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OVERVIEW
This thesis is submitted in partial fulfilment teetrequirements for the degree of
Doctor of Clinical Psychology (Clin.Psy.D) at thailersity of Birmingham. It is divided

into two volumes.

Volume | of the thesis represents the research oaeg; this is presented in the
form of three papers which are related to theitifa family where there is a child with a
diagnosis of Autism Spectrum Disorder (ASD). Thetfpaper is a review of the literature
critically examining interventions, delivered irgeoup format, for parents of children with
ASD. It explores parent, child and parenting outesrthat result from parents’
participation in a parent training or support greuphe second paper is an empirical paper
exploring the experience of living in a family wighchild with a diagnosis of ASD from a
parent and sibling perspective. These papers heste frepared according to the
requirements of the Journal of Autism and DevelapiadeDisorders. The third paper is a
public domain briefing paper which outlines thedfimgs from both the literature review
and empirical paper. This is intended for dissetionato a wider audience including those
who took part in the research.

Appendices are then provided giving details ofithierviews and some of the

analysis used within the empirical paper.

Volume II of the thesis represents the assessnig¢he @linical component of
training for the Clin.Psy.D; it contains five claal practice reports; reflecting the work
completed on placements. These include; CPR1 éhavoural and systemic formulation

of Carl who is an 11 year old boy with difficultieeping. CPR2 is a service evaluation of



the ability to deliver Cognitive Behavioural Theygi©BT) within the Choice and
Partnership Approach (CAPA) model. CPR3 is a cas#ysf a 79 year old woman
referred for Palliative Care Psychology. CPR4 ssngle case experimental design about
CBT formulation and intervention for a 33 year aldman with low self esteem and
learning disability. An abstract about CPR5, a cdady presentation of a 45 year old

male in Assertive Outreach, is also included.
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ABSTRACT

Background:

Parents of children with ASD frequently report ahiffities. Parents often deliver
interventions for their child within the family hanThis can lead to an increase in stress.
Interventions can be more successful when pareatess stressed. This study aims to
synthesise the literature assessing the effectdgeoktraining parents about interventions
in a group and offering support in a group. Outcsfioe parents, children and parenting

are reported.

Method:
Databases were searched from 1980-present dayggefgpmet the inclusion
criteria for the review. Twelve papers looked & #ffects of parent training programmes

whilst the other five reported on the outcomesoiwlhg support groups.

Conclusion:

The studies analysed had a variety of methodolbfyméations but suggested that
parenting groups can have an effect on parent ledya, and parenting. It is less clear if
they have an effect on the child with ASD. Furtresearch would be needed to strengthen

these conclusions.

Keywords

Autism Spectrum Disorder, parents groups, inteieanbutcomes
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INTRODUCTION

Autism spectrum disorder (ASD) is a neuro-developi@edisability that includes
diagnoses of Autism, high functioning Autism, Asgenr's syndrome, and Pervasive
Developmental Disorders not otherwise specifiedvViB5has now categorised these
diagnoses into one Autism Spectrum Disorder (Anagriésychiatric Association et al.,
2013). ASD is diagnosed in about one in a hundrdividuals; there are 133,500 children
with a diagnosis of ASD living in the UK (Nationaltistic Society, 2011).

Children with ASD struggle to understand how tdi@te play and to share
enjoyment with their peers. They have difficultiesocial situations, particularly in
conversations, and are likely to find it diffictdt read people’s intentions by their
language and gestures. In addition, they may digelpetitive behaviours and interests
(Fava et al., 2012). Behaviour problems have atemhwidely reported in individuals with
ASD (Tonge & Einfeld, 2003), with reports of distiye behaviour occurring in 50-70%
of children with ASD (Bearss, et al., 2013).

Low parenting efficacy, high parenting stress, ardgh prevalence of mental and
physical health problems have been reported impsuad children with ASD (Blacher &
Mclintyre, 2006; Eisenhower, Baker, & Blacher, 20R8rst & Hecke, 2012). Research has
focused on the effectiveness of interventionstierahild with ASD and the effect on the

parent.

