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Abstract

Aim and objectives: The aim of this systematic review was to identify the views and
experiences of fathers regarding their child's Autism Spectrum Disorder diagnosis.
Background: The diagnosis of a child's Autism Spectrum Disorder may be a stress-
ful experience, creating uncertainty for parents. There has been a limited research
focus on the views and experiences of fathers in relation to the diagnosis of Autism
Spectrum Disorder of their child.

Design: A systematic literature review of quantitative, qualitative and mixed-methods
research studies.

Data Sources: Academic Search Complete, CINAHL, MEDLINE and PsycINFO.
Methods: From August to October 2020, two authors independently performed a
systematic data extraction and appraised the studies using a recognised instrument.
The PRISMA checklist was used in the review.

Results: Nine papers met the inclusion criteria. Four themes emerged: (a) gradual rec-
ognition of developmental delay, (b) an emotional time, (c) coping and adaptation and
(d) ongoing adjustments to the fathering role.

Conclusions: Nurses and other professionals need to work collaboratively with fathers
to improve their experiences and provide supports at the time of Autism Spectrum

Disorder diagnosis.

KEYWORDS
ASD, autism spectrum disorder, diagnosis, fathers, nurses, support, systematic review

What does this paper contribute to the wider global clinical community?

This study highlights the importance of a recognising and responding to the specific needs of

fathers of children with ASD during the diagnostic process.

e The diagnostic process can be a stressful and emotional time for many fathers with their
needs and concerns often overlooked by nurses and other health professionals.

e Fathers want access to nurses and health professionals who are knowledgeable about ASD
and the future prognosis and sensitive to their specific needs and concerns.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
© 2021 The Authors. Journal of Clinical Nursing published by John Wiley & Sons Ltd.
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e Nurses and other health professionals require access to education and practice development

that enhances their knowledge regarding the distinct needs of fathers of children with ASD.

Fathers need to be afforded the opportunity to discuss their needs and concerns when an

ASD diagnosis is confirmed.

1 | INTRODUCTION

Autism Spectrum Disorder (ASD) is a common, lifelong neurodevel-
opmental disability which affects how individuals communicate and
interact with the world. It is an umbrella term used to describe the
presentation of a core set of features including persistent deficits of
social communication and interaction, restricted and repetitive be-
haviours, activities and interests (American Psychiatric Association,
2013). The World Health Organisation reports that globally, one in
160 children has an ASD, while highlighting that prevalence rates
vary across studies (World Health Organization, 2013). Research
evidence shows a higher prevalence of ASD in boys than girls by a
ratio of three to one (Christensen et al., 2018). The specific cause of
ASD remains unknown; however, genetic and environmental factors
are thought to play a significant part (Hiremath et al., 2021; Loomes
etal., 2017).

ASD is generally diagnosed in childhood during the first 5 years
of life and includes developmental, behavioural and family history,
with a number of diagnostic tools available to assist. These include
the Diagnostic Interview for Social and Communication Disorders
(DISCO), Autism Diagnostic Interview-Revised (ADI-R) and the Autism
Diagnostic Observation Schedule (ADOS) (Brian et al., 2019). Some
children do not receive an ASD diagnosis until school age or later,
due to inconsistency of assessment, misdiagnosis of other condi-
tions such as Attention Deficit Hyperactivity Disorder (ADHD) or
Pervasive Developmental Disorders (PDD) (Centre for Disease
Control & Prevention, 2015). Parents reported receiving the ASD
diagnosis from a range of healthcare professionals including paedia-
tricians, psychologists, child psychologist and other multidisciplinary
team members (Crane et al., 2016). Additionally, other conditions
such as epilepsy and sensory impairments may delay parents from
accessing diagnostic services due to a lack of knowledge and aware-
ness of the ASD (Ghaderi & Watson, 2019). Early diagnosis of ASD
is important to enable access to psychoeducation, information,
services, additional education and life skill supports and to facili-
tate referrals to agencies such as speech and language therapy and
education and clinical psychology (Kim et al., 2020; Martinez et al.,
2018).

To date, much of the research undertaken has focused on the
views and experiences of mothers and fathers as co-parents and
mothers of children with ASD (Jackson et al., 2020). For many par-
ents, having a child with ASD is a life-enhancing and positive experi-
ence (Keenan et al., 2010). A recent systematic review reported the
effects of parenting a child with ASD, including, avoidance strate-
gies and less use of social supports, with a need for problem-focused
coping to reduce stress and enhance quality of life (Vernhet et al.,

2019). Another systematic review identified lengthy delays experi-
enced by some parents in obtaining an ASD assessment and diagno-
sis, further contributing to their stress and anxiety (Legg & Tickle,
2019). The review also identified that mothers and fathers reported
using problem-focused coping strategies, participating in ‘me time’
activities, and avoiding stressors as a way to cope with their par-
enting role of their child with ASD. Traditional gender roles may be
an important issue in developing the understanding how different
coping strategies are used by mothers and fathers (Pepperell et al.,
2018; Simelane, 2020).

From the perspective of mothers, many reported positive care
giving experiences regarding their child with ASD, such as spending
quality time, supporting developmental gains and celebrating new
achievements (Corman, 2009). However, the reaction to an ASD di-
agnosis can have a negative impact on the health and well-being of
mothers and the prognosis and developmental progress of the child,
with a need to more fully understand the impact of the diagnosis
process (Reed & Osborne, 2019). Regarding the care and support
of their child with ASD, mothers reported difficulties obtaining a
diagnosis, once disclosed resistance to the ASD diagnosis and feel-
ing judged as a result of disability related behaviours perceived by
professionals as ‘poor’ parenting. (Nicholas et al., 2020). In terms of
social supports, mothers highlighted the positive benefits of access
to formal and informal support, a positive diagnostic experience and
access to information about ASD (Mclntyre & Brown, 2018).

