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The role of the nurse in preschool autism assessment

ABSTRACT

Not all community child health teams carrying out preschool autism assessment
have nurses as part of the team. The stimulus for this study was the need to
make plain to commissioners and managers in one NHS Foundation Trust what
nurses bring to the multidisciplinary assessment process which is unique to the
nursing profession.

It is known that the process of assessment and diagnosis of preschool children
for autism can be difficult for parents. Parents have described the kind of
professional care they find helpful during the process. The aim of the study was
to define the particular role of the nurse in preschool autism assessment.

This )interpretive, hermeneutic study included all six nurses involved in
preschool autism assessment as part of community teams in the Trust. They
each generated texts for analysis by writing a reflective account of an episode
of care, and by transcripts of one to one and group discussions with the
researcher. Kim’'s (1999) critical reflective inquiry method was adapted for this
study by including the researcher as participant. The beliefs and values which
underpin the practice of these nurses and some dissonance between their
ethical intentions and their actions in practice were made explicit through
analysis of the texts, informed by relevant literature around autism, models of
disability and models of nursing.

This is a study of nurses, by nurses and for nurses. It contributes to nursing
knowledge in four ways: by examining the beliefs and values which inform the
practice of the nurse participants; by analysing the source of dissonance
between the nurses’ intentions and actions in practice; by defining the unique
role of the nurse in preschool autism assessment from a nursing perspective;
and by showing that the beliefs and values espoused by the nurses in this study
motivate them to deliver care with the particular characteristics which parents
find helpful.

The findings are that these nurses hold in common a set of beliefs, values and
intentions which, combined with a breadth of knowledge and clinical skills,
prepare them to deliver, as part of an assessment team, the quality of care that
parents have said they need.
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CHAPTER ONE: INTRODUCTION

In this chapter the stimulus for the study, its context and scope are introduced,
and the purpose of the research is made explicit. The focus of this study is an
analysis of the particular role nurses play in assessment for autism in preschool
children, based on the reflections of a group of nurses practising in this field.

The personal motivation to focus on this subject originated from a challenge to
my role as a nurse in child development within community child health
(community paediatrics), specialising in preschool autism assessment. The
pathway for preschool children to be assessed for autism by the community
paediatric teams within the NHS Foundation Trust was developed in
collaboration with the specialist autism team, which itself carried out
assessment for school aged children (Golding et. al. 2011).The pathway was
designed to allow preschool children to be assessed locally and to receive a
working diagnosis of autism before referral to the autism specialist team at
school age. In other areas, much of the assessment here carried out by nurses
in community paediatrics will fall within autism specialist services and this study
is equally relevant to this context. Community child health services are not
configured consistently across the UK (Parr et. al. 2013) and many community
paediatric and autism assessment teams function without nurse members.
Within my own teams, particularly when financial constraints increased and cost
improvements were sought, questions were raised around exactly what
qualified nurses did which members of other professions such as paediatricians,
speech therapists, nursery nurses or social workers could not do, why nursing
posts should be retained, and what value was added to the teams by nurses.
Nurses were involved in each of the community paediatric teams, carrying out
initial assessment following referral of a preschool child with social and
communication difficulties. They worked slightly differently between teams, but
their roles included listening to parents’ concerns, taking an autism specific

early developmental history, visiting and observing the child at home and in a
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peer group situation, liaising with the child’s nursery or playgroup, referring to
therapists and other agencies as necessary, giving the family initial advice and
preparing a report for the paediatrician and the rest of the team. They supported
parents to contribute their views to the team around the child, and were the
main point of contact for the parent through the assessment and diagnostic
process. Local feedback from parents about their experience when a nurse had
been involved in their child’s assessment was overwhelmingly positive (Golding
et. al. 2011) and on internal audit, nurses made a difference to the efficiency of
the teams and reduced waiting times. However, when it became necessary to
make a case for including nursing posts in the budget during team restructuring,
I was not able to find evidence from the literature that the role of a nurse in this
context had previously been examined. The nurses themselves did not find it
easy to articulate their role, despite being confident that they had a unique skill
set and way of working which somehow made a positive difference to the
experience of families. This study was therefore motivated by a need to make
plain what nurses add to assessment teams, and the particular contribution
nurses bring to the assessment process.

The background context for this study is the social surveillance of children
which currently occurs in developed countries in order to identify those who are
in some way different from the majority (Nadesan 2005). In the UK, both
government and professional bodies recommend that preschool children who
show unusual patterns of social interaction, communication and a preference for
sameness should be referred to a team of professionals in child development
for assessment for possible autism spectrum disorder, so that diagnosis can be
made and intervention offered as early as possible (Le Couteur 2003; DH
2004). The medical perspective on autism is that it is a pattern of impairments
characteristic of an underlying pathology, and a diagnosable mental health
disorder or condition (WHO 1992; APA 2013) leading to lifelong disability. In this
study the term ‘autism’ is used to encompass the various terms in common use
including ‘autism spectrum disorder ‘(ASD) and ‘autism spectrum condition’
(ASC). The medical model of disability, although it has been challenged for

decades by those who propose an alternative, social model (Oliver 1983; 1990;
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2009) underpins child development and autism diagnostic services. Community
child health provision in the UK varies between areas; some, but not all
community paediatric teams and autism assessment teams include specialist
nurses or health visitors (Parr et al 2013) but the particular contribution nurses
in community child health teams in the UK make to the process of autism
assessment and diagnosis for preschool children has not previously been
explored. The research question suggested by this gap in knowledge is

‘What do nurses identify as their particular professional contribution to the
assessment of preschool children for autism?’

As | began to explore the literature around autism and disability in relation to
nursing, | found myself facing the question of whether and why it is appropriate
for nurses to be engaged in this arena at all, either as practitioner or indeed as
researcher. Workers in any health-related discipline who venture into this area,
particularly non-disabled workers, have been critiqued as ‘disabling’ by authors
such as lllich et al (1977), and Davis (2004). Davis presents health
professionals as parasites on people with disabilities, intent, for the sake of
personal gain, on maintaining a position of power and control over those whom
they purport to serve. He suggests they conceal their ‘programmes of social

control’ behind the ‘myth’ and language of care and concern, whilst all the time
being engaged in

self-styled, self-seeking efforts to elevate their second-hand
knowledge about disability into a ‘profession’ (Davis 2004 p.205).

Other authors highlight the role health professionals play, by not being critical of
the status quo, in perpeturating the institutionalised oppression of disabled
people, and suggest professionals should be conscious of the effect of their
professional practices (Abberley 2004; Goble 2008; McLaughlin 2008).
McLaughlin describes ‘medical othering’ of children who are different from the
majority, by practices which categorise children in a way which places them
‘outside of normal society’ (McLaughlin et al 2008, p.61). However some

authors have a somewhat less negative view of health care and its practitioners
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in relation to people with disabilities. Goble (2008) identifies the moral
imperative which should drive professionals to work towards the emancipation
of those under their influence, whether individuals or groups of people,
suggesting that those who diagnose should also seek to mitigate the stigma of
diagnosis. Swain and French (2008), develop the argument for an affirmative
model of disability and impairment, based on the social model (Oliver 1983,
Barnes 2003), which if used to underpin professional practice, would challenge
professionals to relinquish power and to change services in the direction of user
involvement, empowerment and partnership. | am encouraged by these authors
that there may after all be a place for nurses, who have an obligation to uphold
the principles of biomedical ethics: autonomy, beneficence, non-maleficence
and justice (Beauchamp and Childress 1994) to practice in the field of disability
without losing all moral credibility.

As far as engaging in research in this field is concerned, Bricher (2000)
acknowledges the discomfort felt by health professionals who attempt to use the
social model of disability to underpin their résearch, in the face of the negative
perception of health professionals which has emanated from disability
discourse. She points out that for alternatives to the individual, tragedy model of
disability to become widely disseminated among health professionals and to
begin to effect positive change, a dialogue needs to develop between health
care professionals and disabled people, and this may be promoted by research
based on the social model. Northway (2000) argues that as nurses and nurse
researchers have been regarded as contributing to the oppression of disabled
people, reflexivity must play an essential part in the design and execution of any
nursing research in the field of disability in order to avoid further contributing to
oppression. Unless nurse researchers ask themselves whose interests are
being served by a particular piece of research they are in danger of being guilty
of the ‘parasitism’ of which Davis (2004) writes. My own understanding of
disability has been profoundly influenced by the process of engaging with the
existing literature and undertaking this research. The thesis reflects my position

at present, still working within a system based on a medical model but now with



more critical awareness of its implications and of other ways of conceptualising

the issues particularly around diagnosis.

After reflection on these issues, my personal contention for this study is that if
nurses do indeed positively influence families’ experience of early autism
assessment, as | believe and have heard from parent feedback, then research
to articulate what nurses do and why indirectly serves the interests of children
and families. It does this by clarifying the unique contribution nurses offer to
quality in child development and autism assessment services; thereby
influencing employers to include nurses in teams. My observation is that the
demand for evidence based practice and efficiency in the NHS supports the
development of measures based on empirical research, and on outcomes
rather than process. Recently there have been calls for patient experience to be
taken much more seriously in health services (Francis 2013), and this may well
promote more qualitative research with patients. It is unlikely to promote
research which gives voice to the professionals, or explores how they perceive
their roles. This study gives nurses a voice. It serves the interests of nurse
participants, who benefit personally and professionally from the opportunity
which reflection on practice affords to come to understand the complexities of
their role more fully (Oelofson 2012). As a study of nurses, by nurses and for
nurses, the work also benefits the profession, by increasing the body of nursing
knowledge about the role of the nurse in this context.

This study, therefore, does not set out to engage with families, whose views
have been articulated elsewhere (Howlin and Asgharian 1999; Carter et al
2005; Murray 2010), but to focus upon nurses who spend their working lives
embedded in the machinery of the National Health Service, operating within a

system which is underpinned by and immersed in a medical model of disability.

I ask nurses to reflect on their practice and to write a reflective account of an
episode of care. | then bring a social, affirmative model to bear on an
exploration of the literature around the values and beliefs made evident through
the data generated. By this means not only is the way in which these nurses

presently understand their role elucidated, but participants are also empowered

5



to explore whether and how their practice is presently constrained by
predominant cultures, both in society and within their teams, and to consider
how practice might be developed.

I position myself in the study as both researcher and participant. This is
because | was very much part of the nursing team, wanting to include my own
perspective in the analysis as part of the group rather than to attempt to stand
outside. | sought a methodology which would allow me openly to bring my own
experience, prejudices and beliefs to a reflective analysis of practice which
clarifies how nurses see their role. Critical reflective inquiry is a research
method which combines knowledge development in nursing science with
personal development for participants, resulting in improved practice (Kim
1999). Analytic autoethnography (Anderson 2006) includes the researcher as a
complete member of the group being studied and demands reflexivity and
visibility from the researcher. Although this is not an autoeothnographic project
because it involves narratives other than my own, both of these have informed
the development of the methodology for this study, a full account of which is
provided from page 45.

The findings of the study are that the beliefs and values which underpin the
practice of the nurse participants are common to them all. The context in which
the nurses work is found to give rise to some dissonance between their
intentions and their actions in practice. However, it is concluded that the nursing
beliefs and values espoused by the participants prepare them to deliver the
quality of care parents say they need ( Sloper and Turner 1993;Gray et al
2008;Harnett et al 2009)

To the extent that the study raises consciousness and promotes reflection in
participants and readers around the issues raised, it aspires to be emancipatory
and a catalyst for change. To the extent that it is informed by the contradiction
between the discourse of the health community and the agenda of disability
movement, | hope it will promote awareness of alternatives to the medical
model of disability within the heart of a medically dominated system. However

the main emphasis of the study is on nursing itself, in the context of assessment
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and diagnosis for autism in preschool children. It has not previously been made
clear how nurses in community child health teams conceptualise their work, and
what it is that nurses feel they are offering to parents and children going through
assessment. By addressing the research question, ‘what do nurses identify as
their particular professional contribution to the assessment of preschool children

for autism?’ this study contributes to nursing knowledge

In this introduction the motivation for this study has been identified and its focus
and scope described. The context of the study within the community child health
teams assessing preschool children for autism in one NHS Foundation Trust
area has been explained. The aims of the study have been made explicit,
particularly its aspirations to add to nursing knowledge and to inform policy and
decision makers concerning the value nurses perceive they add to assessment
teams. The subjects of nursing and préschool autism are rarely addressed in
the same study; the literature review which follows outlines the existing
knowledge about both subjects which is the background for this work.