Interventions
Management of the difficulties of a child with AS®often a priority. There are a

variety of Behavioural Interventions (i.e., AppliBéhavioural Analysis [ABA] (Dunlap,

15



Kern-Dunlap, Clark, & Robbins, 1991), Intensive aeloural intervention [IBI] and
Lovaas (Lovaas, 1987)) for children with ASD and thajority of these include the active
involvement of parents in the treatment delivergv@ et al., 2012). Parents of children
with ASD are frequently used in IBI programmes hsseathey have more contact with
their children than educators and clinicians, e @ontinue behavioural interventions
outside of clinician intervention hours (Fava ef 2012). As a result, parent training is a
high priority for the care of the child with ASDadg et al., 2012)

McConachie and Diggle (2007) systematically reviéwee available literature
assessing the effectiveness of parent-implementedventions for children with ASD.
The interventions reviewed were controlled studibsre a parent was delivering an
intervention to a child with ASD. Parents were sugd to deliver this training with
individual parental training. They reviewed 12 séisdand concluded that some
interventions showed improved child communicationreased maternal knowledge about
ASD, enhanced parent-child communication and ictem, and reduced maternal

depression. Length of intervention varied from léeks to 18 months.

Effects of intervention on the parent

ABA interventions are often recommended for indiats with ASD, but
Schwichtenberg and Poehlmann (2007) investigateeffiect of the ABA on the family.
The results showed that parents of children witibASsolved in ABA experienced
elevated symptoms of depression in comparisontengaof children with other
disabilities. In addition, they found that, as dhén got older, mothers reported fewer
depressive symptoms. More intervention hours laddthers reporting fewer depressive

symptoms but increased personal strain. More tmenasive interventions have been

16



linked with better outcomes for the child with A$Dsborne, McHugh, Saunders, & Reed,
2008).

Shine and Perry (2010) investigated whether the® am association between
parenting distress and progress in IBIl. They foarsignificant negative correlation,
indicating that higher parental distress was assediwith lower adaptive behaviour skills
post treatment, however, this correlation was snmzborne, McHugh, Saunders, and
Reed, (2008) found that larger improvements indrhit’'s adaptive behaviour post
treatment were reported in families where paresttalss was lower pre intervention. The
changes in adaptive behaviour were reported bynpaead therefore may be influenced
by their stress levels. However, reducing pareesstlevels may improve outcomes in
intervention programs (Osborne et al., 2008)

Parent training for parents of children with ASBsheeen conducted using a variety
of techniques, for example; group and individuairting, in homes and centres, using
manuals, curricular, video training and live instrans (Fava et al., 2012). Group
interventions have an important role and are dést®ve in the treatment of individuals
with learning disabilities (Matson, Mahan, & LoVajl2009).

Parents’ perceptions of groups were investigate@lifford and Minnes (2013).
They found that parents of children with ASD papiating in a support group described
positive experiences. Different attitudes were fbénom parents not currently involved in
support groups - those who felt they would be berafout had never tried them due to
difficulties with attendance, and those who haeldithem and found them not to be
beneficial. They concluded that focusing on theviddial needs of the parents might lead

to better support and more efficient use of comnyuisources.
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AIMS OF THE REVIEW

Parents of children with ASD have been reportefd¢e a number of challenges,
including being involved in delivering treatments their children. The purpose of this
review is to systematically describe and synthetsiseevidence in relation to the effect of
group interventions for parents of children with[AST his review will investigate three
areas of interest reported in the literature:

» Parent outcomes including
0 Understanding of ASD
o0 Mental health
* Child outcomes including
o Behaviour
o Communication
» Parenting outcomes including
o0 Perception of parenting
o Ability
o Parent — child interactions

This review considers the aims of the groups intaadto highlighting the

different outcomes reported in the literature. Tiethodological factors limiting the

conclusions are identified.

18



METHOD

Search Strategy
A literature search was carried out in March 204 g the following databases:

OVID PSYCHINFO, OVID EMBASE, OVID MEDLINE and WEB B SCIENCE to
identify articles reporting on the outcomes of granterventions for parents of children
with ASD. The search strategy involved three stsand

» Identifying interventions for parents deliveredaigroup setting

* Finding interventions that were evaluated for dffemness

» Ascertaining that the parents had a child withaggdosis of an ASD

To ensure that all relevant peer reviewed artislese found, electronic databases were
searched from 1980-2013. The term * was used ¢ovdlbr different word ending to be
included in the search eg, autis* would includeigtid and Autism. The OVID database
allows for search terms to be exploded (exp) ttuohe other relevant terms and mapped to
subject headings, therefore two different seargbere performed: one in OVID where exp
was used (Table 1) and in WEB OF SCIENCE whereag not (Table 2). In addition it
should be noted that adj2 is used to search ferma within two words of another term.
The terms were generated by looking at the keywiordslevant articles and refined for

inclusion based on how useful they were in gensgatppropriate articles when included.
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Table 1. Search Strategy Used in OVID Databases