Recent decades have seen many social changes regarding fam-
ilies and the parenting roles of both fathers and mothers. Despite
these changes, the primary caring role continues to be undertaken
by mothers. The existing evidence regarding parenting of children
with ASD has so far focused predominantly on the care experiences
of mothers or both mothers and fathers (Legg & Tickle, 2019). There
is an evolving evidence-base regarding the involvement of fathers’
during the early years of their child's life, their parenting style and
ability to adapt to the role of becoming a father and the coping skills
and supports required (Marsh et al., 2020). With more fathers tak-
ing on the primary caregiver role, it is important to understand their
views and experience of being a father of a child with ASD and their
specific support requirements (Rankin et al., 2019). A recent system-
atic review identified that while often overlooked, fathers of young
people with ASD can and want to contribute to their development
and care of their children, with a need to proactively identify their
distinct support needs. There is evolving research evidence of the
effects on fathers when parenting their child with ASD, including
the impact on their physical and psychological health and well-
being, with a need for individualised support and father-focused
programmes (Rafferty et al., 2020).
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Despite the developing understanding of the needs of parents
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and mothers of children with ASD, the distinct views and experi-
ences of father, notably at the time of diagnosis, remains to be more
fully understood to inform the development and delivery of the sup-
ports necessary to meet their specific needs and concerns.

11 | Aims

The aim of this systematic review was to highlight the views and
experiences of fathers regarding their child's Autism Spectrum
Disorder (ASD) diagnosis and to identify their care and support

needs.

2 | METHODS

Before undertaking this systematic review, Cochrane, PROSPERO
and Joanna Briggs Databases were checked to identify if a simi-
lar topic had already been completed; none were identified. The
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) was used in the review process (Moher et al.,
2015).

2.1 | Review objectives

The objectives were to:

e |dentify the views and experiences of fathers in relation to their
child's ASD diagnosis.

e Evidence the care and support needs of fathers following a diag-
nosis of their child's ASD.

2.2 | Ethics statement
The current study is a systematic review of published research evi-

dence; therefore, ethical approval was not required.

2.3 | Search and selection strategy

A subject librarian provided expert guidance with the literature search.
From August-October 20th databases searched were Academic Search
Complete, CINAHL, MEDLINE and PsycINFO. Search terms used
across all databases were father*; diagnos*; autism; ASD; autistic spec-
trum disorder. The search criteria included academic journals, papers

— Records identified through databases:
Academic Search Complete (n=74)
c CINAHL (n=73)
2 MEDLINE (n=171)
S PsycINFO (n=213)
£
o Total (n=531)
=
Abstracts screened after duplicates and Articles excluded based
o irrelevant removed: — on abstract review:
s (n=515) (n=264)
o
5]
*
Full-text articles assessed for eligibility: Full-text articles excluded
(n=251) —> (n=243)
£
E
)
w L
— < Studies identified in
reference lists: (n=1)
A
Studies included in synthesis:
(n=9)
°
[
°
E]
©
=

FIGURE 1 PRISMA flow diagram
[Colour figure can be viewed at
wileyonlinelibrary.com]
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written in English and published between January 2000-October

2020. To identify further relevant studies, Google Scholar was used

Vacca
(2013)

N AN N N N ~ N AN N N 3
and hand-searching of reference lists undertaken. Studies focusing ex-
plicitly on the views and experiences of fathers of children with ASD o
=
regarding their diagnosis were included. Studies that used quantita- E Q o o « o~ o~ - NN NN o
tive, qualitative and mixed-methods approaches were considered for
inclusion. Studies were excluded that did not make reference to the .‘g
diagnosis of ASD in relation to fathers of children with ASD. Studies &
o
that were not empirical research, were not published in the English =
0 =
language and were grey literature or thesis were excluded. The search g §
results are presented in Figure 1. The PRISMA checklist was used to g8 & o« o o e S RS
guide the review process (see Supporting Information File S1).
=
°
S —
2.4 | Data extraction and synthesis ER
T N« o o~ o~ - N NN N o
(ol A —
Data were extracted by author and country, study aim, participants,
data collection method, key findings and recommendations. The data =
-
were thematically analysed across the emergent themes to identify 2
©
the key issues and concerns. The review process was facilitated by 5
T M
the use of Covidence (Veritas Health Innovation, 2020). The data £ b=y
were verified by the research team through a process of comprehen- =
sive analysis and coding. To enable comparisons and differences to —
=
be identified between and across the studies, the emerging concepts ‘E
©
were grouped into themes. The research team agreed and verified E‘
)
the final themes to minimise the potential for bias (Terry et al., 2017). IS =
C -
g 8, N N N o~ ~ - NN NN oy
2.5 | Quality assessment =
T3
&9
The papers included in the review were evaluated using the Critical s s
Appraisal Skills Process (CASP; Critical Appraisal Skills Programme, 2013). € E
£ :'E‘ N NN N o~ — N N N N o
They were assessed independently by each author in terms of relevance -
to the inclusion criteria and aims of the review. Studies were critically N
%}
appraised against the ten CASP questions and allocated a score of O, 1 'g
or 2; a maximum score of twenty points could be achieved. The quality '::ms
appraisal of the studies is presented in Table 1. Questions were scored -_c,'
c
zero if no details were provided, one if some information was provided 2 s
3
and two if evidence was provided in full (Rushbrooke et al., 2014). All g § . « « - NN NN
studies included in the review were deemed to be of high-quality with a =
score of 17 and above achieved. Two studies scored 17 and 18, six stud- =
ies 19, with the remaining achieving a maximum score of 20. Reasons °
for not achieving the maximum scores across studies related to research ? E
o
relationships not being explicit and the rigour of the data analysis. " @y & o« o o - SR R S
(0]
g c
Q > o
> 2 & S -
= ey Q
3 | RESULTS 2 Eg: 2 & 38 3 =
© S o8 L = S < I c o
= 6 £ ®© = p z Ly y
o 238 ¢ § =% S T g ¢%
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3.1 | Characteristics of the studies 2 g M - 5 o S, £ 8 B Q5
o & 8 5§ %5 ®. 5. S92 % &£ E D0
L 8 fss-.s58:8c685 2288
=BT (3] = B E o 5
The characteristics of the included 9 studies that addressed the W S 5 g g ’:730 g © g % § § § g 5 = §
~ e 9 ® S ] =
study aims are presented in Table 2. Studies were conducted in o 2 O T &° &% FE&° S &G Z Lo“
. < S i o o . . - 4 - e
Australia (n = 1), Canada (n = 1), Ireland (n = 1), Israel (n = 1), the - . M © © I
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TABLE 2