CHAPTER TWO: LITERATURE REVIEW

The purpose of this review of the literature is to provide an analysis of current
knowledge around diagnosis of autism in preschool children and around the role
of nurses in the process of diagnosis, in order to make clear the context of the
research question, and the gaps in knowledge that the study addresses. The
subjects of autism and nursing are drawn together within this study, and the
literature review includes topics which arise as the connections between early
diagnosis and nursing are explored. It begins with an analysis of the ways in
which autism is currently defined, conceptualised and diagnosed, in order to
determine the various accounts of autism which have a bearing on nurses and
the way in which they are socialised into their role and conceptualise their work
in early diagnosis. As the study progressed, new issues emerged and some
areas demanded fuller or wider exploration and discussion. The literature which

was drawn on during this process is presented separately within the relevant
chapters.

In order to present the research background, this review of the literature
focuses first on medical and psychological accounts of autism and its current
definition as a condition based on impairment. It therefore includes research
grounded in the medical model within which autism and childhood disability is
presently located in Western society. Diagnostic criteria, methods and markers
are mentioned because of the implications for assessment teams and for
parents of recent changes to the American Diagnostic and Statistical Manual of
Disorders, now in its fifth edition (DSM-5, American Psychiatric Association
2013). The concept of the autism spectrum as an inclusive label for a range of
dissimilar ways of being is discussed as it affects the way in which nurses
perceive the children with whom they work. Some of the arguments for and
against diagnosis are explored in the context of modern and postmodern trends
of thought, language, narrative and metaphor, and the concepts of normalcy

and ableism are introduced and discussed in relation to nursing, as these were
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used in the analysis of the data. The positioning of diagnosis as either an
oppressive practice or a sociological necessity by those adhering to different
models of disability is discussed and the demand for diagnosis is reviewed in
order to shed a critical light on the established assessment process. Literature
around the effect of assessment and diagnosis on families and possible ways in
which negative effects can be ameliorated is presented, including models for
improving the process, because these directly relate to the area in which nurses
feel they should have influence (Halpin and Nugent 2007). The potential
function of nurses within the assessment process is discussed in the light of the
history of nursing as a profession and of a range of current philosophies,
theories and models of nursing so that this may be considered in relation to
nurses’ present roles in practice. Various models of working across and
between disciplines are also described in order to identify the present model of
assessment team working. The review concludes by summarising the gaps in
knowledge about what nurses do in this context, and the way in which some of
the issues raised in the literature may be addressed by this study through

exploration of the perceived and potential role of the nurse in the assessment
team.

Autism: definition and diagnosis.

The medical definition of autism is predominant in the NHS environments within
which nurses work, underpins nurse education about disability (Secombe 2006)
and is likely to influence the practice of the nurses in this study, so this
viewpoint is described first.

Since Kanner (1943) first observed a consistent pattern of characteristics in a
group of children he described as having ‘early infantile autism’, the dominant
discourse around children who have markedly unusual patterns of social
interaction and communication and also show a preference for detail and
sameness has been a medical voice. When a year later Hans Asperger wrote
his paper on older children and adolescents with a similar but, he believed,
distinct presentation, they too were included in the medical discourse of the day
(Frith 1991). Nadesan (2005) argues that although people with similar

9



behaviours and ways of being in the world have probably been present in every
generation, the identification and articulation of childhood autism as an entity
could not have taken place before the emergence, in the 20" century, of certain
social practices and institutions around the concept of childhood and standards
of normality within it. These include the formalisation of education as a
compulsory part of childhood and the identification of children who deviate from
the norm for the purpose of remediation. Increasing social surveillance of
children led to the pathologising of deviance by the newly emerging professional
specialities of child psychology, child psychiatry, and paediatrics. To the present
time, children with similar characteristics are described in medical terms as
having a pathological condition with impairments resulting from a neurologically
based disorder, which arises within the individual child and can be diagnosed
and treated by various therapies (Baird et al 2003). As the nurses in this study
work within community child health teams which are informed by this
understanding of autism, and which rely on international diagnostic criteria,

these will now be outlined.

Autism spectrum disorder (ASD) or autism spectrum condition (ASC) has until
recently been defined under the American diagnostic and statistical manual of
mental disorders 4" edition (DSM-1V, APA1994), as well as the European
International classification of diseases 10" edition (ICD-10, WHO1992). For a
diagnosis to be made, the individual was identified as having qualitative
impairments in social interaction, social communication and social imagination,
with a restricted repertoire of interests and activities. Depending on the
particular presentation, one of several different diagnoses were commonly
applied to children and adults with this ‘triad of impairments’ (Wing and Gould
1979) across the world. These diagnoses, still used in countries following the
ICD-10 are; (Childhood) Autism, Asperger syndrome, Childhood Disintegrative
Disorder, Rett syndrome and Pervasive Developmental Disorder (Not Otherwise
Specified) (PDD(NOS), (using DSM-1V), or atypical autism (using ICD-10) .
Children with difficulties on all areas of the triad, but having average or above

average intellectual abilities and good spoken language, are usually given a
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diagnosis of Asperger syndrome, but if they have a history of language delay,

they may be given a label of ‘high functioning autism’.

The next edition of DSM has now been published (American Psychiatric
Association 2013), and changes have been made to the diagnostic criteria.
Instead of dividing autism into the five separate diagnostic entities already
mentioned, all of these diagnoses except Rett syndrome have been subsumed
within a single diagnosis of Autism Spectrum Disorder (ASD) or Autism
Spectrum Condition (ASC) .The diagnosis of Social (pragmatic) Communication
Disorder (APA 2013 p.47), may be applied to children with persistent difficulties
in the social use of verbal and nonverbal communication but without fulfilling the
other criteria for ASD.

There has been some concern around the new criteria, both from some people
who value their diagnosis of Asperger syndrome, and from some parts of the
medical research community (Ghaziuddin 2010; McPartland et al 2012; Tsai
2012, Barton et al 2013). Baron-Cohen (2009) pointed out in a correspondence
to the New York Times that as Asperger syndrome has only been recognised
since 1944, there has not been sufficient time for ongoing genetic studies to
clarify whether or not Asperger syndrome and autism are two separate
conditions, with different aetiologies which give rise to different but overlapping
behavioural characteristics. There have been concerns that although specificity
using the new criteria will be high, the requirement for children, including
toddlers whose presentation is changing month by month, to fulfil all the criteria,
will lead to less young children receiving a diagnosis of ASD, and many who
would have had a diagnosis of PDD (NOS) will not now fulfil diagnostic criteria
(Matson 2012).

This will directly affect the work of the nurses in this study, as long as preschool
children are dependent on a diagnosis to qualify them for early support and
intervention. The changes will not yet affect countries such as the UK where
diagnosis is based on ICD-10, but there is every expectation that its revision,
ICD-11, will be *harmonised’ with DSM-5 (APA 2013 p.11). The ongoing debate

may, however, prompt renewed focus on the reasons behind the demand for
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diagnosis, its significance and its effects. The diagnostic criteria are a major
reference point for nurses as they carry out preschool assessments of children
with possible autism. However, there are other discourses around autism which
also inform nurses, and these will next be briefly discussed in order to have a

clearer picture of the context of the study.
Psychological accounts of autism.

Nurse education in the UK includes an understanding of psychological models
and psychological care (NMC 2010); the following brief overview is included
because it describes models which inform the way nurses involved in early
assessment understand autism.

The three main models of autism to emerge from the field of cognitive
psychology are: a theory of mind deficit (Baron-Cohen et al 1985); a lack of
central coherence (Frith1989; Frith and Happe 1994) and executive dysfunction
(Ozonoff 1995). Various links have been suggested between a difficulty in
understanding the mental states of others (theory of mind) and a tendency to
concentrate on detail rather than the ‘bigger picture’ (weak central coherence)
including the proposal that autism represents an extremely male brain type
(Baron-Cohen 2002). However these findings are not replicated by other
investigators (Jarrold et al 2000), and on the whole the three accounts have
been used to explain different aspects of cognition and behaviour in people with
autism in a modular way.

Although the three accounts are couched in negative terms, it is by no means
clear that weak central coherence on its own is necessarily a disadvantage. In
later work, Happe and Frith (2006) suggest that having weak central coherence
should be thought of as a processing bias towards local processing, rather than
a total inability to grasp the gestalt of a situation. As such it can be a useful trait,
which could be described as a difference rather than a deficit, giving individuals
an unusually good ‘eye for detail’, a characteristic which also occurs often in the
families of children with autism (Happe et al 2001) and which they suggest may

be one aspect of a broader autism phenotype. Health professionals are
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encouraged by parents to point out the positive aspects of a child’s
particularities as part of the assessment process (Nissenbaum et al 2002;
Harnett et al 2009), but it is not clear whether nurses feel this is part of their
role. The analysis of the data for the present study adds to knowledge in this
area. However, markedly weak central coherence, particularly in combination
with an inability to ‘mind-read’, must make the world a very confusing and
unpredictable place and would be accurately described as a deficit rather than
as a difference. This supports the concept of the existence of an autism
spectrum including both children with obvious severe cognitive impairment, and
also those whose difference might not give rise to disability if their social
environment was more inclusive. Nurses’ attitudes to the emerging diagnosis

are explored during this study.
Diagnostic methods and genetic markers

This section is included in the literature review because nurses are expected by
their professional body to be aware of and to share with patients current
research about conditions (NMC 2008); the nurse participants in this study
attempt to answer parents’ questions about the causes of autism. However as
the following brief overview indicates, neurobiological science is unlikely to
provide all the answers to their questions in the near future. There appears to
be a divergence between the conclusions of genetic research and the
formulation of diagnostic criteria, which might give rise to confusion for

diagnosticians, and so is outlined here.

Although the evidence for a genetic aetiology or at least a correlation between
genetic profiles and autistic characteristics is strong, the positivist quest for a
single definitive physical or physiological diagnostic marker for autism continues
(Johnson et al 2013).

Genetic studies of people with autism have indicated many possible candidate
genes and gene mutations (Feliciano 2012).Those attempting to identify genetic
causes for autism have so far struggled to identify definite genetic

commonalities within what they term a ‘heterogeneous syndrome’, despite
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indications that there may be common pathways from specific variations in brain

circuitry which lead to similar developmental outcomes (Geschwind 2011).

The search for a single biological marker which could be used as a definitive
diagnostic test for ASD is also, so far, elusive and it could be said to have
uncovered more evidence for heterogeneity than homogeneity between people
who have received diagnoses on various parts of the autism spectrum. The
scientific evidence to date indicates that although autism appears to be highly
heritable, possible genetic causes are heterogeneous and their expression is
affected by internal and external environments (Johnson et al 2013).

Happe et al (2006) suggest that the search for a single cause for the triad of
behavioural traits described as autism spectrum disorder is in vain. Their
argument is that the heterogeneity found within the spectrum reflects variation
along three separate dimensions of impairment which should be addressed
separately rather than being viewed as aspects of a single condition. They
observe that genes which have been found to correlate with one part of the triad
are different genes from those thought to correlate with another trait, and note
that in their twin study, children in middle childhood who demonstrated
difficulties in one area of the triad were only moderately likely to have difficulties
in both of the other areas. They also point out that none of the current cognitive
accounts of autism can explain the whole triad of social difficulties,
communication difficulties, and rigidity of thought and behaviour, focussing

either on a social cognition deficit or a processing deficit.

The concept of the ‘autism spectrum’ places more emphasis on the
commonalities than the differences between people with difficulties in social
interaction and communication, plus a narrow range of interests and a liking for
sameness. Far from looking at these difficulties separately, using the concept of
an autism spectrum encourages diagnosticians to consider them to be different
expressions of a common underlying disorder, and encourages therapists and
educators to look for interventions that will be useful for anyone ‘on the
spectrum’. It is not clear from the literature whether or not nurses are aware that

at the same time as the genetic scientists are leaning towards separate
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neurobiological explanations for similar outward characteristics, the diagnostic
and therapeutic communities appear to be continuing in the opposite direction.
Nurses’ confidence in the information they share with parents may be affected
by this dissonance, but the literature to date does not make this clear. The
analysis of the data from this study includes nurses’ attitudes to advising

parents about early intervention strategies relating to the ‘autism spectrum’.

As members of those diagnostic and therapeutic communities, nurses could be
seen as promoting and perpetuating the practice of pathologising difference, but
it is not known how nurses themselves conceptualise their contribution to
diagnosis. The next section of the literature review explores the connection
between current ways of thinking, language and the perceived need for

diagnosis.

Normalcy, ableism and the diagnostic imperative: the effect of

contemporary language and metaphor on attitudes to autism

Nurses, as much as parents, are members of society and enter nurse education
having been influenced by current ways of thinking about autism and by the way
in which language moulds and frames common assumptions (Brillhart et al
1990).The data analysis reveals some of these assumptions. In this section
some of the influences on contemporary attitudes to autism are presented in
order that nursing in this field, and the beliefs of nurses in this study, can be
seen in the light of these underlying ways of conceptualising difference in
general and diagnosis of autism in particular. However, in the course of their
professional education, nurses undergo a process of socialisation which also
affects their beliefs and attitudes to disability (Dinmohammadi et al 2013), so
the literature around this process is also introduced here.