Intervention Outcome Diagnosis
exp parent AND (exp AND exp “treatment outcomes|{ AND exp Autism
“group intervention” or OR (outcome* or

exp “family intervention” success* or efficacy* or

or exp intervention or effective*) OR

“group intervention” or (evaluation or “course

psychoeducation” or evaluation” or exp

“support groups”) “program evaluation” or

OR “parent training” OR “treatment effectiveness

[parent* adj2 (program,* evaluation”)

or train* or grou* or

educati* or cousel* or The above
course*)] entered as
The above entered as The above entered as keywords in

keywords in abstract, title
table of contents and

subject headings

keywords in abstract, title
table of contents and

subject headings

abstract, title,

table of contents

and subject

headings
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Table 2. Search Strategy Used in WEB OF SCIENCE Dabase

Intervention Outcome Diagnosis
Parent* and group and | AND “treatment outcomes” OR AND Autis* or
("intervent*" or "family outcome* OR success* Asperg* or ASD
intervent*" or "counsel*" OR efficacy* OR
or "train*" or effective* OR “treatment
"psychoeducat*" or effectiveness evaluation”

"support") OR evaluat* OR “course

evaluat*” The above
The above entered as The above entered as entered as
keywords in topic keywords in topic keywords in title

Inclusion and Exclusion Criteria

All methodological approaches were included inghaly. Inclusion and exclusion
criteria can be seen in table 3. To ensure thgtr@i peer review articles were considered,
a number of articles were excluded. These incluligsertation abstracts, book chapters
and articles not published in English. All othelides were included and the

methodological limitations of these will be disceds
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Table 3. Inclusion and Exclusion Criteria

Inclusion Criteria Exclusion Criteria

Studies were selected for inclusion if they Interventions were delivered but outcomes were
carried out a group intervention for a parent ¢ not reported
child with ASD and measured an outcome

following this group

Group intervention package was delivered to @Parents and child participated in the same
parent of a child with ASD and may have training group for the whole package
included individual sessions as part of the

package

A small number of parent and child group Parent group was part of a larger treatment
sessions may also have been included in the programme

package
Studies were included if the child was also  Parents of children with ASD were included in
receiving intervention groups including other diagnoses and the effects

for parents of ASD was not separately analysed.

Abstracts generated from the database searchesuereened for appropriateness.
Full-text articles where parent groups were ingeggd were then scrutinised for eligibility

using the above in/exclusion criteria (Figure 1).
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*Records identified through database scree )
*PSYCHINFO (n= 24¢
*EMBASE (n=290
*MEDLINE (n=75]

[o[=1g1ujile=11fe]g] *WEB OF SCIENCE (n=16:

*Additional records identified through references (i

sArticles kep (n=742)
*PSYCHINFO (n=21
*EMBASE (n=10
*WEB OF SCIENCE (n=¢
*MEDLINE (n=0)

_/
*Records screened (n=7 ) * Records exclude]

 Full articles
excluded base

*Full Text articles assessed for eligibil on criteria (n=0)
(n=37)

*Studies included (n=1 J

Figure 1. Flow diagram depicting flow of information through the systematic
review
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Details of papers included in review

Seventeen articles were identified for the systemaview. Full text articles were
retrieved through University of Birmingham electiojournals access or by contacting the
author directly. There were two types of interventiparent training groups and support
groups. Table 4 contains a summary of the papeedlidg country, type of intervention,
aims of the study, research design and sample BMoee detailed summaries for each
paper; including: the sample size, methodology,suess used to assess the outcomes and
methodological limitations and an indication of alinioutcomes are reported can be found

in Appendix A.
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Table 4. Summary Table of Studies Included in the Bview