Data collection
method

Citation and
country

Recommendations

Key findings

Participants

Aim

Fathers want access to information, support and

The time of ASD assessment and

Qualitative:

8) of children

aged 5-8 years with

ASD

Fathers (n

Identify the experiences of

Pottas and Pedro

recognition of their caring role to enable them
to meet the needs of their child with ASD.

diagnosis is a challenging time
for fathers resulting in changing

in-depth

fathers caring for their

child with ASD.

(2016)
South Africa

interviews

expectations of the fathers, the child
and family regarding their futures.

Fathers want further information
about ASD and the available supports.

Fathers want access to support specific to their

The assessment and diagnosis processes

Fathers (n = 184) of Quantitative:

Examine the experiences

Potter (2017)

UK

needs and the opportunity to discuss the

were perceived as ‘stressful and

survey

children aged 11 -

of fathers’ regarding a
diagnosis of ASD.

positive aspects of having a child with ASD.

emotional’ for fathers, with delays

19 years with ASD

in assessments evident and a lack of
information and supports specific to

their specific needs.

Fathers want to have their parental role recognised

The assessment and diagnosis process

Qualitative: semi-

= 8) of children

Fathers (n

Identify the perspective of

Vacca (2013)

USA

and provided with access to support and family-
centred services. Future research needs to

is a ‘stressful and emotional’ time
for fathers, with a recognition of the

structured
interviews

aged >20 months of age

with ASD

fathers regarding the

parenting process and

ASD.

include a specific focus on fathers of children

with ASD and their views and experiences.

lifelong commitment to their child

with ASD.

2763
Clinical NursingWILEY
United Kingdom (n = 2), South Africa (n = 1) and the United States
of America (USA) (n = 2). The samples sizes in these studies ranged
from 8 fathers (Burrell et al., 2017; Pottas & Pedro, 2016; Vacca,
2013) to 28 fathers (Cheuk & Lashewicz, 2016), with one study using
an online survey involving 184 participant fathers (Potter, 2017).

A range of data collection methods were used including sur-
veys, questionnaires and interviews. A total of seven studies used
qualitative methods (Burrell et al., 2017; Cheuk & Lashewicz, 2016;
Hannon & Hannon, 2017; Manor-Binyamini, 2019; O’Halloran et al.,
2013; Pottas & Pedro, 2016; Vacca, 2013), and one mixed-methods
(Paynter et al., 2018), with one part of a larger study reporting an
open-ended question regarding ASD (Potter, 2017).

3.2 | Data analysis and synthesis

Based on the aim of this review about the experiences of fathers re-
garding the diagnosis of their child with Autism Spectrum Disorder,
four analytical themes were identified and are presented in Table 3.
The four themes that emerged following the analysis of the data
were (a) gradual recognition of developmental delay (b) emotional
time, (c) coping and adaptation and (d) ongoing adjustment to the
fathering role.

3.2.1 | Gradual recognition of developmental delay
Across the studies, the ‘journey’ or ‘pathway’ into the world of au-
tism for fathers began before the assessment was undertaken and
the ASD diagnosis confirmed (Burrell et al., 2017; Manor-Binyamini,
2019; O’Halloran et al., 2013). For some fathers, delays in speech
and language and the achievement of other developmental mile-
stones were the first indication that there was a concern about
their child (Manor-Binyamini, 2019). For others, the child presented
with dietary issues, skin conditions, and asthma, thereby masking
an early access to assessment and an accurate diagnosis (O'Halloran
et al., 2013). Behavioural difficulties were evident in early childhood
and was a concern for some fathers with some seeking to exclude
possible physical and sensory causes (Burrell et al., 2017). The ab-
sence of a visible disability lead to some delaying consultations with
healthcare professionals as they thought the child would ‘catch up’
once physical or sensory cause was addressed. When physical and
sensory health needs were addressed, it was reported in two stud-
ies that it took from 3-8 years to obtain a definitive ASD diagno-
sis (O’Halloran et al., 2013; Potter, 2017). Some fathers reported a
misdiagnosis of Attention Deficit Hyperactivity Disorder (ADHD) or
Pervasive Developmental Delay (PDD), rather than the ASD diagno-
sis. Fathers continued to report that ‘things were not quite right’ with
their child before the diagnosis was confirmed (O’Halloran et al.,
2013). The ASD diagnosis was seen as a turning point by changing
expectations of their child, their roles and responsibilities as fathers
and of being the father of a child with a disability (Pottas & Pedro,
2016).
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TABLE 3 Themes identified in each study

Journal of

Manor-Binyamini

(2019)

Potter

Paynter et

Hannon and

Burrell et al.,
(2017)

Pottas and

Cheuk and

Vacca
(2013)

O’Halloran et
al., (2013)

(2017)

al., (2018)

Hannon (2017)

Pedro (2016)

Lashewicz (2016)

Theme

YES

YES

YES

YES

YES

Gradual recognition of developmental

delay

YES
YES

YES
YES

YES
YES

YES
YES
YES

YES
YES
YES

YES
YES
YES

YES

YES
YES
YES

Emotional time

YES
YES

Coping and adaptation

BROWN ET AL.