The postmodern trend of thought arising in the 1960s and ‘70s includes an
antipathy towards the discourses of all kinds of professional groups, including
medicine, and particularly psychiatry. The postmodernist sees professional
discourses as agents of power and authority, and diagnosis as a prime example
of the exercise of the power of the doctor to define an individual as aberrant

and to subject them to oppressive treatment regimes (Foucault 1970).
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Foucault describes how the interaction of knowledge and power in the hands of
an intellectual elite creates subordinate identities for those who fall outside of
defined norms. He is particularly critical of psychiatry, which he sees as an
outworking of the tendency for society to silence, condemn and control those
who transgress contemporary standards of normality (Foucault 1965). More
than this, Foucault’'s concept of the ‘episteme’ suggests that at any point in time,
the boundaries of possibility in terms of thinking differently are restricted by
contemporary language, which underpins power structures. His study of the
archaeology of thought concludes that individual original thought is constrained
by the concepts created and maintained by the language of the day. These
concepts have significantly influenced nursing for decades, particularly in the
fields of psychiatry and learning disabilities (Gastaldo and Holmes 1999) but
also in other fields (Henderson 1994). However it is not clear whether or how
they affect the practice of nursing in assessment for autism where a comparison
is made between a particular child’s behaviour and behaviour which is defined

as ‘normal’.

Davis (2010) observes that the use of the word ‘normal’ to mean typical rather
than as a workman's measure did not emerge until around 1840. Davis
suggests that the trend away from aspiring to an ideal of personhood (an
aspiration which cannot be attained by anyone, and was thus inclusive) towards
aspiring to be at least ‘normal’, created ‘normalcy’ by characterising people who
fall outside the ‘norm’ as less than human. He links this way of thinking to the
development of the politics of industrialisation and the power exercised by the
bourgeoisie over the rest of the population. This link between the use of
language, ways of thinking, politics and power recurs in Nadesan’s contention
that the assumption that any behaviour which deviates from an accepted ‘norm’
needs to be identified, measured, categorised by diagnosis and treated with an
aim of normalisation is a product of 20™ and 21% century thinking (Nadesan
2005). Some have warned that the trend to diagnose ever more children who
differ from the majority as having a ‘disorder’ is a dangerous progression
towards imposing ‘normality’ on a population via a combination of

overdiagnosis, overmedication and eugenics (Weiner et al 2009). Others have
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posited that health professionals including nurses play a part in perpetuating
negative views of impairment as tragic and undesirable because not only do
they hold this position themselves, but by virtue of professional power they
maintain and promote negative views (French and Swain 2001). Tervo (2004)
found that of health professionals, nurses had the least positive attitudes to
people with disability. They could be described as perpetuating normalcy and
also ableism, defined by Campbell (2009) as

. a network of beliefs, processes and practices that produces a particular
kind of self and body (the corporeal standard) that is projected as perfect,
species- typical and therefore essential and fully human. Disability is then

cast as a diminished state of being human (p.5).

Ableism as a concept also includes the exclusion, discrimination against and
oppression of those who fall outside societally defined norms (Campbell 2009).
The challenge to the oppressive structures created by ableist attitudes in
society represents a resistance to the unthinking adoption of narratives around
difference which assume that everyone wants to be ‘normal’. Barnes and
Mercer (2010) argue that the dominant cultural narrative around autism is one
of disorder or disease framed by a medical model of disability. Professional
socialisation involves the internalisation of values as well as customs,
obligations and professional responsibilities (Dinmohammadi et al 2013) and
there is concern (Goodall 2004) that some nurses have internalised
reductionist and medical models of disability which imply deviancy and
dependency (Scullion 2010). Secombe (2006) calls for nurse educators to
consciously influence student nurses to resist negative attitudes through
professional socialisation, by including disability studies as a core component in
undergraduate nursing courses. This study suggests how the way in which the
nurse participants use language about autism reflects the cultural narrative they
have adopted, and the extent to which they embrace alternatives.

An alternative narrative of autism as an example of neurodiversity, framed by
the social model of disability (Finkelstein1980; Oliver 1990) which emerged from
17



the disability movement and disability studies, has been taken up by some
within the autistic community (Oliver 1996; Broderick and Ne’eman 2008).
These authors advocate for an understanding of autism as a legitimate way of
being in the world, not requiring treatment, therapy or normalisation, and argue
that autistic people are disabled by others, informed by currently dominant
metaphors around autism. These metaphors include seeing autism as a foreign
space into which a person has withdrawn, eg. a shell, or a fortress; and
alternatively, a person with autism being seen as an alien. The first of these
metaphors implies that the child has retreated from something, perhaps echoing
the discredited early theory that autism was Caused in children by cold and
affectioniess parenting (Bettelheim 1967). An implication from this metaphor is
that the child might be able to be ‘brought back’ in some way, perhaps by
medication or therapy, resonating with the medical model of autism. In contrast,
the metaphor of the ‘alien’ has been used both by neurotypical observers and
members of the autistic community to describe the ‘otherness’ of children with
autism (Sainsbury 2009) and to legitimate and self-advocate for difference . The
metaphor paints a picture of a child who is, and will remain, different from most
people around him, but who has his own legitimate culture and language which
might be learnt, and possibly friends elsewhere who are similar to him. These
two opposing metaphors represent two opposing schools of thought and activist
groups around autism. The first are those who, following a medical model, see
autism in terms of a lifelong neurologically based impairment leading to
disability (WHO 1980), whose ‘sufferers’ are in need of early diagnosis, prompt
therapy and lifelong support so that they become as similar to neurotypical
peers as possible. Pressure groups from within this school of thought, such as
Autism Speaks (www.autismspeaks.org) support research to identify biological
causes and markers for autism, and have hope that one day a cure may be
found. It is notable from this website that most supporters of this school of
thought seem to be people who are related to, advocate for, or are involved in
diagnosis, treatment or education of children or adults with autism, particularly
those with significant associated learning difficulties and challenging
behaviours. It could be said that those who subscribe to this school of thought
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have chosen to opt out of the social model on behalf of those whose condition
would be categorised under the new DSM impairment levels as ‘severe’.
Goodley (2001) found similar distinctions being drawn between people with
learning difficulties, and warned that a preoccupation with levels of impairment
meant that while people with ‘mild learning difficulties’ were viewed through the
lens of a social model of disability, others were “left in the realms of static,

irreversible, individualised biology” (p.213).

The alternative proposition, informed by the social model of disability and by the
concepts of normalcy and ableism, that autism as a diagnosis has been
created, medicalised and stigmatised by a society which seeks to pathologise
difference, operates on the assumption that all children should be valued for
their uniqueness and individual strengths, and places the onus on the majority
to adapt to accommodate the full range of human diversity. The supporters of
this point of view tend to be people who have a diagnosis of high functioning
autism or Asperger syndrome, their family members, or those involved in their
education; and academics in disability studies (Molloy and Vasil 2002; Moloney
2010). The Autistic self-advocacy network (ASAN) founded by Ari Ne’eman in
the U.S.A (http://www.autisticadvocacy.org) advocates for ASD as a form of
neurodiversity to be embraced and accommodated in this way, and is in direct
opposition to organisations such as ‘Autism Speaks’, which seeks a ‘cure’. The
‘Autism friends’ group (http://autismfriendsnetwork.biz/portal.php) does not
oppose diagnosis, but this appears to be primarily because identifying people
with autism is a prerequisite to forming an autistic community and culture. The
group seeks to emphasise the ‘spectrum of ASD’ rather than more specific
diagnoses; this is a pragmatic approach as it perceives that sub-grouping may
lead to barriers to and rationing of services and support, which it recognises
are needed. The members advocate for individual needs assessment within the
broad diagnosis of ASD, and recognise that certain forms of ‘treatment’ can
help some people with ASD to live more fulfilling lives. However they promote
the concept that autism need not be a disability, and strongly oppose the idea
of the need to ‘cure’. These ideas resonate with the biopsychosocial model of

disability reflected in the International Classification of Functioning, Disability
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and Health (WHO 2001)(ICF), which attempts to synthesise the individual and
social models to some extent (Barnes and Mercer 2010). For nurses to take a
position on these issues they would have to be conscious of the opposing
schools of thought, but as Smeltzer (2007) points out, in the USA as much as
in the UK, nurse education around disability within general nurse training is
minimal, and tends to promote only a medical model. She calls for all nurses to
be introduced to alternative models of disability during their training. Goodall
(1995) had raised similar issues in the UK more than a decade earlier, noting
that using a social model of disability could appear to leave nurses with no role
at all with people with disabilities, and calling for a collaborative, ‘interface’
model to be taught so that nurses would act as ‘informed partners’. This is

another example of using language to shape thought around disability.

Van Hove et al (2009), working in Europe, found that parents used different
metaphors to envisage themselves and their children, such as ‘the traveller’,
‘the manager’, ‘the trainer’, ‘the bridge builder’, ‘the tight-rope walker ,’the
strategist’ ‘the warrior’, and ‘the explorer’. Van Hove et al suggest parents use
these metaphors as tools with which to confront, to work with, and also to resist
the normalising discourses they encounter around disability and education.
Their work illustrates the different stances taken by different families as they
become aware of the dominant attitudes in society towards their children and
are an insight into the agency parents actually exercise. It is not presently clear
which stance nurses take around the same attitudes and whether nurses
demonstrate any resistance to diagnostic practices around autism which could
be seen as oppressive, so any evidence of such resistance in the nurse
participants was sought during data analysis.

The positioning of diagnosis as an oppressive practice has been resisted by
those who point to the sociological utility of diagnosis as a ritual which
legitimises those who are different from the majority (Rosenburg 2002).
Nadesan (2005) points out that children in developed countries are subjected
to such a degree of social surveillance that any ‘irregularities’ are bound to be
noticed, positioned within a medical and/or psychological framework and

potentially pathologised (p.133). She suggests pragmatically that as
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eccentricities are less well tolerated, early identification and ‘remediation’ are
increasingly necessary for the social and economic success of the individual.
Similarly Rosenberg (2002) suggests that criticism of diagnosis has already
become a cliché, and that the time has come to recognise that diagnosis is

useful both for those so labelled, and for the society in which they live,

...we are not simply victimised, alienated and objectified in the act of
diagnosis. Disease categories provide both meaning and a tool for managing
the elusive relationships that link the individual and the collective, for
assimilating the incoherence and arbitrariness of human experience to the
larger system of institutions, relationships and meanings in which we all exist
as social beings (p.257).

Other medical sociologists suggest that the expansion of the boundaries of
medicine by a process of medicalisation of certain patterns of human behaviour
and redefining them as syndromes or disorders is more likely to driven by
collective action than medical imperialism (Conrad 1992; Conrad and Potter
2000). As Conrad and Potter suggest, the way in which patterns of behaviour
come to be classified in the DSM as psychiatric disorders has more to do with
socio-political factors and the need of ‘patients’ and their relatives to legitimate
difference and to have their rights recognised than to do with a clearly
scientifically proven case for a new disease category. They describe the
creation of the diagnosis of Attention Deficit Hyperactivity Disorder (ADHD) and
its expansion into the adult field, driven by a demand to legitimise behaviour
which is difficult to manage, especially within a school sysfem that demands
conformity, and supported by a modernist assumption that there would be
underlying biological causes. The same authors also note that disease
categories in the DSM are elastic. They may expand, depending on the political,
social and economic forces driving the inclination of society to legitimate and
accommodate a wider range of human differences while avoiding blame, and in
the same way they also contract from time to time, as they did when
homosexuality was decategorised. The creation and then subsumation of

Asperger syndrome may be driven by similarly complex forces.
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There is evidence from the language used in the literature that there is not a
neat dichotomy between a pathologising medical establishment and a resistant
oppressed minority. A psychiatrist writes a book entitled ‘How to be yourself in a
world that’s different’ (Yoshida 2007). A person with Asperger syndrome writes
of her experience of diagnosis,

| had finally reached the end of my race to be normal. And that was exactly

what | needed (Willey 1999 p.89).

However whatever the shape and size of current categories of difference, the
demand for diagnosis persists and the nurse participants in this study, as
members of a diagnostic team, respond to demand. It is the origin and nature of
this demand which is explored in the following section.

The Demand for diagnosis

Autism is conceptualised variously as a disorder, a difference, or a disability.
Through the medical, individual model lens it is seen as a personal tragedy; in
the light of the social model, as a reflection of human neurodivers&ty which
should be celebrated and accommodated by society; or using the
biopsychosocial model which informs the International Classification of
Functioning, Disability and Health (WHO 2001), as a disability with many
components. It is not known how nurses in assessment teams perceive autism.
From any viewpoint, however, there is still a perceived need in the UK to
diagnose or identify children with these characteristics, on the one hand to
attempt to intervene or treat them, and on the other hand to be aware of their
particular traits and to accommodate them more comfortably within their
community. Children are referred to assessment teams after concerns have
been raised about possible autism. This section outlines the issues around the

demand for diagnosis which impact on the work of the nurses in the study.