Author(s) & Year Country Type of Group Aims Method Participants
Bitsika & Sharpley Australia Support Evaluate the effects of an Mixed methods Case series
(1999) information counselling group for analysis
parents of children with ASD
Bitsika & Sharpley Australia Support Reduce anxiety and depression favlixed methods  Case series n=11
(2000) parents of children with ASD analysis
through delivery of a direct stress
management group
Blackledge & Australia Support To see whether Acceptance and Quantitative Case series n=20
Hayes (2006) Commitment Therapy (ACT) migh analysis
be included as support for parents
of children with ASD
Farmer & Reupert Australia Support Increase understanding of child Mixed methods Retrospective  n=98
(2013) with ASD, increase parenting Case series
confidence, decrease feelings of analysis
isolation, decrease anxiety
Khosroshahi, et.  Iran Training Evaluate the Little Bird program  Quantitative Randomised n=16
al.(2010) against a control group for Controlled Trial
behavioural change in children wit
ASD
Mcintyre, (2009) USA Training Is Incredible YeararBnt Training Quantitative Randomised n=44
(IYPT) more effective than usual Controlled Trial
care in adapting parenting styles?
Okuno et al. Japan Training Evaluation of a shortened parent Quantitative Case series n=13
(2011) training programme designed for analysis
parents of children with ADHD
Pillay, et al. (2011) UK Training Evaluate the Astit Spectrum Quantitative Case series n=79
Condition Enhancing Nurture and analysis
Development Programme
(ASCEND)
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Table 4 Summary Table of Studies Included in the Reew - Continued

Author(s) & Country Type of Group Method Participants
Year
Reed et al. (2009° USA Training Evaluation of a pilot study Quantitative Case series
investigating the impact of a analysis
parent group about sleep
interventions for insomnia
Roberts & UK Training Evaluation of the Incredible YearQuantitative Case study n=8
Pickering (2010) Parenting Programme modified
for ASD
Roberts et al. Australia Training Investigate the differences Quantitative Randomised n=84
(2011) between a home based Controlled Trial
intervention programme and
centre based programme with
parent training group in
comparison to control group
Schultz, et al. USA Training Evaluation of the addition of a  Quantitative Case control n=16
(2012) social competence intervention study
for parents in comparison to
group for adolescents alone
Stahmer & Gist USA Training Investigation into the added Quantitative Case control n=22
(2001) benefit of a parent support groug study
to Pivotal response training
Tonge et al. Australia Support and Comparison of Parent Education Quantitative Randomised n=105
(2006) Training and Behaviour management Controlled Trail

(PEBM), parent education and
counselling (PEC) and control

group
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Table 4 Summary Table of Studies Included in the Reew — Continued

Author(s) & Year Country

Method

Participants

Venker et al. Training

Investigate whether parents of a Quantitative

Randomised

(2012) child with ASD can learn to Controlled Trial
implement verbal responsivenes:
to facilitate language developmel
Wang, (2008) China Training Evaluate the impacparent Quantitative Randomised n=27
interactive skills of a Controlled Trial
comprehensive parent training
programme for teaching children
with ASD
Whittingham, et al. Australia Training Efficacy of Triple P for parents of Quantitative Randomised n=59
(2008) children with ASD Controlled Trial
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Evidential Quality

To rate the quality of each article, an assesstoehivas used to review each
study. The “Quality Index” was chosen as it allavgrofile of the paper to be developed
which alerts the reviewer to methodological stresgind weaknesses (Downs & Black,
1998). This tool consists of 27 items relatingte teporting, validity and power of the
study and provides comprehensive coverage of thie dzenains in a quantitative study. In
addition, the NICE (2005) criteria were utilisedréde the type of evidence based on the
methodological approach used. There are four lexfedsidence ranging from 1 for
randomised control trial, through 2 for cohort séisdto level 3 for non-analytic studies
(case reports) and finally level 4 expert opinidbable 5 provides an overview of the
Quality Index and NICE Criteria using traffic ligbdding to highlight strengths and
weaknesses. Using the Downs and Black (1998) ijtpapers were critiqued for quality:
red indicates problems identified, amber is andation of minor problems and green
indicates good adherence to the criteria. A trdifjlot system was chosen over an overall
score numerical system as this is likely to hideittiernal strengths and weaknesses of a

paper and skew the perspective of the reader.
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Table 5. Quality of the Evidence (Support interveribns)

2

1

NICE rating

3

Did the study have sufficient power to detect aichlly important effect where the
probability value for a difference being due tortriis less than 5%7?

Were losses of patients to follow-up taken intooaet?

