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Abstract

Young people with autism are increasingly being referred
for family therapy (FT) owing to impaired family func-
tioning, but few studies have investigated the support
families receive following a diagnosis through specific
NHS Trusts. This study examined (1) the proportion
of autism cases referred for FT in one Trust and (2) the
post-diagnostic support families received. Participants
(n = 144; 9.5-19.3years) were FT referrals between
2019-2020. Autism diagnostic status and the support fami-
lies received from FT, from the neurodevelopmental (ND)
service which specialises in autism, and for co-occurring
conditions [e.g., cognitive behavioural therapy (CBT)] was
extracted retrospectively from routine data. Forty FT refer-
rals met autism criteria: several families did not receive FT;
few were provided with support from the ND service; and
if CBT was offered, no adaptations for autism were noted.
Families received insufficient support following a diag-
nosis through this Trust. Implications include improving

post-diagnostic support for families in practice.
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Practitioner points

e Increasing numbers of young people with autism are being referred for FT owing to
difficulties in family functioning.

e A service evaluation showed that families of young people with autism who were referred
for FT received insufficient support following a diagnosis in one NHS Trust.

e Several families did not receive FT, few were provided with post-diagnostic support from
the ND service, and if CBT was offered there was no mention of adaptation for autism.

e Improved post-diagnostic autism spectrum disorder (ASD) support for families is needed
in practice.

INTRODUCTION

Autism spectrum disorder (ASD) is often recognised as a lifelong neurodevelopmental condition with
persistent deficits in social communication and repetitive behaviour patterns (American Psychological
Association, 2013; Happé & Frith, 2020). Initially considered a rare condition, prevalence estimates of
autism in the United Kingdom (UK) have increased dramatically over the last 50 years, from a disorder
affecting approximately 0.04% of young people in the late 1960s to almost 2% by 2021 (Happé &
Frith, 2020; Lotter, 1966; Roman-Urrestarazu et al., 2021). Some argue that the growing prevalence of
this disorder results from the ever-expanding diagnostic criteria of autism since the 1970s and the lack
of identification of a neurodevelopmental abnormality in scientific research, which make it difficult
to objectively assess if someone has the condition (Happé & Frith, 2020; Timimi, 2021). This has led
diagnosing autism in children and adolescents to become a public health issue (Crane et al., 2016;
Newschaffer & Curran, 2003), with the National Health Service (NHS) overwhelmed with providing
diagnostic assessments for ASD, leaving limited funding for post-diagnostic interventions for fami-
lies to come to terms with the diagnosis (NHS, 2019). This can lead problems to escalate, causing
impaired family functioning (Roughan et al., 2019), and as approximately 70% of young people with
autism suffer from a co-occurring condition [e.g., anxiety or attention-deficit hyperactivity disorder
(ADHD)] (National Institute for Health Care Excellence, 2013), this can further compound the abil-
ity of families to cope (Spain et al., 2017). In response, young people with autism are increasingly
being referred to specialist mental health services in the NHS to receive family therapy (FT), which
involves family therapists working with the whole family system to manage unhelpful narratives and
negative feedback loops that have arisen in the home (Dallos & Draper, 2015; Goepfert et al., 2015;
Spain et al., 2017). However, if families were provided with early intervention support through the
NHS following a diagnosis, they may not end up requiring a referral for FT. Thus it is important to
consider what happens to diagnosed ASD cases that are referred for FT to increase understanding of
what support families are receiving through NHS Trusts.

