families and of ethrsanvolved in human service

preparation programs.

The family perspective, in an era where family-cetifpractices ideally provide a

structure for quality services, is fundamental. ddesh that examines the meaning,
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values, beliefs and assumptions that families hblout the cultural world of
professional practice is needed. Consider for exanmarents much reported desire
for direct therapy services for the child with aability (e.g., McWilliam et al.,

1995; Thompson, 1998; Wehman & Gilkerson, 1999ye@Giparticipants in this
study shared this belief, it is possible that pgefenals contribute to socialising
families to this and other beliefs and expectati@nsut services. This in turn has
implications for families, for example, when a retion in direct therapy services
through case management and consultative pradtiaess families concerned about
the loss of a direct service adversely effects tti@id’s development. Culturally
framed research into families’ understanding ofl aations in professional practice
could provide a foundation for critically examininge and expectations of services.
This in turn has implications for how services designed and promoted to families.
To date, family perceptions of services have pradataly explored parent
satisfaction with and use of services and in maragigmatic ways focused on

prediction.

Research into how human service professional paiparprograms contribute to
socialising beginning practitioners to the cultwalrld of professional practice with
families is also needed. What beliefs, values asdimptions do, academics, for
example, hold about practice with families, or pfinegram managers responsible for
coordinating the ongoing professional developmedtsupport of their staff? How
then do their culturally situated actions contréotd sustaining these expectations of
practice and socialising human service professsotwalvork with families?

Similarly, how do service managers and policymakeiderstand professional
practice with families and how does this contribiat¢heir actions and interactions
with human service professionals? Research ohtttisre may uncover pathways
that contribute to, for example, the persistenceaafitional child-focused practices

or conversely pathways opening up possibilitieddomily-centred approaches.

Developing empirically grounded institutional preses that legitimise both family-
centred and business-like principles is timely.sTihcludes identifying mechanisms
to operationalise, measure and account for theisggniess measurable elements

such as empowerment and for the processes involyéal example, case
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management or empowering mainstream communitycvFramed within the
NSW Disability Service Standards, which alreadydhejencies accountable,
research that seeks to operationalise these stindba practice level potentially

could provide a framework for performance indicator

Research exploring how the cultural core narratigestified in this study are
developed, maintained or potentially altered oiraetis also needed. This study
provided a point of time reference to a culturati@nd the cultural core narratives
contained within. This could also involve criticaflection on the narratives that
professionals live out and how these may be sweidiy, for example, institutions
like universities and the service organisations phnepare and employ human service
professionals to work with families. Research af tiature would provide a
framework for renewed consideration of issues kntanform experiences of both
providing and receiving quality services for famdiof children with a disability. For
example, feelings of despair, fatigue and burnoutribute to high turnover in
helping professionals’ professions (Hall & Hall,G&), which in turn influence the
nature and quality of families experiences of aatts&action with services
(Thompson, 1998). Identifying, for example, whadgiices and processes contribute
to adoption and sustaining over tilmepeless strugglearratives could point to

either system or individual determinants or a carabon of both, which, if
appropriately counteracted, could remove the pateiar burnout and lack of

service efficacy.

7.5 Final words

This thesis began with my family’s story of theitaractions with professionals
around my own health and development as a childt Story was the start of my
own journey — attempting to understand what infagsnprofessionals’ thoughts,
actions and interactions with families of childweith a disability. This thesis marks

a critical point along that continuing journey.
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And so the journey continues. These findings chgkkeme, amongst others, to use
this new understanding of professional practices fasindation to critically appraise
and potentially transform existing practices, asstviee to construct a cultural

reality that better supports the health and devetoy of children and families in the
future.
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Appendix 1: Information Sheet & Consent form

The University of Sydney Cumberland Campus
Faculty of Health Sciences East Parade/PO Box 170
School of Occupation & Leisure Sciences LIDCOMBE NSW 1825

Phone: 02 9351 9723
Fax: 02 9351 9166

PROJECT INFORMATION SHEET

Understanding helping professionals’ work with famiies of children with a
disability.

Thank you for agreeing to participate in individugkrviews in relation to my
project about service providers working with faesliof children with a disability
and high support needs. This study is focused denstanding how service
providers work with families of children with a disility. It is anticipated that a
better understanding of service provider occupatiii provide for

recommendations in future practice, education asdarch.

The project involves identifying what service pmbetis are doing when working with
families of children with a disability and high sagt needs and how this is
influenced and informed by their greater servicetext. This is occurring in two
stages. In the first stage, service providersvglinvited to share and discuss good
and poor experiences of working with families iede groups. The second stage
involves individual interviews to further explorewr daily work practices with
families of children with a disability. | will beneouraging you to share stories about

your experiences with families.