Was there adequate adjustment for confoundingdrattalyses from which the main
findings were drawn?

Was the randomised intervention assignment congéale both patients and health
care staff until recruitment was complete and woable?

Were study subjects randomised to interventiongsdu

Were study subjects in different intervention ge(pials and cohort studies) or wer
the cases and controls (case-control studies)itedraver the same period of time?

1]

Were the patients in different intervention gro{pisls and cohort studies) or were
the cases and controls (case-control studies)itedritom the same population?

Were the main outcome measures used accurate éraliceliable)?

Was compliance with the intervention/s reliable?

Were the statistical tests used to assess theauinmes appropriate?

In trials and cohort studies, do the analyses afjuslifferent lengths of follow-up of
patients, or in case-control studies, is the timégol between the intervention and
outcone the same for cases and contr

If any of the results of the study were based aiddiredging”, was this made clear?

Was an attempt made to blind those measuring tlie @oigcomes of the intervention

P

Was an attempt made to blind study subjects tinteevention they have received ?

Were the staff, places, and facilities where théepsgs were treated, representative o
the treatment the majority of patients receive?

f

Were those subjects who were prepared to parteiggresentative of the entire
population from which they were recruited?

Were the subjects asked to participate in the stepsesentative of the entire
population from which they were recruited?

Have actual probability values been reported @@B5 rather than <0.05) for the
main outcomes except where the probability valless than 0.001?

Have the characteristics of patients lost to follgvbeen described?

Have all important adverse events that may be aamprence of the intervention bee
reported?

h

Does the study provide estimates of the randonabiity in the data for the main
outcomes?

Are the main findings of the study clearly desadbe

Are the distributions of principal confounders ach group of subjects to be
compared clearly described?

Are the interventions of interest clearly described

Are the characteristics of the patients includeth@study clearly described?

Are the main outcomes to be measured clearly destin the Introduction or
Methods sections?

Is the hypothesis/aim/objective of the study cleddscribed?

cCle@O0®@ O @@ ® @6 O © 000 @6 OC|lo®@ © © 0 o o0 0°

@ e0ocjeeje| e e e e 0 o eee @ eeo o o |ee e oe |3

e @0 ®@ @@ @@ 0@ 0|00 000 ©@ 0600 O ©@ @O © 00 3
@ @00 ®@ ©6® @ € ® O| O @00 0| @ 0|00/ @ 06/O |©® 0 °
0@ 0@ O @ © 6 ©@ © © 00 0| @ O0|0O0O|OC |©@ 0/ © o o

Bitsika & Sharpley, (1999)
Bitsika & Sharpley, (2000)

Blackledge & Hayes (2006) @ | @ @|0|@ @/ ®@ |®@ @ @@ | 0|0 @l@/@| ©@ Ol@elo|® |0 |0e/® |0 @@ |3

Farmer & Reupert (2013)
Stahmer & Gist (2001)
Tonge et al. (2006)
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Table 5 continued Quality of the Evidence (Trainingnterventions)

2

NICE rating

Did the study have sufficient power to detect aichlly important effect where the
probability value for a difference being due tortriis less than 5%7?

Were losses of patients to follow-up taken intooaet?

Was there adequate adjustment for confoundingdrattalyses from which the main
findings were drawn?

Was the randomised intervention assignment congéale both patients and health
care staff until recruitment was complete and woable?

Were study subjects randomised to interventiongsdu

Were study subjects in different intervention ge(pials and cohort studies) or wer
the cases and controls (case-control studies)itedraver the same period of time?

1]

Were the patients in different intervention gro{pisls and cohort studies) or were
the cases and controls (case-control studies)itedritom the same population?

Were the main outcome measures used accurate éraliceliable)?

Was compliance with the intervention/s reliable?

Were the statistical tests used to assess theauinmes appropriate?

In trials and cohort studies, do the analyses afjuslifferent lengths of follow-up of
patients, or in case-control studies, is the timégol between the intervention and
outcome the same for cases and conti

If any of the results of the study were based aiddiredging”, was this made clear?

Was an attempt made to blind those measuring ttire @oigcomes of the intervention

P

Was an attempt made to blind study subjects tinteevention they have received ?

Were the staff, places, and facilities where théeptgs were treated, representative o
the treatment the majority of patients receive?

f

Were those subjects who were prepared to parteiggresentative of the entire
population from which they were recruited?