Coming to terms with and managing an ASD diagnosis can put a strain on young people and
their families. It is clear from research that family members of young people with autism often expe-
rience higher levels of stress, anxiety and depressive symptoms than that of non-clinical populations,
with 50% of parents presenting a comorbid mental health problem (McKenzie et al., 2020; Spain
et al., 2017). Previous research has also revealed that maternal exposure to trauma and abuse can
increase the risk of their offspring developing ASD, which indicates that mental health problems may
already be high in this parent group irrespective of their child's autism (Roberts et al., 2014, 2016).
This suggests that families with a young individual with ASD are a complex group, and indicates,
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in accordance with the National Institute for Health Care Excellence (NICE) (2013) guidelines, that
there is a need to provide appropriate support for these families. Although family support is neces-
sary, it is likely that this should be provided for all families soon after receiving a diagnosis rather
than needing to make a later referral for FT. An early FT intervention that could be offered to ASD
families is Systemic Autism-related Family Enabling (SAFE), which was developed by McKenzie
et al. (2020) using the evidence-based principles of FT that have been reported to be effective in
improving outcomes across a range of conditions (Carr, 2018; Stratton, 2005, 2016) and focusses on
improving family communication to enhance family mental wellbeing. There is evidence from a pilot
randomised controlled trial to show that providing a group of families with five sessions of SAFE
within 12 months after receiving a diagnosis significantly improved parent-rated family functioning
compared with a group of controls (McKenzie et al., 2020). This suggests that families could bene-
fit from a FT intervention soon after receiving the young person's ASD diagnosis, and if this is not
provided, families may be referred to FT at a later point to receive support.

Another place young people with autism and their families could benefit from receiving support
within the NHS is a neurodevelopmental (ND) service. Typically, in NHS Trusts and more widely in
the UK, ND services include specialists who are trained to work with individuals with ASD and these
services are separate from mental health services which offer support, such as psychological therapy,
to improve mental wellbeing and include FT services. ND services focus predominantly on assessing
and diagnosing autism through validated parent interviews and observations [e.g., the Autism Diag-
nostic Interview-Revised (ADI-R) and Autism Diagnostic Observation Schedule-2 (ADOS-2) (Lord
et al., 1994, 2012)] and only provide a small amount of post-diagnostic support on an opt-in basis for
individuals with a recent diagnosis (e.g., psychoeducation groups for parents to understand what it
means to have a child with ASD and telephone clinics); no further assistance is available other than
signposting to online resources (Crane et al., 2018; NICE, 2013). As ASD is a lifelong condition with
no cure, this lack of involvement can lead parents of young people with autism to feel unsupported and
distressed following a diagnosis, which can exacerbate the challenge of managing autism in the home
and negatively impact family functioning (Roughan et al., 2019; Solomon & Chung, 2012). Crane
et al. (2018) provided evidence to support this view through a qualitative study, which used interviews
to attain a rich and in-depth understanding of the perspectives of a group of ten parents of children
with ASD regarding the assistance offered following a diagnosis by diagnostic services in the UK. A
thematic analysis revealed that one key theme was ‘inadequate post-diagnosis support’, with parents
reporting feeling ‘directionless’ and just ‘dumped’ after the diagnosis (Crane et al., 2018, p. 3767).
Parents also reported that insufficient emotional support was provided which increased parental stress
and compounded the difficulties for families with a young individual with ASD (Crane et al., 2018).
This indicates that the specialised services for young people with autism often fail to provide families
with the appropriate post-diagnostic support, which, in conjunction with the lack of early family inter-
vention, may result in a later referral for FT treatment.