Interviews and focus groups will take place in aunally convenient location and
take approximately 1-1.5 hours of your time on eaatasion. | would like to
audiotape the interviews for later transcriptiod amalysis. All data will be
confidential and accessed only by those directbted to the project. All

information will be reported anonymously. None leé information discussed will be
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directly available to service agencies, fundingrees or families. Following focus
groups and interviews, you will receive a copyha transcript. At your discretion, |

will clarify, add or remove information from thisanscript.

Participation in the research project is entiradjuntary. You are not expected to
participate in this project as a requirement ofry@mployment. As a participant, you
would be free to withdraw at any time without camsence for yourself or your

organisation.

| trust that this information sheet explain thejecbto you, however, if you require
any further information, please do not hesitatedotact me at the address and/or
telephone number listed below. Should you havecamgerns or complaints about
the project, please contact the Executive Offi¢cehe Human Ethics Committee,
The University of Sydney on (02) 9351 4811.

Kirsty Thompson

163



The University of Sydney Cumberland Campus
Faculty of Health Sciences East Parade/PO Box 170
School of Occupation & Leisure Sciences LIDCOMBE NSW 1825
Phone: 02 9351 9723
Fax: 02 9351 9166

CONSENT FORM

Understanding helping professionals’ work with famiies of children with a
disability.

l, (full name)

Have read the information sheet pertaining to tlogept ‘understanding helping

professionals’ work with families of children withdisability.

| understand what is required of me and that afgrmmation | provide will be treated
confidentially and reported anonymously.

| acknowledge that | can withdraw from participatiat any stage without
consequence to myself, or any family or agencyhakvl am linked. | am aware
that should | have any concerns or queries regauttiis project that | can contact
the researcher at 02 93519723. | am also awarstioald | have any concerns or
complaints about the project, | can contact thechttee Officer of the Human
Ethics Committee, the University of Sydney on (825194811.

Signed: Witnessed:

Date: Date:
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Appendix 2: Demographic information sheet

The University of Sydney Cumberland Campus
Faculty of Health Sciences East Parade/PO Box 170
School of Occupation & Leisure Sciences LIDCOMBE NSW 1825

Phone: 02 9351 9723
Fax: 02 9351 9166

Code No
DEMOGRAPHIC INFORMATION

Understanding helping professionals’ work with famiies of children with a
disability.

Please indicate in the space below:

Title of your current position:

Years/months experience in current position:

Years/months experience working with families ofdien with a disability:

Type of community organisation (e.g., Government®overnment, Disability)

Any qualifications you hold that relate to your @nt work with children with a
disability and their families:
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Appendix 3: Final analysis tables for core narragg and culture of
professional practice with families

Table 3: Analysis table distinguishing narratives dprofessional practice with families

Plot stag
Making it work Having to fight Hopeless struggle | Making the best of
it
arrative
* Confident in * Steadfastly * Believe skills and | * Pragmatism —
skills and that they| committed to resources directed by others
are valued personal vision of | inadequate or (most forcefully
Orient how to support inappropriate to imposed, usually
* Professional may| families change and/or meet policies and
be comparatively existing condition of the
free of personal * Feel compelled to| expectations system), even if it
family or financial | fight to change is against their
commitments other ‘unjust’ * Own vision of better judgement
expectations of practice completely
* Committed to their practice overwhelmed by * Confident can
and motivated by how others direct | adapt skills to
personal vision of | * Confident in own | them to practice whatever expected
helping families skills, knowledge of them
or ability rally these| * No faith/belief
* May draw some | for the ‘fight’ practising as * Have faith in
motivation from directed will help | those that direct
challenge of families their practice
‘getting away with
it’ * May have
comparatively more
pressing personal gr
financial
responsibilities
* Quietly do what | * Openly actand | * Quietly practice —| * Do what others
they want. Try not | explain their don't believe expect of them
to explain to others actions as contrary| complaints would
Action what they do to expectations be heard or would | * Search for

* May or many not
do what expected
to do

* Motivated by
desire to change
expectations and/o
draw attention to
expectations as
unacceptable
practice guidelines.
This reaffirmed
when their contrary
actions are noticed
and potentially
accepted.