Parents are often the first to have concerns about their child’s development, and
frequently express these concerns within the first two years, usually in terms of
‘awareness of difference’, and often around language development or difficult
behaviour (Charman and Baird 2002; Young et al 2003; Braiden et al 2010).
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Studies have confirmed that where parents notice their child is ‘different’ from
others, they are usually right (Glascoe and Dworking 1995; Glascoe 1997).

Having noticed a difference, the reason parents seek diagnosis is not only
because of difficulty in managing behaviour, but because of pressure from
others, whether family members, friends, or the child’s nursery or school
(Braiden et al 2010). Parents report feeling ‘blamed and shamed’ when their
child does not develop typically, particularly if the child’s behaviour is perceived
as inappropriate or challenging (Gray 2002; Blum 2007). They seek diagnosis to
find an explanation for the child's atypical behaviour in medical terms, both to
find ways to manage the behaviour in order to enjoy life with the child more, and
to avoid personal blame. Although after diagnosis, stigma may remain (Gray
2002), there is sense in which diagnosis repositions parents as well as children,
in their own eyes and in the view of society. Drawing on the dominant medical
discourse, they may create a new personal narrative of their parenting
experience, from neglectful or bad parents, to victims of fate or heroes battling
challenging circumstances (Landsman 2003; Fleischmann  2004).
Fleischmann’s (2004) narrative analysis of parent stories, although perhaps
relating to an unusually articulate and communicative group of parents,
identifies diagnosis as a positive turning point from guilt, frustration and distress
to a new sense of direction and purpose, with new determination to take up the
challenge. Farrugia (2007) describes the way in which diagnosis helps parents
experiencing enacted stigma, acts of social exclusion by others, to resist felt
stigma, the internalisation of these negative attitudes towards their child and
their parenting (Scrambler and Hopkins 1986; Gray 1993, 2002). As Farrugia
comments,

without a medical definition of their children, parents are once again

positioned as ‘bad parents with naughty children’. (Farrugia 2007 p.1022)

Brown-Wright and Gumley (2007) also indicate how a diagnosis of autism can
be a positive help to parents in understanding and celebrating their child’s

individual characteristics and personality. Macdonald (2009), in discussing the
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life stories of people with dyslexia, considers the effect of the resistance exerted
by some educationalists and academics towards ‘labelling’ children and
observes that labelling could offer the support needed for children to overcome
stigma, which was generated by the impairment itself more than by the label or
diagnosis. Similarities with autism are evident, in that both are invisible
differences which become impairments when situated within a contemporary
social environment. Obtaining a diagnostic label can have a liberating and

positive outcome for children as well as parents.

Far from diagnosis being a ‘tyrranny’ imposed on a resistant population
(Rosenburg 2002), some parents speak of their struggle to obtain a diagnosis,
~and their relief once it was given (Midence and O'Neill 1999; Avdi et al 2000;
Hutton and Caron 2005). In a postal survey of members of a regional autistic
society, just under half reported that their initial approach to health professionals
had been met not with an eagerness to impose a diagnosis, but with
inappropriate reassurance and an implication that they were worrying
unnecessarily (Smith et al 1994). It is debateable whether this is always
because of ignorance of the presenting features of autism on behalf of the
clinicians, or whether in some cases there may be a reluctance to pathologise
behaviour prematurely (Matson et al 2008). As McLaughlin comments,

...clinicians are often more aware of the degree to which the categories and
criteria within which they work are socially produced than social scientists

give them credit for. ( McLaughlin 2005 p.286).

Northway (1997; 2010) calls for nurses to resist the oppression of disabled
people by a process of awareness of and alignment with the disability
movement beginning with education and reflection on practice. Unless nurses
are aware of the issues around diagnosis, and conscious of the socially
produced nature of diagnostic categories, they are unlikely to adopt an
alternative model (Scullion 1999). Scullion found that nurse students were
disposed to adopt a more socially oriented model of disability, but the nursing

curriculum at the time did not support awareness of the issues. During this
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study models of nursing recollected from student days by the participants are
reflected upon and the impact of these models on their awareness of the issues,
and their beliefs about the effect of diagnosis is discussed.

The effect of diagnosis on the family

Although diagnosis is often pursued by a child’s family, and nurses as part of
the diagnostic team are encouraged by professional guidelines to support
families in obtaining a diagnosis (National Institute for Health and Care
Excellence 2013) it is not clear from the literature that the effect of receiving it is
unequivocally positive. Avdi et al (2000), in analysis of parents’ discourse from a
constructionist viewpoint, found that in talking about their child’s ‘problem’,
parents employ three main discourses; that of normality in development, which
constructs the child as different in relation to expectations; that of the child in
relation to medical diagnosis, which adds a new label; and that of the child in
relation to disability, with associations of permanently locating the child as
‘other’ and different. The diagnosis is seen as an antidote to the uncertainty, self
blame and search for a cause which had arisen when parents noticed the child
was different from others at the same age. It validates their anxieties and by
labelling the ‘problem’, makes it real, and somewhat more understandable and
predictable. It also represents a ‘ticket' to services. However, there is a
perception that the child has been turned by the diagnosis into “an object of
monitoring and scrutiny” (p.249), and that the parents have been turned into
teachers or therapists, to the detriment of their experience of parenting. Hodge
(2005) found that parents can feel disempowered regarding their ability to
parent their children once they are labelled as autistic and in need of ‘expert’
intervention. Nurses are expected to empower patients (DH 2001a) and
represent themselves as empowering (RCN 2003), so this dissonance is an
area explored in this study in the reflection and discussion of participants’
perceptions of their role.

Other writers reiterate the tension for parents between seeking diagnosis as a
gateway to understanding and support and resisting the accompanying change
of perception of the child, family, and future expectations that a diagnosis incurs
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(Landsman 1998). Many writers over the years describe disclosure of a
diagnosis as traumatic, and the effect on parents as similar to a bereavement
reaction (Moses 1983; Fortier and Wanlass 1984).The medical model is seen
as defining autism as an existing pathological state, which diagnosis uncovers,
leading parents to expect a life of burden and stress (Dunn et al 2001). Authors
from the disability movement have opposed this concept, concluding that the
process of diagnosis creates pathology. For example, Molloy and Vasil (2002)
observe that diagnosis of children with Asperger syndrome pathologises their
behaviour in the eyes of adults including parents, so that instead of an
expression of personality, the behaviour is regarded as ‘symptoms’. Despite this
research focus on the meaning of diagnosis to parents, there has been less
work on what it means to the professionals working within the diagnostic
system. This study draws out in reflection whether these nurses’ attitudes
towards diagnosis are similarly ambivalent to parents’ attitudes and how nurses
understand the implications for families.

Gray (1993) describes an autism service in which staff continuously sought to
modify parents’ perceptions of their children as affectionate and having potential
to improve, to conform with the medical view of the children as affectionless and
having a gloomy prognosis. Parents who remain positive and optimistic about
their child, and do not display characteristic grief and loss reactions, are
sometimes themselves labelled as being ‘in denial’ or unrealistic (Darling 1979;
Larson 1998). Oppenheim et al (2007) interviewed parents of preschool children
diagnosed with ASD using a model based on attachment theory which
proposed that parents needed to work to alter their ‘internal working model’ of
the child in order to reach a state of ‘resolution’ in which they could have a
realistic view of the child whilst still maintaining hope, and cease searching for
reasons for the child’s condition. They conclude that only 33% of parents were
‘resolved’ and therefore capable of accepting the child realistically, and they
suggest parents should have therapy to help them to reach ‘resolution’. The
stance of the nurses in this study on these issues is discussed in terms of the

language they use and their perceptions of their role with parents.
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A middle ground between these positions is suggested by academic
researchers who are also mothers of children with disabilities: Ryan and
Runswick-Cole (2008) argue that the search for a diagnosis by mothers does
not represent an acceptance of the medical model of disability, but rather is a
pragmatic way of engaging with society and negotiating the best outcome for
their children. They point out that although taking the stance of the social model
theorisers to its logical conclusion would lead to the disappearance of
oppressive structures (presumably including diagnosis), it would also leave
children with impairments. Landsman (2005) also describes mothers complying
with the medical model when their children are newly diagnosed, in order to
engage with the dominant medical discourse to which they, too, had subécribed
before they had a child with a disability. She points out that the social model,
whilst drawing some parents in as activists, does not provide the immediate
change that would positively affect the life of a child and family. She suggests
that mothers use both models whilst living in reality constructed from neither.
Diagnosis is therefore but the beginning of a process in which the concept of
normalcy is challenged and redefined around what is ‘normal for us’. The way
parents manage this transition can be profoundly affected by the way in which
assessment and diagnosis is carried out, which is core to the role of the nurse

in the assessment process, as the literature discussed in the following section
demonstrates.

The assessment and diagnostic process: power and powerlessness.

It has been found from studies from various countries over many years that
parents’ perception of the process of diagnosis of a variety of long-term
childhood conditions, and to some extent their perception not only of the
diagnosis, but of the child, is affected by the quality of their interaction with
professionals involved in the diagnostic process (Taanila et al 1998; Brogan and
Knussen 2003; Braiden et al 2010; Abbott et al 2012). Hodge (2005) describes
the negative effect on the parent's perception of their own parenting skill
brought about by a diagnosis that was unexpected, but he also suggests that
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professionals may be able to ameliorate some of these effects by adjusting the
way they interact with parents. Many harrowing accounts of unsatisfactory
interviews between one or both parents and apparently offhand, unhelpful
professionals with an apparent dearth of empathy or compassion have been
published over the past half century (Cunningham et al 1984; Pearson et al
1999; Davies et al 2003). In response, training programmes around best
practice, including the ‘Right from the Start template’ launched by Scope UK at
the British Paediatric association annual meeting in 1995 (DH/Scope 1995)
have been introduced, and government guidance such as ‘Together from the
Start’ (DH/DFES 2003) published. It is not known how many diagnostic teams
have availed themselves of the training. Medical and nursing education both in
the UK and elsewhere has altered to include more ‘people skills’ and
psychological care as essential skills, and attempts are made to assess these
skills in practice (Cox and Mulholland 1993; NMC 2007). There are moves to
include patient satisfaction or service user experience much more widely in
outcome measurements for all sorts of NHS services, and these will be used to
rate and develop services. Despite all these improvements, some parents
continue to relate narratives of despair, sometimes including the unsatisfactory
imposition of a diagnosis they do not fully understand or agree with (Huws et al
2001; Mansell and Morris 2004). It is not known whether having nurses as part
of the assessment teams makes a difference to the experience of parents in this
respect, or whether the emphasis on the empathy, compassion and building of
a positive nurse-patient relationship which is characterised in the notion of
nurses ‘being there for' patients in ‘skilled companionship’ (Kitson 1996)
ameliorates the negativities of the experience of diagnosis in the way Hodge
(2005) suggests might be possible. In this study the nurses’ perceptions of how
parents experience assessment and their perceptions and intentions regarding
their role and relationship with parents are explored.

It is notable that the majority of discussion around how to improve the
diagnostic process and the experience of parents still begins with the
assumption that after a process of assessment, doctors and other professionals
have access to facts about the child of which the parents are ignorant, and that

28



the power rests with the professional to judge whether, when and how much of
this information to disclose to the parent, as it did decades ago (Nursey et al
1991). This is less clearly the case when a diagnosis is based on interpretation
of behaviour rather than on physiological testing, and much of the research
relates to children with congenital conditions which are discovered on neonatal
testing. However, diagnosis is often portrayed as something done to the child
and family, and literature around how to improve the process is consistently
couched in terms such as ‘disclosure’, and ‘telling parents’ (Brogan and
Knussen 2003; Braiden et al 2010). Perhaps in response to parents’ indignation
about this enforced helplessness and alienation, and also because research
has shown that parents are reliable observers of their children (Glascoe 1999;
McConkey et al 2008), there has been a trend to take parents’ views into
account which has cast parents in the role of ‘expert’ regarding their child, and
‘best practice’ guidance on diagnosis of ASD in the UK calls for partnership with
parents (Le Couteur et al 2003). However the putative partnership with parents
has sometimes been seen as less than equal, and some parents have found
themselves in the position of seeking a medical opinion to confirm their own
conviction that the child was not developing typically, but waiting helplessly for a
doctor or a team of professionals to pronounce a diagnosis (Midence and
O’Neill 1999; Murray 2000; Audit Commission 2003; Goin-Kochel et al 2006). In
contrast, where parents have been pressured into seeking a diagnosis, perhaps
by a nursery or school in search of funding to deal with difficult behaviour, they
have reported feeling almost as if they have betrayed their child by collaborating
with a diagnostic process which has resulted in a label they perceive as
negative or stigmatising (Halpin and Nugent 2007).