YES

Ongoing adjustment to the fathering

role

3.2.2 | Anemotional time

Despite the gradual realisation that their child may have ASD, fathers
described receiving the diagnosis as a difficult and emotional time
in their lives, equating it to grief and loss of the child they had been
expected and prepared for (Burrell et al., 2017; Pottas & Pedro, 2016;
Potter, 2017). ASD was not a familiar condition for some fathers,
stating they had limited knowledge other than the media portrayal,
that was not always viewed as positive (Manor-Binyamini, 2019;
QO’Halloran et al., 2013). Some fathers described healthcare profes-
sionals not discussing the diagnosis and prognosis with them, with
a need to provide information in language they could understand
(Manor-Binyamini, 2019). It was reported that some health profes-
sionals lacked detailed knowledge about ASD and the implications
arising from the condition, thereby provoking emotions including de-
nial, confusion, shame and disbelief in some fathers (O’Halloran et al.,
2013; Vacca, 2013). For many fathers, a period of adjustment was
necessary to come to terms with their child's diagnosis of ASD, nec-
essary to enable them to reflect upon and modify their expectations,
hopes and aspirations (Cheuk & Lashewicz, 2016). Fathers in one
study undertaken by Potter (2017) described a sense of relief upon
receiving the ASD diagnosis, a finding also reported by Vacca (2013)
and Paynter et al., (2018), following the initial ‘shock’ of receiving the
diagnosis. For many, the ASD diagnosis confirmed what fathers sus-
pected, thereby allowing time to reframe the expectations of their
child and their role as a father by starting to adapt and adjust to their
new and changing situation (Burrell et al., 2017; Vacca, 2013).

3.2.3 | Coping and adaptation

In terms of coping and adapting to the child's diagnosis of ASD, fa-
thers identified partners, spouses and family members as the most
important sources of support (Burrell et al., 2017; Manor-Binyamini,
2019; Paynter et al., 2018; Potter, 2017). Many fathers described
feeling ignored by professionals in services, highlighting the view
that there were more supports provided for mothers than fathers
(Potter, 2017). Fathers also detailed how they struggled with the
limited knowledge about and implications of an ASD diagnosis and
prognosis by some healthcare professionals (Manor-Binyamini,
2019; Potter, 2017). This was further compounded by a lack of ac-
cessible information about ASD supports available and the insensi-
tive way some healthcare professionals disclosed the diagnosis, with
an overemphasis on the negative aspects of the condition (Burrell
et al., 2017; Potter, 2017). Consequently, coping and adapting to
the ASD diagnosis provoked some fathers to learn more about the
condition of their child as a means to improve their own knowledge
and understanding and share their new knowledge with other family
members as well as healthcare professionals (Cheuk & Lashewicz,
2016; Hannon & Hannon, 2017; Manor-Binyamini, 2019). This pro-
cess was viewed by some as important as a means to cope and adapt
to the changing role of being a father of a child with ASD. The de-
velopment of new knowledge and understanding about ASD was
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achieved by some fathers by sourcing websites with information and
resources about the condition (Hannon & Hannon, 2017; O’Halloran
et al., 2013; Pottas & Pedro, 2016). Fathers described how they pre-
ferred to draw on informal supports from other fathers of children
with ASD and found this to be informative and beneficial (Burrell
et al., 2017; Manor-Binyamini, 2019).

3.2.4 | Ongoing adjustment to the fathering role
There was a realisation that once a diagnosis of ASD was confirmed,
the expectations of their child and of their roles and responsibili-
ties as fathers changed. This was viewed as part of the period of
adjustment and coming to terms with the new family circumstances
and the future needs of their child (Burrell et al., 2017; Cheuk &
Lashewicz, 2016). There was a reframing of how many fathers had
envisaged their child's life, leading to a change in their own attitudes
and expectations (Burrell et al., 2017; Cheuk & Lashewicz, 2016;
O'Halloran et al., 2013). There was a growing recognition that the
changes and adjustments would be an ongoing lifelong process, sup-
ported by the need for fathers to understand their child's prognosis
and support needs (Hannon & Hannon, 2017; Vacca, 2013). This was
necessary so that they could plan for the future and make changes to
support their child, the other parent and their family. The often-initial
emotions of denial, confusion, shame and disbelief regarding their
new situation changed overtime to one of ‘acceptance and love’ for
their child in the context of the ASD (Burrell et al., 2017; O’Halloran
et al.,, 2013; Pottas & Pedro, 2016; Vacca, 2013). The ‘love’ for their
children was evident when fathers described the personal and posi-
tive changes that came about as a consequence of being a father of a
child with ASD (Burrell et al., 2017; O'Halloran et al., 2013). Fathers
reported how they had become a more ‘tolerant, accepting and pa-
tient’ as a parent and were grateful for what they learned from their
child (Burrell et al., 2017; O'Halloran et al., 2013).