* Draw some
energy from the
fight

* May feel battle is
a solo one

make a difference

* Go through the
motions, with
emphasis on
surviving, and
doing what they arg
told

* May seek
reassurance from
others that what
they are doing is
acceptable, but
don't believe this
themselves

* Feel alone

personally
satisfying aspects i
what they do

* Explain practice
by adherence to
how they felt
expected to practicg
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Plot stag

arrative

Making it work

Having to fight

Hopeless struggle

Making the best of
it

Evaluate

Helping
framework

* Positively frame
experiences

* Done best;
Child/family
helped; and/or ‘got
away’ with doing

what they wanted

* Believe they can
and will quietly
find some way of
helping families to
their personal
satisfaction

* Positively frame
actions as just and
right, but are
cynical the fight
will need to
continue

* Look to see if
others attended to
the issue or
changed practice
because of their
actions. Perceive
the reprimands they
receive as
satisfying
confirmation of
their actions

* Fight to help
families as they fee
they should and to
change practice
expectation they
don't believe can
help families

* Negatively frame
whole experience

* Disappointed in
their efforts and the
outcome

* Don’t believe
they have helped
families

* Interpret all
feedback as
reinforcing
hopelessness of
situation

* Can't see how
they can or did help

* Positively frame
situation, believing
they have done
their best within
opportunities
defined for them

* Believe any help
for family is better
than no help at all.

* Hopeful and
believe they can
help by doing what
others tell them
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Table 4: Components and principles of the culture foprofessional practice with families

Cultural component Principles

Helping — Interdependence of child and family support

— Direct hands-on help is best

— Satisfying a personal desire to help

— Aims to preventing out-of-home placement

— Aims to improve/maintain health and functioningcbild and
family

— Involves following a helping process

Positive relationships — Open communication
— Trust and respect

— Integrity & commitment
— Friendly interactions

Working together — Collaboration with family and colleagues

— Sharing information, skills and knowledge
— Family as crucial team member

— Developing shared goals/vision for practice

Individualised — Recognising unique service needs and priorities
practice — Flexibility and responding to individual needs
Empowering practice — Families as key decision makers

— Providing information and teaching skills
Inclusive practice — Normalising community living experience

— Empowering families and communities to developusie
opportunities

Professional practice| — Crisis represents service worthiness
with families as a — Short term, quick-fixes

bandaid

Professional practice| - Interpreting and exchanging information
with families as - Negotiating expectations

mediation - Placating families

It's a business — Rationing services

— Measuring and accounting for daily practices
— Quality control mechanisms

— Finance driven conditions

— Documenting evidence

Objective practice — Maintaining a ‘professional distance’
— Impartial decisions guided by policy, facts anddevice
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Appendix 4: Transcripts of stories employed to dlvate analysis

KEY

R: - indicates the participant is speaking.

I: - indicates my responses and questions duhiaegnterview

[] - indicates cross-reference the researchéudec in the transcript for
clarity and ease during analysis

(italics)- indicates any outstanding features of conversation

In Section 3.5.1, examples of entrance and eXtvaire provided to illustrate how
they helped identified stories data. The exampbeided was drawn from a story
told by a psychologist in an individual interviewhe full transcript of the story is
provided below.
Story #104, from interview with participant #6
BEGIN STORY #104:
R: Personally and professionally it is a very difit situation when you have
an insight into what services are available, aea thave to pass that on to
families. Sometimes you say to families, like telf ask us to do stuff and
we will just say ‘there is nothing. Okay we willfpn a submission, but it is
going to take a long time to go through the proess®/e personally think
you should ring the minister direct. You didn’t héarom us, but this is
what we think you should do and if you don’t cryt,aliyou just keep quiet,
then you are not going to get the support. You haea#ly got to do this.” So
often we are doing stuff | guess that where wenatdollowing our
Department Code of Ethics, we are breaching itla,lbut we are trying to
be supportive to the family. So the family are liKkay.” And now a lot of
families are like cottoning on and saying like “a#e just letting you know
that we are going to ring the minister, so you withbably get a phone call’
and we are like ‘do it.” Or they might say ‘so ykmow of a name in DADHC
who we can ring about this’ and we will say ‘yodwit hear it from us, but
such and such, and here is the number’ (laughing)

I: Sounds like it happens a bit?
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R: Yeah. So | guess that being ‘in between’ caa beal dilemma
END STORY #104

In Section 3.5.1, a story was employed to illusttae plot structure of the emerging
narratives. It was part of a larger discussion abfforts to facilitate inclusion that
featured a number of distinct stories. The trapsaf this story (no. 62), told by an
occupational therapist in an individual intervieloat the tasks of writing
submissions for services or funding, is providekble
Story #62, from interview with participant #14
BEGIN STORY #62:
R: Another thing when we were talking about maigestning and getting that
aid time for that child to get into their local dh. That is increasingly
people are being taught to focus on the good thamgisthat sort of stuff, but
when you are doing things like writing a lot of sgosubmissions and that
you have to focus on the negative(dtsecond pauseyvell it is all negative,
negative, negative. That poses a real dilemmadur if you don’t write it
negatively(leaves off)
I: Yes?
R: Then you don’t get the money. | know it is qudtstressing that anything
for money has to be this real sob story about Homgs are just going in this
downwards spiral where there is no solution anayhimg is just gloom and
doom. But sometimes you have to write that way. st haveto (with
emphasisjo get the help. It goes against a lot of theqauphies when we
are working with people with disabilities trying lmok at how positive things
are and how they should be valued and the thiregghley can offer society
and all this kind of stuff. Suddenly it is like ‘hd’hey [the child] are very
devalued in those families too.
I: I guess it is a hard thing to jugglleaves off as R begins again)
R: Exactly. Parents see copies of these report®aadays their child had
achieved all these things, and the submissionuiodihg says that they are
not doing very well at all, and then dealing witle fall out from that. |
suppose to keep reinforcing for families that tisiagen’t going well.
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I: Okay. Yeah.
END STORY #62.