These issues are explored by Avdi et al (2000) in their discourse analysis of
parents’ talk about the knowledge, expertise and authority of professionals at a
child development centre, which demonstrates the ambivalence of parents’
feelings as they engage with the diagnostic process, particularly over the
question of whose understanding of the child is the most valid. The parents’ and
the professionals’ constructions of the child seem frequently to be contradictory,

and the balance of power within the diagnostic system is weighted in favour of
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the professionals, who are perceived to be in possession both of information
and the power to withhold or disclose it. In this study the parents’ discourse
gives the impression that they feel that they, as well as their child, are being
assessed by the ‘experts’. Despite all this, parents represent the professionals
as friendly, approachable, thoughtful, supportive, genuinely interested,
perceptive and non-judgemental. The ambivalence and tensions in the
relationship between parents and professionals appears to be inherent in the
established process of assessment of children for autism within a child
development centre, rather than dependent on the expertise or interactive style
of the individual professionals. Unfortunately, the study in question does not
extend to eliciting the perceptions of the professionals involved. However, the
conclusion is drawn that professionals should not try to deny the power
differential between them and the parents of children undergoing assessment,

but should rather accept that “ the position of expert is paradoxical” (p.336) and
that

acknowledging the ambivalence inherent in constructions of expertise and
scrutinising one’s assumptions and practice, rather than denying the
authoritarian aspects of health care, would provide the basis for more ethical

and respectful clinical practice (p.336).

This insight may well have contributed to the debate over how best to improve
the assessment process at a time when efforts were being made to work

towards a more collaborative and transactional model of diagnosis (Bartolo
2002; Nissenbaum et al 2002).

The study by Bartolo (2002) examines the way in which professionals at two
London assessment centres negotiated a diagnosis with parents, but does not
report the parents’ view of the process. .Although the author states that both
sites were ‘parent centred’, and that parents ‘at times’' participated in the
assessments, the study’s title, including the words “Communicating a diagnosis
of developmental disability to parents..” (p.1) indicates that the professionals
are understood to be the experts with the knowledge about the child and the

power and responsibility to decide how much of the ‘bad news’ to tell the
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parents, and how. During the post assessment interview with parents, the
professionals are described using hopeful formulation or defocusing frames,
depending on the professional’s perception of the parent’s readiness to receive
a diagnosis, and also depending on the stance of the professional group
towards diagnosis. With one child and family, the education professionals are
reported to use a defocusing frame, meaning avoiding using diagnostic labels
despite agreeing with the previous medical report and diagnosis of autism, and
despite

.... the lament by his father, unaware of the report, about the many
inconclusive investigations and his son’s ‘abnormal’ behaviour (Bartolo 2002

p.70)

The study demonstrates the extent to which professionals from a range of fields
who genuinely believe themselves to be ‘parent-friendly’ nevertheless exercise
the power which was acknowledged by Avdi et al (2000) and condemned by
earlier critics of the medical profession (Foucault 1977; Foucault 1980;
Cunningham et al 1984). It is not clear from the study whether the professionals
involved have ‘scrutinised’ their assumptions and practice, as recommended
(Avdi et al 2000 p.336), but both studies demonstrate that having
compassionate and thoughtful professionals on a diagnostic team does not in

itself guarantee either power sharing or full parent participation in assessment.

Nissenbaum et al (2002) contribute one of very few studies which uses
naturalistic inquiry to give a voice both to parents and non-medical
professionals about their experience of the ‘interpretive conference’, as they
describe the interview during which the results of assessment are
communicated to parents. Their insights concerning the stress this generates
for the professional as well as for the parents explain the reasons for discomfort
generated by the ‘disclosure’ model of sharing assessment results.
Professionals describe how being in the position of power and having to
disclose a diagnosis to parents causes emotional and physiological changes to
themselves which were “so overwhelming that professionals dread the

interpretive conference” (p.36). The negative effects on their interactive skills
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caused by this stress included “rushing, failing to give relevant information,
jumbling words, presenting an unclear diagnosis, and using poor eye contact”
(p.36). These are remarkably similar to the characteristics of the diagnostic style
of medical and other diagnosticians which has been found so unhelpful by
parents and criticised in the literature (Cunningham et al 1984; Sloper and
Turner 1993). It is notable that the reactions of both parents and professionals
are more emotional and more stressful when parents are not aware of the likely
diagnosis before the interview. It may be that for nurses there are particular
stresses in this situation, as they find tension between the professional
imperative to share power and information with parents and to build a
relationship of trust and collaboration (RCN 2003) and their socialisation into
their role as a member of a diagnostic team led by a doctor, who traditionally
retains the right to make and disclose a diagnosis. The role of the nurse, seen
through the sociological lens of dramaturgy (Goffman 1959) has tensions
between the ‘front-stage performance’, in which the nurse before an audience of
children and families coming for assessment plays the part of the professional
fluent in the diagnostic script built on a medical model, and two separate
‘backstage’ performances. In the ‘backstage’ of the team, the nurse plays the
role of loyal and subsidiary cast member supporting and deferring to the
powerful ‘star’, who is the doctor, but in the ‘backstage’ of the group of nurses,
he or she plays the role of autonomous professional, expressing frustration over
role limitations and at times deviating from the diagnostic script.

These areas of tension are explored in the present study, and the issue of
power and empowerment was found to warrant a separate chapter, in which
further literature on the subject is discussed. Although Nissenbaum et al (2002)
offer a comprehensive list of recommendations for practice, they continue to
frame this in terms of ‘Recommendations for practices when informing families
their child has autism’, rather than examining the possibility of changing the
assessment model to avoid the situation of ‘disclosure’ of autism to an
unsuspecting parent occurring at ail. The same emphasis on finding the best
way to disclose or ‘share’ a diagnosis with parents occurs in other guidelines
around ‘best practice’ (Hedderly et al 2003; Le Couteur 2003).
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An alternative model of exploring possible reasons for a young child’'s unusual
behaviour, and considering potential diagnoses in a meaningful partnership
between parents and professionals is offered by Gray et al (2008). Although
designed to sit within the American ‘medical home’ model of primary care, the
principles they suggest are applicable more widely. They support the
observation by Avdi et al (2000) that parents are “experts....in need of expert
input” (p.3). Gray et al (2008) adopt the position of facilitating the family and
allowing them, rather than professionals, to retain the lead in the process of
assessment and diagnosis, and in decisions about followup support and
education. They suggest that assessment should be based on the ICF
strengths and supports based model framework (WHO 2001), which includes
functional strengths, social role activity, community participation and
environmental facilitators, thus accounting for the it' of the child within his
family and community to a greater extent than a diagnosis based purely on the
DSM or ICD criteria. Their model keeps in mind that it is the family who have
embarked on the diagnostic process, and it is they who will have the ongoing
relationship with and care of the child, so the professionals are in the position of

lending their expertise rather than téking over the process. They suggest that

keeping the child and the child’s behaviour as the central focus....... helps
parents recognise their child’s personhood in the diagnosis process (Gray et.
al. 2008 p.265).
Perhaps this would help to avoid the perception that the child the parents
thought they knew has been replaced by another with a label (Landsman 1998;
Baird et al 2000), or as one parent in a focus group of UK parents who had

experienced diagnosis in the South of England between 2000 and 2007
poignantly put it,

Anything that people could say to me wouldn’t have been helpful, | wanted
my son back (Osborne and Reed 2008 p.319).

Most pertinent is the observation by Gray and colleagues that using their
model,
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....no parents will suddenly face as part of the diagnostic process the reality of
uncovering a problem that they did not suspected (sic)(Gray et. al. 2008
p.265).

Where there is disagreement or parents feel the diagnosis of ASD is premature,
Gray et al suggest using a ‘working diagnosis’ perspective to allow the child and
family access to services. They further point out that, if parents are

appropriately supported through the assessment and diagnostic process, it can
be a therapeutic rather than destructive experience.

The question of what constitutes ‘appropriate support’ through the process of
assessment has been answered sometimes by professionals speaking on
behalf of parents (Charman and Baird 2002; Baird et al 2003) and sometimes
by parents themselves (Howlin et al 1997), but there is considerable consensus
regarding what parents find helpful. Parents require professionals to recognise
their need to be fully involved in the diagnostic process, to have their views and
perceptions listened to and respected, and to have the right to information about
their child (Brogan and Knussen 2003). This includes honesty when there is
uncertainty about a diagnosis (Sloper and Turner 1993) or where the
assessment takes place over time, leading to an ‘evolutionary’ diagnosis
(Cottrell and Summers 1990). Parents would like their child’s strengths and
unique personality to be recognised and celebrated rather than concentrating
the assessment only on deficits, and they need to reach a realistic perception of
the child’s development which nevertheless retains hope for the future (Harnett
and Tierney 2009). They would like all the professionals from different agencies
involved in the assessment to be working together in a coordinated way and to
be communicating effectively between themselves (DfES1999; Braiden et al
2010). They need professionals to recognise that the assessment and
diagnostic process is a difficult time for them and to respect this by giving the
parents undivided time, sensitive communication, and emotional support where
necessary. They would like to be in control of the amount of information around
autism that they need, and the opportunity to revisit information in stages using
professional expertise as necessary (Osborne and Reed 2008). They need to

know how best to help their child enjoy being in the world and to protect him or
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her from unnecessary stress, whilst also meeting their own needs and those of
the rest of the family. They need to know about any services including family
support networks that are available in their area, and to be able to choose if and
when to access these. Many parents over time have expressed the need for a
single point of contact with heath, education and social care; a service
coordinator or key worker who will get to know them and their child, understand
their perceptions and priorities and advocate for them if necessary; and ensure
that the complex multidisciplinary and interagency processes that are begun
during assessment and diagnosis are coherent, effective and not overwhelming

for the family as a whole (Sloper 1999; Limbrick-Spencer 2001;Le Couteur
2003; Greco and Sloper 2004).

The current literature does not indicate whether nurses have in common a
particular set of beliefs, values or intentions which could enable them to meet
the expressed needs of these particular parents and families, and it is one aim
of this study to explore this possibility. However there is an extensive literature
around core values in nursing, including (in the USA) human dignity, integrity,
autonomy, altruism and social justice (Fahrenwald et al 2005); and the values
expressed in the UK Nursing and Midwifery Council Code of conduct (NMC
2008). These values are reflected upon by the nurses in this study as they
impact on their socialisation and professional expectations and their actions in
practice, although nurses are not acknowledged to have a particular role in this
field, as the next section demonstrates.

The function of nurses in the assessment team

Literature from the USA and Australia ( Pinto-Martin et al 2005; Inglese 2009;
Barbaro et al 2011) indicates that nurses in primary care in these countries are
expected to carry out screening for autism, whereas in the UK screening of the
general paediatric population for autism has not been recommended. Again in
the USA, Giarelli and Gardner (2012) describe nurses screening for autism, and
then planning and implementing care. These authors claim to follow a social
model of disability, and consistent with this claim, they do mention nurses

developing strategies to accommodate the environment to the child; but they
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also describe people with autism as patients with symptoms, and autism itself
as a ‘growing public health problem’ (p.xiv), which seems to indicate a medical
model possibly reflecting local assumptions of normalcy. They envisage the role
of the nurse as providing evidence based, integrated care across the lifespan,
within an American ‘medical home’ model (Larson and Reid 2010) which may

not be easily transferable to the UK context.

It is notable from the research around families and children at the time of
assessment and diagnosis, that few if any British authors consider the place of
nurses in the assessment team, whether as part of the diagnostic service or as
key workers for families during assessment. One report of a successful hospital
based key worker service which was shown to improve the experience of
parents whose children were being assessed for visual impairment (Rahi et al
2004) states that the two key workers who made such a difference were
“coincidentally both with nursing training” (p.478). The assumption implied was
that any professional with relevant training around autism could have done a
similarly successful job as key worker. The present study adds to knowledge in
this respect by exploring the qualities nurses have in common which may
prepare them to be particularly effective in this context. There are studies
around the role of the nurse as key worker once diagnosis is completed, for
example Davies (1996) found that the specialist nurse has a pivotal role to play
in meeting unmet need and reducing stress experienced by families after
diagnosis. Carter et al (2007), using an Appreciative Inquiry approach, confirm
that most families with children with complex needs at home feel the need for a
care coordinator after diagnosis to help them to “plan the journey ahead”
(p.534), and in this study, most families had a community childrens’ nurse who
had a long term involvement with the child and family and who may have acted
as care coordinator by default. They also suggest that families should decide

whether they need such a person, and who would be most appropriate.