4 | DISCUSSION

These findings from this systematic review provide valuable in-
sights that develop the understanding of the experiences of fathers
at the time of assessment and diagnosis of ASD for their child. This
is important as globally, the prevalence of children and adults with
ASD is increasing with a growing recognition of the full scope of
their education, care and support needs and the associated impact
on parents (Christensen et al., 2018; Legge & Tickle, 2019). The
findings highlight that needs of fathers in the assessment and di-
agnostic process are often overlooked, with a need for them to be
fully included and their specific needs recognised and responded
to. The evidence supports that view that many parents had a grad-
ual recognition that their child was not achieving the expected de-
velopmental milestones, which in turn led them to discuss their
concerns with health professionals (Burrell et al., 2017; O’Halloran
et al., 2013). This led to seeking an ASD assessment, and for many
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this was a lengthy process that was often a protracted and at times
frustrating (Manor-Binyamini, 2019; Potter, 2017). The protracted
wait for the ASD assessment and subsequent diagnosis created fur-
ther anxiety and stress for many fathers, at what was an emotional
time, where their main concern was on accessing care and support
for their child (Cheuk & Lashewicz, 2016; Potter, 2017). Receiving
the ASD diagnosis was, for many fathers, a shock, despite aware-
ness of their child not meeting developmental milestones and ap-
pearing to be ‘different’ (Burrell et al., 2017). Their situation was
further compounded by health professionals who lacked detailed
knowledge about ASD, the prognosis and the supports required
and those available (Manor-Binyamini, 2019). Fathers often felt
ignored and excluded in the assessment diagnosis process, with
a desire to be more fully included and their views and concerns
heard and responded to (Potter, 2017). Over time, many fathers
adapted to the ASD diagnosis and began to seek information and
support that would enable them to more effectively support their
child (Paynter et al., 2018). With the adaption process came the
recognition that their child would most likely have lifelong support
needs that would be different from other typically developing chil-
dren (Hannon & Hannon, 2017; O’Halloran et al., 2013). Therefore,
arising from this systematic review, there are clear implications for

nursing policy, practice, education and future research.

4.1 | Implications for nursing policy

With the growing recognition of the scope and extent of the needs
of people with ASD, there have been a range of legislative, policy
and strategy initiatives aimed at improving their life opportuni-
ties (Precious, 2020; World Health Organization, 2013). Within
this context, it is apparent from the findings of this systematic re-
view that the needs and concerns of fathers are often overlooked.
Fathers want to play a full role in the parenting of their child with
ASD yet many describe feeling excluded and ignored with the
focus predominantly being on the role of mothers (Martins et al.,
2013). There is therefore a need and opportunity for professionals
in education, health and social care to contribute to the develop-
ment, implementation and operationalisation of policies and strat-
egies to ensure that the specific concerns of fathers are reflected
and effectively responded to. This is important given the range
of physical and mental health issues, communication and sensory
needs and behavioural concerns experienced by people with ASD,
and the barriers to accessing appropriate assessments, diagno-
sis and ongoing supports (Pottas & Pedro, 2016). It is therefore
necessary for policies such as those regarding paternity leave to
be reflective of and responsive to the needs of fathers, thereby
removing obstacles that may inhibit their parenting role for their
child with ASD (Broombhill & Sharp, 2012).

Fathers identified the need for increased professional, public
and cultural awareness and education regarding ASD and the need
to improve service provision and access (Burrell et al., 2017; Cheuk
& Lashewicz, 2016; Manor-Binyamini, 2019). The specific needs
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of fathers require to be recognised and their needs fully reflected

ILEY~Clinical Nursing

within government education, health and social care policies,
thereby seeking to improve the social support provided to fathers
and their families (Seymour et al., 2020) Following on from this,
is the opportunity for nursing-specific policies to fully reflect the
needs of fathers. For example, health visiting, public health nurs-
ing, child health nursing and mental health nursing policies need to
make explicit their commitment to ensuring that fathers are fully
involved in the assessment and diagnostic process. Nursing policies
also need to promote full access to information, psychoeducation
and supports that are responsive to their specific needs and con-
cerns of fathers (Cheuk & Lashewicz, 2016; Dunlap & Filipek, 2020).

4.2 | Implications for nursing practice

A recurring theme across the studies in this review is the need for
professionals to listen to the concerns of fathers from the outset
and support them in the diagnostic process as they are often the
first to recognise that developmental milestones were not being
reached. Nurses are central to the diagnostic process, and they are
in a unique position to respond to the specific psychological, physi-
cal and mental health needs of fathers, thereby ensuring they are
fully engaged and involved (Barnard-Brak et al., 2017). Fathers need
nurses and other healthcare professionals to fully involve them dur-
ing and after the ASD assessment and diagnostic process. Nurses,
such as public health nurses, health visitors, school nurses and child
health nurses are often the first point of contact when parents of
a child with ASD seek diagnosis and support (Tinsley, 2020). There
is therefore a need for nurses and other healthcare professionals
to ensure that care and support is timely, sensitive, supportive and
evidence-based, with early signposting to, for example, information
about ASD prognosis, interventions, education and local services
and support networks (Crowe & Salt, 2015). In terms of design and
delivery, nurses are in a prime position to co-produce services with
fathers of children with ASD (Kong et al., 2020). This would enable
nurse to develop and deliver evidence-informed programmes and
local support groups and networks to provide information regard-
ing ASD that are specific and responsive to the distinct needs of
fathers (Dunlap & Filipek, 2020; Frye, 2016).