Children and adolescents with ASD may also benefit from receiving interventions for their
co-occurring conditions because for many autistic people it is the comorbid disorders which have the
most debilitating impact on their wellbeing and quality of life (Happé & Frith, 2020). According to
the NICE (2013) guidelines, the most common co-occurring conditions alongside autism are anxiety,
depression, obsessive—compulsive disorder (OCD) and ADHD, of which anxiety is identified as the
most prevalent, affecting 40% of young individuals with ASD (van Steensel et al., 2011). As cognitive
behavioural therapy (CBT) is recommended as a first-line treatment for anxiety, depression and OCD
by NICE, and there is an evidence base for the effectiveness of its use in reducing symptoms of these
mental health problems (Butler et al., 2006), young people with autism presenting these comorbid
conditions could benefit from receiving CBT (Roughan et al., 2019). There is also evidence for the
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use of medication to treat all four of these conditions, such as antidepressants for depressive symp-
toms or stimulants for ADHD (i.e., to help focus attention), which indicates that individuals with ASD
could benefit from a referral to receive medication (Bandelow et al., 2012; NICE, 2018; Vaughan
et al., 2012). However, if a young person has an autism diagnosis, their comorbid conditions are
often labelled as ‘just the autism’ and the individual may be denied a referral to receive extra support
(Timimi, 2021). Additionally, if a one-to-one talking therapy such as CBT is employed, it must be
adapted to be suitable for someone with autism for them to engage with treatment, such as by employ-
ing more concrete language to accommodate for rigid thinking patterns and using visual aids (e.g.,
pictures or diagrams) owing to the strong visual skills and communication deficits of people with
ASD (American Psychological Association, 2013; Flanagan et al., 2015; Mesibov & Shea, 2010).
Yet, no specific adapted CBT intervention has been proposed and it has been argued that therapists
often lack the necessary awareness of autism to make appropriate adaptations (Cooper et al., 2018;
Howlin, 2010). This often leaves comorbid conditions to escalate, which puts an additional strain on
the family home and could result in a referral to FT if no early FT support has been provided (Cadman
etal., 2012).

The current study is a clinical service evaluation which attempts to extend the previous litera-
ture by adopting a descriptive methodology to examine the support families of young children and
adolescents with ASD who had been referred for FT received through the NHS. The specific aims
were (1) to identify the proportion of young people with a diagnosis of ASD who had been referred
to a FT service within a Midlands NHS Trust across a 2-year period and to ascertain the presence of
any comorbid conditions and (2) to examine the support these cases received through this NHS Trust
(i.e., from the FT service, from the ND service and for the treatment of comorbid conditions). To
date, few studies have investigated the proportion of ASD cases that have been referred to a particular
FT service and the nature of support these families have received through the NHS, which makes
it difficult to improve the delivery of care for families with a young person with autism. Thus, this
study could have important clinical implications as it could increase understanding of the assistance
that families of young individuals with ASD could benefit from receiving through NHS services to
enhance family functioning following a diagnosis.

METHODOLOGY
Participants

A total of 144 children and adolescents (101 females, 43 males; age range = 9.5-19.3 years; M = 15.3,
SD = 2.2) who were referred to receive FT within the Trust between January 2019 and December
2020 were considered for inclusion in this service-related report. Inclusion criteria were children and
adolescents with a formal diagnosis of ASD as recognised by the NHS and measured in accordance
with the Diagnostic and Statistical Manual of Mental Disorders-5 (DSM-5) criteria using a combina-
tion of the two gold-standard assessments for diagnosing autism, the ADI-R and ADOS-2 (American
Psychological Association, 2013; Lord et al., 1994, 2012). Comorbid conditions were not excluded.
As young people with a diagnosis of autism were selected, it was not possible to randomly sample
participants, but rather purposive, non-random sampling was employed. Although this could limit
external validity, the focus of this service evaluation was not generalisability, but rather clinical impli-
cations and identifying ways of improving the quality of care provided by this NHS Trust for families
of young people with ASD.

85U80| 7 SUOWILLOD BA IR0 3|qedl|dde 3y} Ag peusenoh ae S9iLe YO '8sn JO S9IN 104 ARIG1T8UIIUO AB]IAA UO (SUOPUOD-PUB-SLLBIALIOD A8 |IMAle.q 1o JUO//SHNLY) SUORIPUOD PUe SULB | 84} 88S *[2202/0T/TZ] Uo Ariq1Tauliuo AB|IM 881 Ad 6TYZT L2y9-29vT/TTTT OT/I0p/W00" A3|ImAelq 1|puljuo//Sdiy Woj pepeojumoa ‘0 ‘22v9.9rT