Despite the assumption which underpins UK government guidance (DH/DfES
2002; DfES 2007; Le Couteur 2003) that professionals from any discipline can
be effective key workers given the right training and support, it is health visitors
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(specialist community public health nurses), rather than other professionals,
who have voiced the opinion that being a long term support and advocate for
families going through preschool assessment and diagnosis for autism is part of
their core role (Halpin and Nugent 2007). Nurses (health visitors) are certainly,
in the UK ,the professionals most commonly first approached by parents who
are concerned about their child’s development and are responsible for the
majority of referrals to child development teams for assessment (Chakrabarti
and Fombonne 2001; Thompson and Ni Bhrolchain 2013).

There is little literature to date exploring whether there are values and beliefs
common to nurses, reflecting underlying nursing philosophy and theoretical
models transmitted in nurse education and training, which are pertinent to this

particular area of practice.

In order to explore whether the suggestion that nurses could have a unique role
to play in this field is supported by nursing theory, some of the philosophies,
theories and models of nursing which may have a bearing on the role of the

nurse for this group of families are now reviewed.
Nursing models related to disability and autism

The role and unique function of the nurse (Henderson 1966) has developed
considerably since Florence Nightingale wrote her ‘Notes on Nursing’
(Nightingale 1889), and yet in the public perception nursing may still be
encumbered by historical images of nurses as either ‘ministering angel’ or
‘handmaid of the doctor’ which reflect earlier eras (Kitson 1996). Whereas
Nightingale conceptualised nursing as a public health role involving
campaigning and advocacy for the vulnerable in society, as well as maximising
the health of individuals, Kitson observes that the development of nursing was
subject to political and societal constraints. In a climate in which women had
very limited power and no vote, nurses negotiated the twin difficulties of
contemporary attitudes to women, and the established power of the largely
male medical profession by conceptualising their work in terms of vocation, and

of loyal supporter of the doctor. Later, in order to fight for full professional
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status, the body of knowledge that developed emphasised the scientific and
evidence base of nursing and Kitson suggests this also tended to align nursing
with medical models of health and of disability. According to a review by
Boyles et al (2008), this still remains the case in most areas of practice,
although learning disabilities nursing has championed the social model of
disability (Aylott 2004;Camus 2008), and may have faced challenges to its
professional status as a result ( Mitchell 2000). Mitchell states that learning
disability nursing, which has never adopted a medical model of care, has
suffered from ‘parallel stigma’. This means this branch of the profession has
been devalued and marginalised by association with the care of people also
devalued and marginalised as deviant, rather than with the cure of the sick.
There have been suggestions from those who would separate social care from
nursing that working with people with learning disabilities is not nursing at all
(Jay 1979). This could be applied to work with children with autism, and nurses
in this field who disassociate themselves from the medical model could be at
risk of similar marginalisation. However Scullion (2010) suggests that adopting
a social model of disability would empower nurses to fulfil the social advocacy
role which, as he points out, is a professional, moral, and in some countries a
legal responsibility on them. Ballou (2000) observes that the three prevailing
ideologies that have informed the development of nursing since Florence
Nightingale; moral endeavour, caring and advocacy, are all underpinned by a
social contract doctrine of a covenant with clients on the basis of equality, and
include a strong call to use socio-political force to promote justice where
inequality and oppression exists. As Mitchell (2004) states, ‘ultimately it
becomes an issue of identity’ (p.117). The next section examines the literature
for nursing theory and models which could inform nurses in preschool autism
assessment who wish to retain their identity as nurses and develop a role
distinct from medicine within this field.

As nursing has ‘come of age’ as a profession, philosophies and theories of
nursing have been more clearly articulated, and the distinction between
medicine and nursing has been ever more sharply delineated. Although several

well-established nursing philosophies and theories have an origin in biological
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sciences (Henderson 1966; Orem 1971; Abdellah 1973), nursing as a human
science frequently encompasses a broader view of health. Several nursing
theories and models, if consciously utilised by nurses in child development,
would facilitate their alignment with a social or biopsychosocial model of
disability and help to clarify the unique contribution to assessment and
intervention that nurses, in collaboration with children and families undergoing
autism assessment, could make. Some of these theories and models are
reviewed here to ascertain whether models of nursing can provide a framework
within which nurses could conceptualise their work in assessment of autism
using an alternative to the medical model.

For example, King (1981) proposes a goal attainment theory for nursing based
on the understanding of nursing as a process of human interaction between
nurses and patients, who communicate to set goals and together explore ways
to achieve them. Her theory of nursing is based on her understanding of health
as a dynamic state of adaptation to stresses in both internal and external
environments, which resonates with the social model of disability.

A theory which has possibly done more than any to inform the development of
advanced nursing practice is Benner's (1984) model of skill acquisition.
Developed from acute hospital based nurse-patient observation, it brings into
focus the way in which nurses who develop advanced levels of expertise use
intuition (rather than rules or ‘tick-lists’) based on the combination of an expert
grasp of their subject, and close communication with and understanding of their
patients. This was later developed into phenomenological theory describing
‘caring’ (Benner and Wrubel 1989), which, although known to be at the heart of
good nursing, has consistently been hard to define. Nurses in autism
assessment who operate at the level of expert practice described in this model
would go further than using ‘tick-lists’ of symptoms, towards understanding the
meaning of the child’s particularities for the child and family within their social
environment.

Neumann'’s theory of nursing (1980) includes a systems model using Gestalt

theory and stress theory which aims nursing intervention at promoting wellness
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through the reduction of stress factors and adverse conditions. According to this
theory, nurses focus on helping people manage their response to stress, which
would include the stress experienced by a child with autism living in an ableist
society.

Watson (1994) in her theory of nursing for a postmodern era, proposes a
philosophy and science of caring which draws on an existential
phenomenological view of psychology and the humanities. Her theory views
nursing in terms of a human science, based on the operation of ten ‘carative
factors’, and distinct from a medical emphasis on curing. She describes ‘caring’
as only effective within a transpersonal relationship, depending, among other
factors, on a moral commitment to enhance human dignity to allow people to
determine their own meaning, and the nurse’'s affirmation of the subjective
significance of the person. Using this theory in assessment of children for

possible autism would align nurses with a biopsychosocial model more than a
medical model of disability.

Roy’s model (Roy and Andrews 1999) conceptualises the person as an
adaptive system. To maintain the integrity of the system, there is a regulator
subsystem of physiological processes and a cognator subsystem of cognitive
and emotional processes. The person uses adaptive processes in four modes;
physiological/physical function; self concept/group identity; role function; and
interdependence. According to Roy’s model, health is a reflection of adaptive
responses to the environment which promote the integrity of the person. Her
definition of health is as a “process and a state of being, and becoming, an
integrated and whole human being” (p.54) in a way that reflects the mutuality of
person and environment. The goal of nursing, using this model, is to promote
adaptation for individuals and groups (including families). Nursing assessment
is done in collaboration with the individual or group so that their particular
adaptive goals can be clarified, and so that they can work with the nurse to
identify and promote effective adaptive behaviours towards this end. Again, this

resonates with a biopsychosocial model of disability.
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Kitson (1996), from her position as director of the Royal College of Nursing
Institute, calls on Campbell's (1984) characterisation of the nurse as the ‘skilled
companion on the illness journey’ to suggest a new slogan for the role of the
nurse; ‘we’ll be there for you.” She reflects that the term ‘companion’ avoids
sexual stereotying but does suggest closeness, and sensitivity to the other’s
goal and direction, as well as the possibility of movement and change. Kitson
points out that to ‘be there for’ someone involves commitment and personal cost
for the duration of the relationship, but she suggests this is manageable for the
professional because it is to be expected that “when the patients are ready to
move on they say farewell” (p1649). This reflects Henderson’s (1966) insistence
that part of the ‘unique function of the nurse’ was to assist the patient towards
independence.

Although nurses in community child health, including those in this study, may
avoid the term ‘patients’, which calls to mind individuals who are sick, any one
of these nursing theories and models could usefully inform the values and
" practice of the nurse wishing to work in meaningful partnership with parents as
described by Avdi et al (2000) and Gray et al (2008). Kim (2000) proposes an
integrative framework to address the confusion caused by the multiple
alternative ways of conceptualising nursing, and to reintegrate theory with
- practice. She suggests a metaparadigm concept of ‘human living’ to articulate
the way in which nurses become involved with people who have health needs in
the broadest sense, and distinguishes this orientation from the more technical
focus on client states in order to care and cure which characterises medicine
and paramedical professions.

It is beyond the scope of the present work to attempt to evaluate or recommend
particular models, but it is clear that nurses do not need to adopt a medical
model of disability for their work by default or association, as any one of a
number of nursing philosophies and theories could underpin practice informed
by a social or biopsychosocial model. During the study nurses reflect on the
model of nursing they have internalised from student days, the extent to which
there is dissonance between their intentions as nurses and their actions in

41



practice, and the possible reasons why these may be different, including their

socialisation as part of a multidisciplinary team.
Models of team working

Recommendations around ‘best practice’ in assessment for autism state that
this should be done by a team of professionals, rather than by an individual
clinician, however skilled (Le Couteur 2003). There are various ways of working
across disciplines, resulting in team structures which are on a continuum
between multidisciplinary, interdisciplinary and transdisciplinary models (Hall
and Weaver 2001). Multidisciplinary teams exist where professionals from
various disciplines work in parallel to each other, but their assessments are not
shared and communication between them is generally only through the team
leader, usually a doctor. Interdisciplinary teams work more closely together and
communicate frequently, being organised around solving a common set of
problems. While retaining strict boundaries between their areas of expertise,
members take into account the others’ contributions in order to provide holistic
care. In transdisciplinary teams, however, the team is functioning so closely
together that each understands and can carry out aspects of each other’s roles,
and role distinction becomes blurred as professional functions overlap. A
transdisciplinary team can deliver a unified assessment which uses the
expertise of each member in a more seamless and flexible way and in which the
balance of input of particular members can be tailored to the need of the family.
For example, where the child seems to have particular difficulties with
communication, a speech therapist could lead, whereas if difficult behaviour
was the family’s main concern, a psychologist might coordinate the
assessment. However, to work effectively in a transdisciplinary model, each
professional must be confident enough in his or her own role and have enough
understanding of and respect for the particular skills of fellow team members to
be comfortable to share their own expertise, and to learn from that of others.
This is not always the case, and where professionals are not clear about what
the particular contribution of each professional skill set is to assessment, they
tend to be more comfortable in teams which are multidisciplinary and often

hierarchical.
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Hudson (2002), although positing an optimistic hypothesis around
interprofessionality in teams of health and social care professionals working in
the community, notes that the status of doctors within teams has traditionally
been higher than that of other professionals. There has often been an
expectation that within a team of professionals, the doctor will be the team
leader, and to a greater or lesser extent, dictate the scope of the roles of other
team members. These teams will then work as multidisciplinary teams, in which
it has been shown that there is less team member participation, and less
opportunity for role negotiation and shared, child focused assessment than in
transdisciplinary teams (Rosen et al 1998). Issues around power and
empowerment  with respect to parents and professionals, and between
professionals, became apparent during the research process as a factor
influencing the work of the nurses within child health teams, to the extent that it
warranted a separate exploration of the literature. This is presented separately
in chapter 6 (page 109), reflecting the way in which the subject imposed itself
on the shape of the study.

Summary

Although there are nurses in some child development teams and autism
assessment teams in the UK, the literature offers little evidence around the
particular part they play within the team, the way they work with parents and
children during the process of assessment, or how they conceptualise their role.
Although Halpin and Nugent (2006) found that nurses working as health visitors
in the community felt they had a part to play in identifying children who were
developing atypically and referring them for assessment, and particularly in
supporting families with children with autism, they were not involved in the
assessment process itself. Other studies concerning nurses and early autism
have largely not been based in the UK, and have highlighted the role of the
nurse in screening rather than assessment (Pinto-Martin et al 2005; Inglese
2009; Barbaro et al 2011).This study explores the perceptions of nurses

themselves around their role in assessment teams in one particular area of the
U.K..
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It is less than clear from the literature whether or not nurses in this field adhere
to or are even aware of various models of nursing, and whether they are
conscious of a ‘unique function of the nurse’ (Henderson 1966) in the team.
One aim of the study is to explore this with participants in order to clarify the
meanings the role has for them and their perception of the contribution of

nursing to the assessment process.

The literature does not demonstrate whether or not nurses in assessment of
preschool children for autism have in common a particular set of beliefs and
values which might enable them to deliver nursing actions which address the

needs parents have identified and the sort of service they find helpful.