4.3 | Implications for nursing education

Due to the scope and extent of the needs of people with ASD and
their families, multiagency collaboration between organisations in-
cluding education, employment, housing, health and social care is
required to ensure the effective coordination of care and support
(Hyman et al., 2020). Despite these identified needs, profession-
als, including health practitioners, may lack the necessary knowl-
edge and skills required to meet the ongoing needs of people with
ASD and their families (Urbanowicz et al., 2020). The often-limited

knowledge of health professionals regarding ASD and the specific
needs and concerns of families, including fathers, at the time of
assessment and diagnosis is an education gap that needs to be ad-
dressed (Ghaderi & Watson, 2019). Therefore, the education of
nurses and other healthcare professionals is necessary and needs to
be embedded within undergraduate and postgraduate programmes
for nurses, doctors, social workers and allied health professionals
involved in the diagnostic process and subsequent support (Hend,
2017). A knowledgeable, skilled and confident nursing workforce
that is responsive to the concerns of fathers of people with ASD is
required to ensure that their needs are sensitively and comprehen-
sively addressed (Dunlap & Filipek, 2020; Ward et al., 2016). There
is also an opportunity to involve fathers in multiagency continuing
professional development programmes for nurses, healthcare pro-
fessionals and other specialists in ASD services that develops and
improves their knowledge and understanding of the distinct needs
of fathers and their specific ongoing social support requirements
following diagnosis (Seymour et al., 2020).

4.4 | Future nursing research

Across the studies included in this review is the need for research
that increases and develops the knowledge and understanding of
the specific concerns of fathers of children with ASD at the time of
diagnosis. There is a lack of international multi-centre research stud-
ies that allow for comparisons of what works in effectively meeting
the needs of fathers of children with ASD. There is an opportunity
to conduct education research studies that identify improvements
in the knowledge and skills of nurses and other health professionals
throughout the ASD diagnostic process. Therefore, future research
initiatives need to include a specific focus on the views, experiences
and concerns of fathers of children with ASD to ensure that future

care and support is evidence-based.

4.5 | Strengths and Limitations

This review has highlighted important findings about the experiences
of fathers regarding the diagnosis of ASD. The findings help develop
nurses and other health professionals’ knowledge and understanding
of the responses required during the ASD diagnostic process to ef-
fectively address the future needs of fathers. With the evolving and
changing role of fathers in society and within the family context, this
review offers new insights about the roles of nurses and other health
professionals at this critical period that requires further attention and
development. The authors acknowledge the potential limitations, in-
cluding the small sample sizes across the included studies and the im-
plications and application of the findings to other settings. In addition,
all the studies were cross-sectional in design and therefore present a
‘snapshot’ of the views and experiences of the fathers who partici-

pated. They may not therefore reflect those of fathers more generally.
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5 | CONCLUSION

The current research evidence supports the view that many fathers
actively want to be involved the care of their child with ASD, rec-
ognising that parental commitment and involvement may be lifelong.
Fathers want to be engaged in the diagnostic process thereby ensuring
that they are fully involved and with their issues and concerns heard
and addressed. This review of the available international research
highlights the role of nurses and other healthcare professionals during
the diagnostic process and provides important insights that develop
the understanding of the views and experiences of fathers. There are
specific areas of policy, practice and education where developments
are required to ensure the needs of fathers are effectively addressed.
Nurses and other healthcare professionals have a central role in terms
of supporting father's physical and emotionally needs during and after

the diagnostic process and on into childhood and beyond.

6 | RELEVANCE TO CLINICAL PRACTICE

Relevance to clinical practice:

The findings from this systematic review will enhance the knowl-
edge and understanding of nurses and other professionals of an
Autism Spectrum Disorder diagnosis and the effects on fathers and

their ongoing support needs.

e Fathers need access to education and support from nurses and
other professionals at the time of diagnosis of Autism Spectrum
Disorder.

e Nurses and other professionals require access to practice devel-
opment regarding the distinct needs of fathers at the time of di-
agnosis of Autism Spectrum Disorder.

e Further research is required of the care and support needs of fa-
thers at the time of diagnosis of Autism Spectrum Disorder diag-
nosis and their specific support needs.

CONFLICT OF INTEREST

None declared by the authors.

AUTHOR CONTRIBUTIONS

Review design, searches, critical appraisal and data analysis: EM, MB
and LM. Draft reviewing and the final approval of review for publica-
tion: All authors.

ORCID
Michael Brown "= https://orcid.org/0000-0003-3230-401X
https://orcid.org/0000-0003-4296-1291

https://orcid.org/0000-0003-3548-4204

Lynne Marsh
Edward McCann

REFERENCES

American Psychiatric Association. (2013). Diagnostic and statistical man-
ual of mental disorders (DSM-5. 5th Edition. ). American Psychiatric
Association.

g—Wl LEYﬂ

Barnard-Brak, L., Richman, D., Ellerbeck, K., & Moreno, R. (2017). Health
care provider responses to initial parental reports of autism spec-
trum disorder symptoms: Results from a nationally representative
sample. Child and Adolescent Mental Health, 22(1), 30-35.

Brian, J. A., Zwaigenbaum, L., & Ip, A. (2019). Standards of diagnostic
assessment for autism spectrum disorder. Paediatrics & Child Health,
24(7), 444-451.

Broomhill, R., & Sharp, R. (2012). Australia’s parental leave policy and
gender equality: An international comparison. Australian Workplace
Innovation and Social Research Centre: The University of Adelaide.

Burrell, A., Ives, J., & Unwin, G. (2017). The experiences of fathers who
have offspring with autism spectrum disorder. Journal of Autism and
Developmental Disorders, 47(4), 1135-1147.

Centre for Disease Control and Prevention. (2015). Data & statistics on
autism spectrum disorder. Retrieved from https://www.cdc.gov/
ncbddd/autism/data.html

Cheuk, S., & Lashewicz, B. (2016). How are they doing? Listening as fa-
thers of children with autism spectrum disorder compare them-
selves to fathers of children who are typically developing. Autism,
20(3), 343-352.