ARE FAMILIES SUPPORTED TO COME TO TERMS WITH AN AUTISM DIAGNOSIS? 5

Ethical considerations

In line with the NHS Confidentiality Code of Practice (Department of Health, 2003), each young
person (or parent or guardian for individuals with an impaired capacity to provide consent, i.e.,
participants under 16 years old or with a disability) was fully informed upon entry to the service that
some personal information would be recorded for the provision of appropriate care and for inclu-
sion in the publication of clinical evaluations or audits to enhance service provision (Department
of Health, 2003). Participants were also notified that clinical evaluations would remain anonymous
to promote beneficence and reduce the risk of harm to the young person (British Psychological
Society, 2018). Further, to respect each participant's right to confidentiality and to ensure data
were stored securely in accordance with the General Data Protection Regulation (GDPR), each
young person was assigned a code number in place of their name in the data file. Any identifiable
data were only stored on an NHS secure laptop in an encrypted and password-protected file, was
not made available to anyone outside of the FT service, and was destroyed after completion of the
report.

Design and materials

The design of the study was a retrospective service evaluation. All data employed were collected
from an electronic patient record (EPR) for each participant using the NHS system CareNotes from
April and May 2021. All information had been recorded previously as part of routine treatment and
no additional measures (e.g., interviews or questionnaires) were delivered to the participants. As no
formal measures were included, it was not possible to provide information on reliability and validity,
but rather the accuracy of the data was dependent on the extent to which client information had been
recorded consistently by healthcare professionals and extracted correctly by the first author of this
service evaluation.

Procedure

Each referral made to the FT service over a 2-year period was searched individually by the first author
of this report by accessing the EPR for each case using the participant's NHS number on CareNotes.
Information regarding demographics (e.g., age and sex) and ASD diagnostic status was extracted for
all 144 participants to identify referrals with a diagnosis of autism. Once the proportion of FT referrals
with an ASD diagnosis had been identified, a second stage of data extraction took place for partici-
pants with autism only. Each EPR was accessed for a second time to examine the ASD participants in
more detail. The following information was collected: the presence of co-occurring conditions (i.e.,
anxiety, depression, OCD or ADHD); if the FT referral had progressed to treatment or was considered
inappropriate; if the family had received support from the ND service in terms of ASD diagnos-
tic assessments or post-diagnostic support; and if the young person had received treatment for their
comorbid conditions through this particular NHS Trust (i.e., CBT or medication). Data were collected
by extracting the necessary information and searching for a list of keywords using the Control + F
function within the clinical notes for each case (see Appendix 1, Table Al for list of keyword search
terms).
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RESULTS
Data analysis

Data were analysed using descriptive statistics because the purpose of the study was to describe a
sample of ASD cases from a particular FT service in detail rather than to draw conclusions by making
comparisons across time or groups and so inferential statistical significance tests were not performed
(Tabachnick & Fidell, 2019). This choice of analysis was also appropriate because the data were cate-
gorical in nature: the number of participants falling into each of a distinct number of categories was
extracted from each participant's EPR on CareNotes and then tallied up to reach a set of totals (i.e.,
frequencies) which were converted to proportions using percentages. This produced frequency-based
data, which limited the range of analyses that could be performed in comparison to continuous data
(i.e., data that can take on any value on a scale from which mean values can be calculated) (Field, 2018).

Proportion of FT referrals with a diagnosis of ASD

The first step was to identify the proportion of referrals to this particular FT service who met diagnostic
criteria for autism, in line with the first aim of this service evaluation. Out of the total number of 144
referrals, 40 cases had a formal diagnosis of ASD (see Figure | for proportions). There was a relatively
even split of diagnosed cases referred each year: nineteen cases were referred in 2019 and twenty-one
were referred in 2020. Demographic characteristics for the ASD sample are presented in Table 1.