In Section 3.5.1, an except from a story was usellListrate how propositions were
tested to refine the narratives in the fourth stafgearrative analysis. Story #86 was
told by a physiotherapist and reflected what wdatdr become ‘making the best

of it' narrative. It was employed to illustrate the (g¢uatly unsubstantiated)
proposition that there were some stories were psideals were content with the

context and the help they were able to provide.

Story 86 from interview participant #6

BEGIN STORY #86

| found it very hard, when we had some of thesengha to a consultative
approach, giving up some of the hands on. But thieought ‘maybe | can
give the best in a different way,” not copping aatl not doing it, because |
would feel very bad if I couldn’t give of somethirgo | think that is what it
is. I look at, you know, so instead of maybe feglipset and thinking like
‘this is the end’ or something, | say to myseliistis an obstacle. Go back to
that thing that | have always set up for myself.atho | do?’ Well | either
give up and | am a failure, or how do | do it? Irgand it, over it, under it,
through it, one way or the other.” So | think tiebasically it. So it is to say
‘be flexible.” Is there another way of giving towdsrthem instead of hands
on. Is there a better way of doing it to help thelsédren and families.

I: Okay, yeah.

R: Like good information. Good telephone counseling being available. |
think that is what is best. What | did when we dedy when we would be on
the phone | would go through and negotiate witlrthiethink it is
negotiation instead of just counseling. | would $am only a phone call
away. Please remember that. This is my telephon#ay this is the fax, and
this is voice mail. Just leave a little messageet e is only a telephone
number of who you are, and | will ring you backa@ually, | think they
come to realise. It is like ‘oh Judy, you are pialgdbusy but | need to ask

you about this. Sorry” and this sort of thing. Atieen | would ring either
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that day or the next day. | always, that's why 1 glown my voice mail. If |
have no specific time, and then | think, what'stlo@ voice mail, who didn't |
see. Do you know what | mean. Gradually, | thinktthhave built up a trust
with them that (names self) is not on site for thpsople, but they know that
she is still available. | have left my telephoneners for them at work and
we have forms that we set up from school age progrédnd the referral
forms, | mean we say to the staff, please writéithand fax it through to us.
And if there is nothing that we can do on sitentiae will either take it away
or get the parents to come in. So what we are duing where possible, if it
means that it is a wheelchair, then the parentddag it in. Like collect
their child after school, bring it in and we widpair it here or we will adjust
it here. And actually, the parents (leaves off)

I: So it sounds like it is about getting them taarstand the changes as well?
R: Yes. Absolutely. So it is a gradual thing. Seothe last 12 or 18 months
now, it is using our own personal ways of dealinthwhings, not letting
down the families, but managing them in the best passible. And
information you might think is not doing hands baf you say ‘look | am
available. If you want to come here, ring up anddpiour child. | am
available if you want to take them out.” Like itdaying ‘can you take 2
hours off work, bring them in at 8 o’clock in theeming and | will attend to
you here, and then you drop them off and go ondkwit's amazing,
gradually, over time, people are getting used.tBut it has been persistent
and | think that the main thing is saying ‘I am igafale, you will have to
contact me as well as | contact you. You eitheettavput it in writing what
you want or ring up here and say | need somethomg dwe have put it on
form here’ like | take down the exact intake wheagyt say and bring up at the
next meeting. | say to them (the parents) that axefa meeting not this
Thursday but next Thursday, it will probably hagenait until then, because
it has to be put through our program, but it wét gone. If there is anything
else urgent in the mean time, then we will, likeill give them some ideas
over the phone that they can do in the mean timeéh& is what we do. So |
think the telephone, being available and voicesaying please leave a
message and | will get back to you. I think thegldedrust it, because they
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knew me so well there (at the school site). Thewthents have never had it
any other way, so they think that that is the weat it is. So we make them
decide is it really a full team, or is it just pig® And a lot of them will say
‘oh it is just physio,” and then you can get it daquick to help out

END STORY #
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