Christensen, D. L., Braun, K. V.N., Baio, J., Bilder, D., Charles, J., Constantino,
J. N., Daniels, J., Durkin, M. S., Fitzgerald, R. T., Kurzius-Spencer, M.,
Lee, L.-C., Pettygrove, S., Robinson, C., Schulz, E., Wells, C., Wingate,
M. S., Zahorodny, W., & Yeargin-Allsopp, M. (2018). Prevalence and
characteristics of autism spectrum disorder among children aged 8
years-autism and developmental disabilities monitoring network, 11
sites, United States, 2012. MMWR Surveillance Summaries, 65(13), 1.

Corman, M. K. (2009). The positives of caregiving: Mothers’' experi-
ences caregiving for a child with autism. Families in Society, 90(4),
439-445.

Crane, L., Chester, J. W., Goddard, L., Henry, L. A., & Hill, E. (2016).
Experiences of autism diagnosis: A survey of over 1000 parents in
the United Kingdom. Autism, 20(2), 153-162.

Critical Appraisal Skills Programme. (2013). 10 questions to help you make
sense of qualitative research. Public Health Resource Unit.

Crowe, B. H., & Salt, A. T. (2015). Autism: The management and sup-
port of children and young people on the autism spectrum (NICE
Clinical Guideline 170). Archives of Disease in Childhood-Education
and Practice, 100(1), 20-23.

Dunlap, J. J., & Filipek, P. A. (2020). CE: Autism spectrum disorder: The
nurse's role. AJN, American Journal of Nursing, 120(11), 40-49.
Frye, L. (2016). Fathers' experience with autism spectrum disor-
der: Nursing implications. Journal of Pediatric Health Care, 30(5),

453-463.

Ghaderi, G., & Watson, S. L. (2019). “In medical school, you get far more
training on medical stuff than developmental stuff”: Perspectives on
ASD from Ontario physicians. Journal of Autism and Developmental
Disorders, 49(2), 683-691.

Hannon, M. D., & Hannon, L. V. (2017). Fathers’ orientation to their chil-
dren’s autism diagnosis: A grounded theory study. Journal of Autism
and Developmental Disorders, 47(7), 2265-2274.

Hend, M. S. (2017). Assessment of family physicians’ knowledge of child-
hood autism. Family Medicine and Community Health, 5(4), 266-274.

Hiremath, C. S., Sagar, K. J. V., Yamini, B. K., Girimaji, A. S., Kumar, R.,
Sravanti, S. L., Padmanabha, H., Vykunta Raju, K. N., Kishore, M. T,,
Jacob, P, Saini, J., Bharath, R. D., Seshadri, S. P., & Kumar, M. (2021).
Emerging behavioral and neuroimaging biomarkers for early and ac-
curate characterization of autism spectrum disorders: A systematic
review. Translational Psychiatry, 11, 42.

Hyman, S. L., Levy, S. E., & Myers, S. M. (2020). Identification, evalua-
tion, and management of children with autism spectrum disorder.
Pediatrics, 145(1).

Jackson, L., Keville, S., & Ludlow, A. K. (2020). Mothers’ experiences of
accessing mental health care for their child with an autism spec-
trum disorder. Journal of Child and Family Studies, 29(2), 534-545.

Clinical Nursin


https://orcid.org/0000-0003-3230-401X
https://orcid.org/0000-0003-3230-401X
https://orcid.org/0000-0003-4296-1291
https://orcid.org/0000-0003-4296-1291
https://orcid.org/0000-0003-3548-4204
https://orcid.org/0000-0003-3548-4204
https://www.cdc.gov/ncbddd/autism/data.html
https://www.cdc.gov/ncbddd/autism/data.html

Journal of

BROWN ET AL.

2768
—I—Wl LEY—Clinical Nursing

Keenan, M., Dillenburger, K., Doherty, A., Byrne, T., & Gallagher, S.
(2010). The experience of parents during diagnosis and forward
planning for children with autism spectrum disorder. Journal of
Applied Research in Intellectual Disabilities, 23(4), 390-397.

Kim, S. K., McKay, D., Ehrenreich-May, J., Wood, J., & Storch, E. A. (2020).
Assessing treatment efficacy by examining relationships between
age groups of children with autism spectrum disorder and clinical
anxiety symptoms: Prediction by correspondence analysis. Journal
of Affective Disorders, 265, 645-650.

Kong, X., Liu, J., Chien, T., Batalden, M., & Hirsh, D. A. (2020). A system-
atic network of autism primary care services (SYNAPSE): A model
of coproduction for the management of autism spectrum disorder.
Journal of Autism and Developmental Disorders, 50(5), 1847-1853.

Legg, H., & Tickle, A. (2019). UK parents’ experiences of their child re-
ceiving a diagnosis of autism spectrum disorder: A systematic re-
view of the qualitative evidence. Autism, 23(8), 1897-1910.

Loomes, R., Hull, L., & Mandy, W. P. L. (2017). What is the male-to-female
ratio in autism spectrum disorder? A systematic review and meta-
analysis. Journal of the American Academy of Child & Adolescent
Psychiatry, 56(6), 466-474.

Manor-Binyamini, 1. (2019). Listening to Bedouin fathers of children
with autism spectrum disorder. Transcultural Psychiatry, 56(2),
345-358.

Marsh, L., Brown, M., & McCann, E. (2020). The views and experiences
of fathers of children with intellectual disabilities: A systematic re-
view of the international evidence. Journal of Policy and Practice in
Intellectual Disabilities, 17(1), 79-90.

Martinez, M., Thomas, K. C., Williams, C. S., Christian, R., Crais, E.,
Pretzel, R., & Hooper, S. R. (2018). Family experiences with the
diagnosis of autism spectrum disorder: System barriers and facil-
itators of efficient diagnosis. Journal of Autism and Developmental
Disorders, 48(7), 2368-2378.