Presence of co-occurring conditions in ASD sample

The next step was to further address the first aim of the study by examining the amount of ASD refer-
rals to FT who were recorded as suffering from a co-occurring condition, focussing specifically on
anxiety, depression, OCD and ADHD. All ASD cases were reported as having symptoms of at least
one co-occurring condition, with 62.5% presenting two or more comorbidities. Anxiety was the most
common mental health problem, with 95% of participants reported as exhibiting anxiety symptoms.
This was followed by depressive symptoms, which were recorded for 35% of cases, and lastly OCD
behaviours, which were reported for 20% of the sample. With respect to ADHD, a comorbid diagnosis
was reported for 30% of ASD cases.

Support ASD cases received through the trust

The final stage was to explore the second aim of the project by examining the support the ASD sample
had received through this specific NHS Trust from the FT service, from the ND service and for the
treatment of coexisting conditions (i.e., CBT or medication).

Support from the FT service

The status of FT treatment was investigated to assess the support families of young ASD individuals had
received from the FT service in terms of whether the referral had progressed to treatment or was deemed
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28%

72%

O ASD diagnosis O No ASD diagnosis

FIGURE 1 Proportion of referrals to the FT service who met diagnostic criteria for ASD

TABLE 1 Demographic characteristics of ASD sample

Characteristic N =40
Age in years (M, SD) 15.6 (2.0)
Age range in years 9.5-18.8
Sex
Female (n, %) 23 (57.5)
Male (n, %) 17 (42.5)
Ethnicity
White British (n, %) 29 (72.5)
Other (n, %) 7 (17.5)
Missing (n, %) 4 (10)

inappropriate. The results showed that FT treatment had started or was completed for 40% of cases, with
a further 22.5% on the waiting list to receive treatment. For the remaining 37.5% of cases, the referral
was considered unsuitable, either by the team or the family themselves, and closed by the service.

Support from the ND service

The support the ASD sample received from the ND service in terms of diagnostic assessments for
autism or post-diagnostic groups (i.e., psychoeducation groups for parents and telephone clinics) was
also examined. Out of the total ASD sample, just under half (n = 19) were diagnosed through the
ND service, whilst the remaining twenty-one cases received their diagnosis prior to entry to this
specific NHS Trust. Fifteen of the ASD cases that were diagnosed through the ND service were
discharged immediately after receiving the diagnosis and only four families opted-in for and received
post-diagnostic support (see Figure 2 for proportions). For individuals who were diagnosed elsewhere,
only five out of twenty-one families attended a post-diagnostic group through the ND pathway. Thus,
only 22.5% of the total ASD sample received support for their diagnosis through this particular ND
service.
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Support for co-occurring conditions (i.e., CBT or medication)

The number and proportion of the ASD sample who received, or were referred for, CBT or medication
for their co-occurring conditions through the Trust were also investigated and are presented in Table 2.
Out of the forty FT referrals, 45% of cases were reported as having received or been referred for CBT.
Anxiety symptoms were the most common reason for referral, followed equally by depressive symp-
toms and OCD behaviours (see Table 2). No case notes mentioned the need to adapt CBT for use with
ASD. With respect to medication, 60% of the participants were recorded as receiving medication for
the treatment of their coexisting conditions: 37.5% received anti-depressants for anxiety, depression
or OCD and 22.5% received stimulants for ADHD (see Table 2). Out of the four comorbid conditions
examined in this study, ADHD was the most frequent reason for receiving a prescription for medication.

DISCUSSION

The aim of the present study was to extend the previous literature to examine the proportion of young
people with a diagnosis of autism who had been referred to a particular FT service and the support these
families received through one NHS Trust. The findings showed that a number of families living with a
young person with ASD were referred to receive FT. This forms one of the initial service evaluations
to show that a high proportion of ASD cases are being referred to FT services and indicates, in line
with the previous literature, that the lack of post-diagnostic support for families to come to terms with a
young person's autism diagnosis, in conjunction with the complex mental health backgrounds of these
families, can put a strain on family functioning (McKenzie et al., 2020; Roberts et al., 2014; Roughan
etal., 2019; Spain et al., 2017). Each of the ASD cases were also reported as suffering from a comorbid
condition, with anxiety identified as the most common. This high prevalence of co-occurring conditions
is consistent with the pattern of comorbidities identified in existing research (NICE, 2013; van Steensel
et al., 2011), although anxiety symptoms were slightly overrepresented in the current sample. As there
is evidence in the literature to suggest that the presence of coexisting disorders further compounds the
young person's difficulties and exacerbates the pressure on the family home (Cadman et al., 2012), this
could explain why many ASD cases in this sample ended up receiving a referral for FT.