The contribution of the present study to furthering knowledge in this area is to
analyse how nurses in community child health teams in one area of the UK who
have been involved in the preschool autism assessment process conceptualise
what they do. It also identifies nursing beliefs, values and intentions for action
which are common to nurse participants, and relates these in the light of
theoretical nursing models to the actual and potential role of nursing in this field.
It addresses the gaps in knowledge highlighted by this review of the literature by
addressing the research question:

‘What do nurses identify as their particular professional contribution in the

assessment of preschool children for autism?’
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CHAPTER THREE: METHODOLOGY

In this chapter the reasons for the choice of critical reflective inquiry as the
methodology for this study are explained, beginning with the philosophy behind
the tradition, and its relevance to ‘insider’ nursing research. The influence of
considering analytic autoethnography and action research on the final choice of
critical reflective inquiry as a means to structure this study is discussed. The
methods used are described in some detail, with the intention of demonstrating
the efforts that have been made to achieve transparency and credibility in the
study. Some possible criticisms of the methods are considered and a rationale
is offered for choosing these methods despite their limitations.

The philosophical underpinning of the methodology for this study comes from
the branch of phenomenology which was differentiated from Husserl's
transcendental phenomenology by Heidegger (1962) and taken forward by
Gadamer (1977), that of philosophical hermeneutics. This interpretive tradition
was chosen because it would allow me to be both researcher and fully involved
participant alongside the other nurses working in community child health teams
in the area. | was working across the teams as clinician alongside the other
nurses, and wanted my own reflections on clinical experience to contribute to
the data. | realised that the definite opinions | held regarding the role and value
of nurses would be hard to ‘bracket out’, and instead decided to acknowledge
these as prejudices and analyse them as part of the data. In philosophical
hermeneutics, rather than attempting to ‘bracket out' the experience and
prejudices of the researcher in search of the essence of the lived experience of
the participant, as Husserl did in exploring ‘lifeworlds’ (Cohen et al 2000),
Heidegger and then Gadamer took the position that interpretation of
experiences described in text is bound to take place in the context of the pre-
judgements of the interpreter,
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The important thing is to be aware of one’s own bias, so that the text can
present itself in all its otherness and thus assert its own truth against one’s

own fore-meanings. (Gadamer 2004 p.271).

Hermeneutics, or the study of the interpretation of texts, as extended by
Gadamer, uses the metaphor taken from Heidegger of the hermeneutic circle,
moving from a part to the whole and back again in gaining understanding of a
text in context. In this tradition the researcher is included in the hermeneutic
circle and brings his or her prejudices (value positions) to the interpretive
project. The interpreter questions the text, and in turn has his or her
presuppositions questioned and challenged. Understanding occurs through the
fusion of horizons, or coming together of points of view, of the interpreter and
interpreted (Gadamer 1976; Koch 1996). As Koch puts it, describing her own
study,

Stories are told by self-interpreting patients, who have brought to them their
pre-understandings. At the same time, | bring my pre-understandings and
prejudices to the research process. No attempt is made to disguise these.
My own mode of thought is something that cannot be eliminated or

bracketed. | participate in making the data. (p.178).

Although he did not consider nursing as a separate discipline, Gadamer's views
fit well with a study of nursing practice. Gadamer (1996) had a view of medicine
which reflects the conception of nursing originating with Florence Nightingale,
who posited that the role of good nursing was to put the patient in the best

possible condition for nature to heal them (Nightingale 1889). Gadamer wrote,

The goal of the art of medicine is to heal the patient, and it is clear that
healing does not lie within the jurisdiction of the doctor but rather of nature.
Doctors know that they are only in a position to provide ancillary help to

nature. (Gadamer 1996 p.128)
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In his essays on ‘The Enigma of Health’ (1996), Gadamer elaborated his
conception of medicine as an art as well as a science, in a way which directly
reflects Watson’s description of nursing as ‘the art and science of caring’
(Watson 1994).

It is understandable, then, that Heidegger and Gadamer's branch of
hermeneutics has informed the development of influential models of nursing
including that of Benner and Wrubel (1989). Benner (1994) and Benner et al
(1996) drew from the work of Dreyfus and Dreyfus (1980) on skill acquisition,
which was itself informed by Heideggerian phenomenology. Benner et al used
narratives of care and interpretive phenomenological methods in their extensive
work exploring nursing practice in hospital settings, and note,

Narrative accounts of actual situations give a closer access to practice and
practical knowledge than questions about beliefs, ideology, theory or
generalized accounts of what people typically do in practice. (Benner et al
1996 p.110).

Their work differs from the present study not only in scale and context, but also
in that the nurse researchers who gathered data from their groups of nurses
were interviewers rather than participants.

The present study is also underpinned by Gadamerian hermeneutics, but its
method in one respect borrows from the tradition of analytic autoethnography, in
that as researcher | am a participant alongside others, and contribute my own
narrative and reflections directly to the data. Autoethnography has been
attractive as a research method in psychiatric nursing (Foster et al 2006)
because of its rejection of claims to objectivity and its acknowledgement of the
researcher as a co-constructor of the meaning derived from narratives. The
present study was influenced by analytic autoethnography, as conceptualised
by Anderson (2006), which represents a divergence from the ‘evocative’
autoethnographic method because,

Unlike evocative autoethnography, which seeks narrative fidelity only to the

researcher’s subjective experience, analytic autoethnography is grounded in
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self-experience but reaches beyond it as well (Anderson 2006 p.386).

Therefore analytic autoethnography has resonance with the present study
because it seeks to go beyond self-experience to develop theoretical
understandings of a culture or social phenomenon. This is unlike the aims of
evocative autoethnography and has caused controversy in the
autoethnographic research community (Ellis and Bochner 2006; Atkinson 2006;
Denzin 2006). Other distinguishing features of analytic autoethnography are
also relevant here: the researcher is a complete member of the community
under study, analytic reflexivity is used throughout, the researcher is visible in
the narratives, and there is involvement of participants other than the
researcher (Anderson 2006). These features occur in the present study.
However, although this methodology influenced the design of this study, this is
not an autoethnographic project; as researcher | did not intend to be the
‘professional stranger’ of the ethnographic tradition (Agar 1980), and several
other narratives in addition to my own are used as data. This study is in
essence a hermeneutic project: an interpretation of narrative texts, not an
ethnographic project of direct observation of a culture supported by field notes. |
found a need to look elsewhere for a methodological framework which would
provide a better ‘fit’ with the aims and situation of the study.

Although Gadamer (2004) insisted that truth is not to be found in method but in
dialogue, and did not recommend any particular research method, nevertheless
a structure needed to be found around which to progress this study. The choice
of critical reflective inquiry as a method by which to explore the issues was
informed by the example of its presentation by Kim (1999) as a way to use
nurses’ written accounts of their experience of practice, not only to understand
what nurses do and to develop nursing knowledge, but also as a means by
which to empower nurses to improve practice. As a nurse embedded in the
assessment teams and committed to service improvement as well as to
research, this potential resonated with my personal aims and prejudices, as well
as offering a framework which would fit the intended study.
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Critical reflection is well established as a tool to enable nurses and other
professionals to evaluate and improve their practice, both individually (Dewey
1938; Powell 1989; Schon 1991) and in action learning groups (Graham 1995).

Kim’'s (1999) method of critical reflective inquiry engages practitioners in
creating knowledge as they reflect on their practice and generate better ways of
working. It is presented as an appropriate vehicle for collaborative work and
shared learning between researchers and nurses (Kim 1999). There is little
literature describing research using Kim’s particular method, and it is useful that
this study will now provide researchers with an example of its effectiveness. The
current study also informs the methodology by illustrating how it can be adapted

to include the researcher as a participant.

There has been some criticism of reflective practice from those influenced by
Foucault (1980), who represented reflective practice as a form of coercion to
confess (Gilbert 2001). Another critic is Taylor (2003), who points out that
narratives of nursing produced in the course of reflective practice are versions
of reality ‘artfully constructed’ as the practitioner makes sense of an event and
claims an identity within it. He states that these narratives should not be
uncritically regarded either as being a superior form of truth-telling, or as
representing the stance of the patient or client. Taylor (2000) describes three
types of reflection; technical, practical, and emancipatory; based on Habermas’
critical theory of knowledge and human interests (Habermas 1978). Technical
reflection as described by Taylor (2000) refers to critical review of procedures
using empirical knowledge and scientific methods. Practical reflection uses
interpretive knowledge to review the lived experience of practice, and to learn
from it. Emancipatory reflection uses critical knowledge to analyse the
experience of work to identify forces, hegemonies or reified conditions which
limit the effectiveness of practice. The types of reflection remain relatively
distinct. In the method used here, however, similar types of reflection are

combined into phases of a process. Kim defines the term ‘reflection’ as

...a process of consciously examining what has occurred in terms of thoughts,
feelings and actions against underlying beliefs, assumptions and knowledge
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as well as against the backdrop (i.e. the context or the stage) in which

specific practice has occurred. (Kim 1999 p.1208)

Kim describes three phases of the process: descriptive, reflective and
emancipatory. A strength of her method is that it encourages progress between

the phases.
Credibility and the limitations of the methodology

This study may be open to criticism in that it relies upon the experience,
reflections and conversations of relatively few participants, and the researcher
acknowledges her influence on the construction and interpretation of the data,

and makes no claim to objectivity. However, as Ashworth (1997) observes,

-...experience is already shot through with interpretation. We live

interpretatively: it is part of the make-up of human beings (p.222).

Ashworth suggests that in any attempt to investigate the world of humans using
qualitative methods and a non-positivist approach, reflexivity, in the sense of
the way in which researcher and participants co-construct the data, and also in
the sense of the researcher’s interpretation in formulating findings, is not a bias
to be controlled, but is necessary and appropriate.

Levering (2006) points out that basing research on the perceptions of human
beings can be problematical and asks, in the title of his paper, “how
authoritative are people’s accounts of their own perceptions?” He observes that
the first epistemological starting point of phenomenology is subjectivity,
acknowledging that each person has their own conception of reality and assigns
to events meanings that are unique to the individual. He agrees with Heidegger
and Gadamer that each person’s perspective on reality is influenced by their
particular set of prejudices. However, for Levering, the second epistemological
starting point is intersubjectivity; the sharing of meaning, such as that

demonstrated in common languages and social rituals. It is possible to reach
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some level of shared conclusion through the analysis of personal narratives,
because it is acknowledged that the narratives themselves are already
interpretations by the narrator of the events that actually occurred; it is this
interpretation which serves as data. Levering posits that the question of whether
the stories themselves are in every detail factual accounts of what transpired is
irrelevant. This is very pertinent to the current study, which intentionally involves
an interpretive analysis of data drawn from personal recollections. The question
of how many personal accounts are necessary for the conclusions to be robust
does not arise; the study involved the totality of the qualified nurses in the
teams, and the conclusions drawn are based on the sharing of experiences and

interpretations among the whole group.

Koch (1996; 1998) addresses the legitimacy of hermeneutic inquiry in nursing
and suggests that it is important that the method used is congruent with its
philosophical underpinnings, but that each study in such a varied field must
determine its own criteria for rigour. She suggests the trustworthiness of a study
based on hermeneutic tradition depends on the extent to which the context and
the way the research is carried out is described in enough detail for the reader
to be able to judge its believability and transferability. Green et al (2007) argue
that transparency in the analysis of data and anchoring of themes, both to their
origins in the data and also to theory, produces the strongest evidence in
qualitative research. In this study, my aim is for transparency and credibility. To

this end, the methods are presented in some detail in the following section.

Methods

The participants in this study were a purposive group, in that all the nurses
currently working in preschool autism assessment within the community child
health teams in the NHS Trust were asked to consider participating. Four were
from community paediatric teams and one from a child and adolescent mental
health team. They were given an information sheet about the study (Appendix
1) after a nurse team meeting, and asked to contact me within two weeks if
they wished to be involved in the study. All five expressed interest and were

then given a consent form (Appendix 2) to sign and return to me if they still
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wished to participate. Again, all returned their consent forms, and the study
began. | was working both as a nurse in one of the teams, and as a clinical
leader (but not line manager) for nurses in the directorate, and was careful to
emphasise that there was no obligation to take part, and that my role as
researcher was distinct from my professional role. The nurses came from
various professional backgrounds: health visiting, school nursing, paediatric
nursing, learning disabilities nursing and mental health nursing. They all had in
common extra training and experience in assessment of preschool children for
autism, and had all contributed to the assessment and diagnostic process within
their teams. The participants knew each other and were accustomed to
discussing their work together, including peer group clinical supervision over
difficult issues. However they were in most cases the only nurse on their
multidisciplinary team. They were very willing to be involved in the study, and
told me this was because they anticipated some benefit from taking time to

reflect alone, and also from discussing their role with each other.
Data collection and analysis

The phases of the study, in keeping with Kim (1999), were as follows: first there
was a descriptive phase in which each participant wrote an account of an
episode of their clinical practice in preschool autism assessment, in which they
felt that their role as a nurse was in some way significant. | asked them for an
account which included their own thoughts and feelings at the time as well as a
description of the circumstances of the interaction, and of exactly what
happened. The written narrative was the first text for analysis. It was given to
me as researcher; | read it thoroughly and identified whether there were areas
that needed clarification, for example, how the nurse felt at the time, if this had
not been described. If so, contact was made with the participant by phone or
email to request elaboration. In my own case, | read and re-read the narrative
and re wrote it until it adequately described my experience, before analysing it
alongside the other narratives.