Martins, C. D., Walker, S. P., & Fauche, P. (2013). Fathering a child with
autism spectrum disorder: An interpretative phenomenological
analysis. Indo-pacific Journal of Phenomenology, 13(1).

Mclntyre, L. L., & Brown, M. (2018). Examining the utilisation and useful-
ness of social support for mothers with young children with autism
spectrum disorder. Journal of Intellectual & Developmental Disability,
43(1), 93-101.

Moher, D., Shamseer, L., Clarke, M., Ghersi, D., Liberati, A., Petticrew, M.,
Shekelle, P., Stewart, L. A., & PRISMA-P Group. (2015). Prefered
reporting items for systematic review and meta-analysis protocols
(PRISMA-P) 2015statement. Systematic Reviews, 4(1), 1-9.

Nicholas, D. B., Muskat, B., Zwaigenbaum, L., Greenblatt, A., Ratnapalan,
S., Kilmer, C., Craig, W., Roberts, W., Cohen-Silver, J., Newton,
A., & Sharon, R. (2020). Patient-and family-centered care in
the emergency department for children with autism. Pediatrics,
145(Supplement 1), S93-598.

O’Halloran, M., Sweeney, J., & Doody, O. (2013). Exploring fathers’ per-
ceptions of parenting a child with Asperger syndrome. Journal of
Intellectual Disabilities, 17(3), 198-213.

Paynter, J., Davies, M., & Beamish, W. (2018). Recognising the “forgotten
man”: Fathers’ experiences in caring for a young child with autism
spectrum disorder. Journal of Intellectual & Developmental Disability,
43(1), 112-124.

Pepperell, T. A., Paynter, J., & Gilmore, L. (2018). Social support and cop-
ing strategies of parents raising a child with autism spectrum disor-
der. Early Child Development and Care, 188(10), 1392-1404.

Pottas, A., & Pedro, A. (2016). Experiences of father carers of children
with autism spectrum disorder: An exploratory study. Journal of
Psychology in Africa, 26(6), 551-554.

Potter, C. A. (2017). “I received a leaflet and that is all”: Father experi-
ences of a diagnosis of autism. British Journal of Learning Disabilities,
45(2), 95-105.

Precious, K. (2020). Informed, involved, or empowered? Three ideal
types of autism policy design in Western Europe. European Policy
Analysis, https://doi.org/10.1002/epa2.1092

Rafferty, D., Tidman, L., & Ekas, N. V. (2020). Parenting experiences of
fathers of children with autism spectrum disorder with or with-
out intellectual disability. Journal of Intellectual Disability Research,
64(6), 463-474.

Rankin, J. A., Paisley, C. A., Tomeny, T. S., & Eldred, S. W. (2019). Fathers
of youth with autism spectrum disorder: A systematic review of the
impact of fathers’ involvement on youth, families, and intervention.
Clinical Child and Family Psychology Review, 22(4), 458-477.

Reed, P., & Osborne, L. A. (2019). Reaction to diagnosis and subsequent
health in mothers of children with autism spectrum disorder.
Autism, 23(6), 1442-1448.

Rushbrooke, E., Murray, C. D., & Townsend, S. (2014). What difficulties
are experienced by caregivers in relation to the sexuality of people
with intellectual disabilities? A qualitative meta-synthesis. Research
in Developmental Disabilities, 35(4), 871-886.

Seymour, M., Giallo, R., & Wood, C. E. (2020). Perceptions of social sup-
port: Comparisons between fathers of children with autism spec-
trum disorder and fathers of children without developmental dis-
abilities. Journal of Intellectual Disability Research, 64(6), 414-425.

Simelane, A. P. (2020). Understanding daily parenting stresses in caring
for children with autism spectrum disorders. South African Journal
of Child Health, 14(3), 115-118.

Terry, G., Hayfield, N., Clarke, V., & Braun, V. (2017). Thematic analysis. The
Sage 556 Handbook of. Qualitative Research in Psychology, 30, 17-37.

Tinsley, E. (2020). At a glance: Identifying autism in children. Journal of
Health Visiting, 8(3), 106-108.

Urbanowicz, A., Parkin, T., van Dooren, K., Girdler, S., Ciccarelli, M., &
Lennox, N. (2020). The experiences, views, and needs of health
professionals who provide care to adults on the autism spectrum.
Research and Practice in Intellectual and Developmental Disabilities,
1-14.

Vacca, J. J. (2013). The parenting process from the father’s perspective.
Best Practices in Mental Health, 9(2), 79-93.

Veritas Health Innovation (2020). Covidence systematic review software,
Melbourne, 553 Australia. Retrieved from www.covidence.org
Vernhet, C., Dellapiazza, F., Blanc, N., Cousson-Gélie, F., Miot, S.,
Roeyers, H., & Baghdadli, A. (2019). Coping strategies of parents
of children with autism spectrum disorder: A systematic review.

European Child & Adolescent Psychiatry, 28(6), 747-758.

Ward, S. L., Sullivan, K. A, & Gilmore, L. (2016). Practitioner perceptions
of the assessment and diagnosis of autism in Australia. Australian
Psychologist, 51(4), 272-279.

World Health Organization. (2013). Meeting report: Autism spectrum dis-
orders and other developmental disorders: From raising awareness to
building capacity. World Health Organization.

SUPPORTING INFORMATION
Additional supporting information may be found online in the

Supporting Information section.

How to cite this article: Brown M, Marsh L, McCann E.
Experiences of fathers regarding the diagnosis of their child
with autism spectrum disorder: A narrative review of the
international research. J Clin Nurs. 2021;30:2758-2768.
https://doi.org/10.1111/jocn.15781



https://doi.org/10.1002/epa2.1092
http://www.covidence.org
https://doi.org/10.1111/jocn.15781