21%

79%

OOpted in for and received post-diagnostic support ODischarged immediately

FIGURE 2 Proportion of ASD sample diagnosed through the ND service who were discharged immediately or
opted-in for and received post-diagnosis support.
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TABLE 2 Number and proportion of ASD sample who received or were referred for CBT or medication for the
treatment of their co-occurring symptoms

N =40

CBT

Anxiety symptoms (1, %) 8 (20)

Depressive symptoms (1, %) 5(12.5)

OCD behaviours (1, %) 5(12.5)

None (1, %) 22 (55)
Medication

ADHD (n, %) 9 (22.5)

Anxiety symptoms (1, %) 7(17.5)

Depressive symptoms (7, %) 6 (15)

OCD behaviours (n, %) 2(5)

None (n, %) 16 (40)

It is also clear from the results that the nature of support received by families of young individuals
with ASD through this NHS Trust was largely unsuitable. With respect to the FT service, almost as many
referrals were considered inappropriate as the number that had started or completed treatment, which
indicates that several families could be left without any FT support if they are not routinely offered a FT
intervention following an autism diagnosis. A portion of autism cases were also on the FT waiting list,
which implies that the FT service is overstretched with balancing the provision of care for both their ASD
and non-ASD caseload. The growing prevalence of autism (Happé & Frith, 2020; Roman-Urrestarazu
et al., 2021) could further increase pressure on this service if families continue to be referred to FT for
support. With regards to the ND service, the findings revealed that an overwhelming majority of ASD
individuals who were diagnosed through the service were discharged immediately afterwards, with few
families receiving any post-diagnostic support (e.g., psychoeducation groups or telephone clinics). This
shows that families received limited assistance from the NHS service that contains specialists who are
trained to work with autism, which is consistent with previous evidence that families are often left unsup-
ported following a diagnosis (Crane et al., 2018; Roughan et al., 2019). In terms of the treatment of
co-occurring conditions, the results showed that a number of ASD cases received, or were referred for,
CBT or medication through this NHS Trust, which contradicts the suggestion in the literature that young
individuals with ASD often fail to receive support for their comorbidities owing to their difficulties being
recognised as autism rather than another condition (Timimi, 2021). However, there was no mention across
the case notes of adapting CBT for use with ASD, which indicates that the participants may not have been
able to respond fully to treatment (Cooper et al., 2018; Flanagan et al., 2015; Mesibov & Shea, 2010).

Implications for clinical practice

The results of the current study have important clinical implications as they indicate that young people
with autism and their families could benefit from receiving more support through health services,
such as NHS Trusts, immediately following a diagnosis. This could enable family members to develop
effective coping strategies to manage the young person's autism in the home alongside family mental
health problems and reduce the likelihood of a later referral for FT. A possible recommendation
would be for ND services to receive additional funding to work not only as diagnostic facilities for
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autism, but also to include a programme of intervention support for families and the young person
after a diagnosis. This could involve delivering a series of follow-up sessions (e.g., psychoeducation)
to assist families to come to terms with and understand the child's diagnosis, rather than offering
post-diagnostic support solely on an opt-in basis. As ASD individuals often experience difficulty with
changes in routine (American Psychological Association, 2013), this consistency of the same service
with the same professionals could alleviate distress in the young person.