Each participant and | as researcher then went together into the reflective

phase, in which the written narrative was re-examined by the participant during
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an audiotaped one-to-one discussion with the researcher which was
subsequently transcribed verbatim. During the discussion the participant was
invited to elaborate on the thoughts, feelings and intentions she had during the
interaction, and particularly on the beliefs and values that informed her practice,
checking that my impression of these was congruent with hers. We reflected on
her understanding of nursing in the situation, and how the context of practice
may have affected her actions. The transcript of this discussion was the second
text for analysis.

An example of this process is given here:

Researcher: When you spoke to M and J, you talked about ‘we’... ‘we’ did
things together, you and the parent or grandparent...was your impression that
you were assessing with them, or for them, or what?

Participant: Both, both...she wasn'...she didn’t seem to be aware that there
was an autistic kind of trait, she thought it was just speech, and then it came out
that she was terrified that it was because he’d rolled off a changing mat...about
neglect on her part, that she could have caused it.

Researcher: How did you, as a nurse, get that information from her...what kind
of listening?

Participant: Well | knew she was very anxious, and | was being as reassuring as
| could, without, you know, erm... ‘Oh you know, he’ll be fine, just speech and
language, why are you worrying...’

Researcher: That, to me, was you enabling her to share what she was really
worried about...and the values that underlay that nursing, as | would look at it

are about respect and allowing parents to share their feelings...is that how you
seeitor... ’

Participant: Yes, absolutely, yes.
Researcher: You said you came away from that visit very worried?

Participant: Yes, mmmm
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Researcher: So you’d taken that worry...why were you worried, personally?

Participant: | was worried about the whole setup....really...| was worried ‘cos |
could see how the child was, and | could see this little family and thought how
on earth will they cope with this situation on top of what they've dealt with
already..

Researcher: So there was empathy going on there? And it seemed you were
almost...being very careful about how much information you shared, and
judging when to share....is that right... or not...?

Participant: yes, oh yes..

Researcher: Do you think that is part of what a nurse does? Because other
people might say...well, whose information is it anyway, kind of thing...how do
you feel the nurse....

Participant: / just feel the nurse is there to support and carry it, until they have
enough support to cope with it. (N2 disc 17 — 50)

Following the discussions, | analysed the transcripts systematically, first as a
whole and then line by line, against five parameters:

¢ this nurse’s beliefs about the context of the interaction;

e this nurse’s values;

o ethical principles which may be underlying her actions;

e possible tensions between beliefs, values, principles and actions;

e nursing models which may be applicable to this nurse’s way of working.

These parameters were derived from models of reflexivity which have already
been used in reflective practice in nursing (Bolton 2010; Oelofsen 2012). Bolton
(2010) describes a ‘through the mirror’ model of reflexive writing which enables
practitioners to clarify their values, professional identity and boundaries. She

- suggests reflective practice can enable enquiry into:

54



o What you know but do not know you know

e What you do not know and want to know

e What you, think, feel, believe, value, understand about your role and
boundaries

e How your actions match up with what you believe

e How to value and take into account personal feelings (p.4).

Oelofsen (2012) uses a three step reflective cycle of:

¢ curiosity (noticing, asking questions and questioning assumptions);

» looking closer (articulating the beliefs and values uncovered in step 1);

e transformation and feedback (using the reflective experience to allow
positive changes to be made) (p.8).

Informed by both of these models, | decided upon the five parameters for
examining the accounts of practice. Examining fhe transcripts line by line, |
identified any possible beliefs, values, ethical principles, tensions, and nursing
models which could be applicable, named and numbered them. A summary of
the nursing beliefs and values that, in my view as researcher, were emerging
from the initial analysis, was sent back to the participant for review and
comment. Participants were asked to confirm by email or by telephone whether
they considered the emerging findings to be truthful. This meant that that
participants agreed with my interpretation of the narrative and the reflective
discussion and that they were happy for the findings to be used in the next
phase. | also, as researcher participant, wrote an account of an episode of

practice, and subjected it to the same scrutiny.

The third phase was the critical or emancipatory phase (Kim 1999).
Participants all took part in an audiotaped group discussion, to explore, in the
light of our individual reflections and the emerging findings, how we viewed our
role as nurses in preschool autism assessment. The discussion group was
similar to an action learning set, found to be effective in facilitating reflexivity in
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groups of nurses (Haith and Whittingham 2012), in that it was made clear that
all views were to be respected, there were no right or wrong answers, and that
information shared during discussion was confidential to the group. As part of
a discussion about nursing in preschool autism assessment, we considered
how our nursing beliefs and values were reflected in our actions and were
influenced by the context of our practice; and whether any particular models of
nursing have influenced us. We tried to identify any incongruence between our
values or beliefs and our actions in practice; between intentions and actions;
and between families’ needs and nurses’ actions. The aim was that by engaging
with this challenging process, the underlying beliefs, principles and
understandings of the participants about our nursing practice in preschool
autism assessment would be made explicit and could be compared with our
actual way of working in these specific instances. There was an opportunity for
fusion of horizons’ (Gadamer 1976; Koch 1996) to be achieved and new
understandings to be reached, as participants engaged in question and answer,
discussion and reflection. At the same time, practitioners had the opportunity to
achieve self-emancipation from routine or habituated forms of practice which
may not reflect their real beliefs or aspirations, and were enabled to identify
areas of practice that they felt need to be challenged or changed within their
clinical setting. The transcript of this discussion was the final text for analysis,
and it was also sent to the participants for review and comment. During this
phase the advantages of being participant as well as researcher became
clearer, as | was able openly to contribute my own thoughts and points of view
as well as facilitating the discussion. This eliminated any need for me as the
researcher to stand aside from the discussion or to attempt to ‘bracket’ my own
preconceptions, which would have been problematic considering my immersion
in the team and in the subject (Gadamer 2004). As participant researcher | co-

constructed the dialogue and the text alongside the other nurses.

| then analysed all the texts, searching for nursing beliefs and values that were
held in common by some or all of the participants. Reflecting the hermeneutic
circle, the texts were analysed as a whole and then line by line, and once again,

when possible beliefs and values emerged in the judgement of the researcher,
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they were identified by number, and confirmed by reference to the bigger
picture of the sense of the whole of the text, and also their fit' with the analysis
of the other transcripts. The way in which this was done is exemplified in the
findings of the study, which are discussed one by one in chapters 4 (page 61)
and 5 (page 85). There is also reference to nursing literature and models, once
again using the hermeneutic circle in a reflexive progression from the specific
part of the narrative that reflects a belief or value, to the bigger picture drawn by
nursing and other scholars, in order to answer the research question, ‘what is
the role of the nurse during assessment of preschool children for autism?’

Critique of the methods

Chang and Horrocks (2008) argue that to take analysed study data back to
‘informants’ for validation, as was done here, is antithetical to a Heideggerian
hermeneutic phenomenological research framework. Ashworth (1993) suggests
participant views are not a reliable form of evidence to validate research
findings because of participant anxiety over ‘face’, the presentation of a worthy
self to other people. HoWever, in this case the participants co-construct the
findings by contributing to the interpretation of the texts they have generated,
both alone and in discussion. They agree that the selective identification of
particular beliefs and values by the researcher from the narratives fits with their
reflections on the experience. The parts of the narrative subjectively identified
as indicative of beliefs and values are made explicit and traceable: each
quotation is identified by participant number, followed by ‘narr’ (narrative), ‘disc’ .
(one to one discussion), or ‘gp disc’ (group discussion), a page number and a
line number. Individual participants are not identified in the quotations from the
group discussion in order to protect their identity. As both researcher and
participant my selection of narrative sections and identification of beliefs and
values were informed by my own immersion in the field. This could be seen as a
sense check or member check (Lincoln and Guba 1985) and therefore a
strength of the study, or as bias and therefore a weakness, but my contention is
that my prejudgements have been openly recognised as far as it was possible

for me to do so, and form part of the interpretive process. Readers may judge
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whether they agree with participants that the findings represent a credible
interpretation of the text presented. The findings are examined and conclusions
drawn using insights from theory and research, and the context for the
interactions is made plain so that readers may judge whether the findings have
relevance to other situations.

There could also have been a concern that | had too much influence on the
direction of the discussion because rather than being an equal participant | am
also the researcher. However the evidence from the text indicates that the other
participants were very capable of redirecting the conversation towards their own
experience and the points they wished to make. An example of this occurred in
the group discussion when | was initiating a conversation around the skills
specific to nursing; the direction of the discussion was changed by another
participant interjecting,

I know it's going a bit off tack but coming back to the doctor’s attitude....(gp
disc 22 16).

The conversation was effectively steered by this participant at this point.
Ethical issues

Reflective professional practice has been used as an action research
approach, particularly in education (Wong and Choong Kwai Fatt 2010), and
where reflection on practice overlaps with action research, some have warned
that ethical issues regarding the use and ownership of knowledge about clients
need to be addressed as robustly as is the case for any other research process
(Hargreaves 1997). In this case, | had no concerns about the possibility that
patients would be identified, or that knowledge about them would be used
inappropriately. All references to patients were anonymised and the reflection
centred on the practice of the nurses rather than the characteristics of the
families. | did have an ethical imperative to protect the identity of the nurses
involved, because there are few nurses in this field and there might be a
possibility that readers could surmise about the origin of various comments.

This was addressed with the nurses and was the reason that | decided not to
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identify which nurse made which comment in the group discussion. On one
occasion the professional background of the nurse became obvious through her

comments, so | did not reveal the participant number in this case.

There could have been an ethical difficulty if nurses had felt coerced or obliged
to take part in the study, but neither 1 nor the participants, as far as was
reported by them, felt that this was an issue in this case; although a colleague
and a clinical leader | did not line manage any of the participants and our
relationship was such that they assured me they felt free to decline to take part,
but in fact they all looked forward to the opportunity to take time for reflection.

The study was subjected to the NHS research ethics process and both national

and local requirements for research governance were satisfied.
Summary

| found in this methodology and these methods a vehicle to enable me to be
fully involved in the present study as both researcher and participant, and a
means to reach a fuller understanding of how these nurses work in preschool
autism assessment. The method espoused by Kim (1999) also has the
advantage of linking reflection on practice with an ‘emancipatory project’
(Habermas 1984). In this case, the ‘project’ which developed alongside the
elucidation of what nurses feel they are doing in this field is one of
consciousness raising among participants regarding their situation as health
professionals in a particular social context, and reflection on how this affects
their nursing actions. It may perhaps enable participants to develop their actual
and potential role as nurses within this situation. However, the study is not
aligned with an action research approach, because to go on and evaluate
changed practice is not its aim: the research question is around understanding
how the nurses practice at present. Critical reflective inquiry provided an
appropriate vehicle for use in this context.

This chapter has outlined the reasons for choosing the methodology for this
study, and | have explained in some detail the methods by which it was

conducted, in order for the origins of the findings to be transparently evident to
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readers. The next chapter begins the presention and discussion of the findings
which emerged from the data, by considering the beliefs held in common by the

nurse participants.
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CHAPTER FOUR: NURSES’ BELIEFS

The following three chapters present the findings of the study and relate them to
existing literature. The beliefs (this chapter) and then the values (chapter 5),
which underpin the practice of these nurses, are identified as they emerged
from the data and their effect on practice is discussed. As the analysis
progressed, issues around power and empowerment emerged as significant for
the participants and appeared to influence the practice of the nurses, so a
separate data chapter and discussion is included on this subject (chapter 6).

In this chapter, the beliefs about their role which emerged from the data as
those held in common by the participants are each positioned within the context
of current knowledge and understanding reflected in nursing theory and the
literature. Beliefs are related to the nurses’ comments, self reported feelings
and actions-in-practice. The next chapter applies the same gaze to]nursing
values. The intention is that by exploring beliefs and values in some depth, their
effect upon day to day practice, and any tensions or discrepancies between
beliefs and values and how nurses describe their actual experience of practice
in their narratives are elucidated. As Schon (1991) argues, there are often
complex reasons why the actions of professionals in day-to-day practice do not
correlate with their espoused ideals and theories. In critical reflective inquiry
(Kim 1999), the value of bringing discrepancies to light is to enable participants
and readers to progress from the description of practice and reflection on
practice towards the critical/lemancipatory phase in which practice may be
improved.

Beliefs are conceptions of the world which the believer holds to be true, and if
strongly held, they affect behaviour (H<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>