A programme of early intervention FT support, such as SAFE (McKenzie et al., 2020), could also
be offered to families soon after a diagnosis to improve communication between family members and
enhance family functioning. If more early support for families was provided, this could reduce later
pressure on FT services. It could also be important for health services in the UK to carefully consider
which services would provide this post-diagnostic FT support. A possible option could be to extend
ND services to include a group of family therapists who are trained to deliver FT interventions (e.g.,
SAFE) to ASD families as part of routine practice following a diagnosis. Further, as the NHS is over-
whelmed with ASD assessments, families could also benefit from some pre-diagnostic FT support
while they are waiting, to either identify families for which an ASD diagnosis could be unsuitable to
help reduce the growing prevalence of the disorder, or to assist families in understanding how to adjust
family patterns to accommodate a possible autism diagnosis.

An additional implication for clinical practice is that if young individuals with ASD are referred to
receive mental health support for a co-occurring condition, they could benefit from having access to special-
ised support for people with ASD. A particular recommendation would be for health professionals, such
as psychologists, to receive training in how to adapt CBT for use with young people with ASD to accom-
modate for their particular strengths (e.g., visual skills) and deficits (e.g., communication impairments)
(American Psychological Association, 2013; Flanagan et al., 2015; Mesibov & Shea, 2010). This could
enhance the ability of individuals with autism to engage with treatment and alleviate their co-occurring
difficulties which are reported to put an additional strain on the family home (Cadman et al., 2012).

Limitations and future research

It is also important to consider limitations of this service evaluation. One criticism is that the focus of
this study was to examine autism referrals to a FT service within one specific NHS Trust, which makes
it difficult to know if the proportion of referrals and the pattern of ASD treatment parallels with other
NHS settings. Further studies should be performed across other NHS Trusts to ascertain if the clinical
implications and recommendations for ASD support are similar. The present study also included FT
referrals made during the Coronavirus (COVID-19) pandemic and so the proportions and pattern of
treatment might differ at another time period. In fact, it has been argued that young people with ASD
suffered from increased anxiety during the first UK lockdown (National Autistic Society, 2020), so it
is possible that COVID-19 could explain the inflated proportion of co-occurring anxiety in the present
sample. In addition, it was difficult to ascertain from each participant's case notes if their co-occurring
conditions were a formal secondary diagnosis or just symptoms of another disorder, which indicates
that the proportion of comorbidities in the study should be interpreted with caution. This has a recom-
mendation for service provision as it suggests that healthcare professionals should explicitly state
formal diagnoses in clinical reports. A further limitation is that the families of the young people with
ASD in this study were not interviewed so their perspective of the support offered following a diag-
nosis is missing from this evaluation. Future studies should consider conducting in-depth qualitative
interviews with families of young individuals with ASD who have been referred to receive FT to
consider how they experienced the support received following a diagnosis.
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CONCLUSION

This study extends the previous literature as it forms one of the initial service evaluations to examine
the support families of young people with autism who had been referred to FT received through one
NHS Trust. The findings clearly show that a large proportion of families with young individuals with
ASD were referred to FT, and that out of these referrals, a number did not receive FT, few families
were provided with post-diagnostic support from the specialist ND service, and if CBT was offered
there was no mention of adapting therapy for use with autism. Thus, it is possible to conclude that
families with a young individual with ASD were provided with insufficient support following their
child's autism diagnosis. This has important clinical implications for improving the post-diagnostic
ASD support provided for families in practice to reduce the impact of autism on the family system and
FT services in health services, such as the NHS.
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APPENDIX 1

TABLE A1 List of keyword terms for searching the clinical notes of each participant

Keywords

Autism, autistic, or ASD

Attention deficit hyperactivity disorder, attention, hyperactive, hyperactivity, or ADHD
Anxiety, anxieties, or anxious

Depression, depressive, or depress

Obsessive—compulsive disorder, obsess, compulsion, compulsive, or OCD

Family therapy, family therapist, or FT

Neurodevelopment, neuro, or ND

Medication or medicine

Cognitive behavioural therapy or CBT
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