Were the subjects asked to participate in the stepsesentative of the entire
population from which they were recruited?

Have actual probability values been reported @@B5 rather than <0.05) for the
main outcomes except where the probability valless than 0.001?

Have the characteristics of patients lost to follgvbeen described?

Have all important adverse events that may be aemprence of the intervention bee
reported?

h

Does the study provide estimates of the randonabiity in the data for the main
outcomes?

Are the main findings of the study clearly desadbe

Are the distributions of principal confounders ach group of subjects to be
compared clearly described?

Are the interventions of interest clearly described

Are the characteristics of the patients includeth@study clearly described?

Are the main outcomes to be measured clearly destin the Introduction or
Methods sections?

Is the hypothesis/aim/objective of the study cleddscribed?
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Table 5 continued Quality of the Evidence (Traininginterventions RCT)

1

NICE rating

1

Did the study have sufficient power to detect aichlly important effect where the
probability value for a difference being due tortris less than 5%7?

Were losses of patients to follow-up taken intooaet?

Was there adequate adjustment for confoundingdrattalyses from which the main
findings were drawn?

Was the randomised intervention assignment congéalm both patients and health
care staff until recruitment was complete and wcable?

Were study subjects randomised to interventiongsdu

Were study subjects in different intervention ge(pials and cohort studies) or wer
the cases and controls (case-control studies)itedraver the same period of time?

1]

Were the patients in different intervention gro{pisls and cohort studies) or were
the cases and controls (case-control studies)itedristom the same population?

Were the main outcome measures used accurate &raliceliable)?

Was compliance with the intervention/s reliable?

Were the statistical tests used to assess theauiomes appropriate?

In trials and cohort studies, do the analyses afjusglifferent lengths of follow-up of
patients, or in case-control studies, is the timéqgol between the intervention and
outcome the same for cases and conti

If any of the results of the study were based atddiredging”, was this made clear?

Was an attempt made to blind those measuring tlie eoigcomes of the intervention

Was an attempt made to blind study subjects tinteevention they have received ?

Were the staff, places, and facilities where theepgs were treated, representative o
the treatment the majority of patients receive?

i

Were those subjects who were prepared to parteiggresentative of the entire
population from which they were recruited?

Were the subjects asked to participate in the stepsesentative of the entire
population from which they were recruited?

Have actual probability values been reported @@B5 rather than <0.05) for the
main outcomes except where the probability valless than 0.001?

Have the characteristics of patients lost to follgvbeen described?

Have all important adverse events that may be aemprence of the intervention bee
reported?

h

Does the study provide estimates of the randonabiity in the data for the main
outcomes?

Are the main findings of the study clearly desadbe

Are the distributions of principal confounders ach group of subjects to be
compared clearly described?

Are the interventions of interest clearly described

Are the characteristics of the patients includethéstudy clearly described?

Are the main outcomes to be measured clearly destin the Introduction or
Methods sections?

Is the hypothesis/aim/objective of the study cleddscribed?
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METHODOLOGICAL REVIEW

As part of the critical appraisal, methodologicalitations were considered for all
studies included in the review. These methodoldgssaies will be outlined here prior to

presenting the findings for each of the areastef@st in the following chapter.

Methodology

The majority of the studies reviewed used a quainté methodology in order to
assess the effects of a parent group interventieh4). The other three papers utilised
mixed methods designs, with two of these using tiizdive data to report the effect of the
group and qualitative data for evaluation. Sevaaduandomised controlled trials (RCT)
to investigate the effectiveness of a parent giotgrvention in relation to another
intervention or a control group or both (Khosrostedtal., 2010; Mcintyre, 2009; Roberts
et al., 2011; Tonge et al., 2006; Venker et al,2Wang, 2008; Whittingham et al.,
2008). Seven studies employed a case series antdyisivestigate the effects of a number
of groups over time (Bitsika & Sharpley, 1999; 20Blackledge & Hayes, 2006; Farmer
& Reupert, 2013; Okuno et al., 2011; Pillay et2011; Reed et al., 2009) with one of
these using retrospective case file data (Farm@e&pert, 2013). Two studies utilised
case control designs (Schultz et al., 2012; Staléh@ist, 2001) and one was a case study

design evaluating the effect of one group (Rob&r&ckering, 2010).

Interventions

Twelve of the studies investigate the impact oaeept behavioural training

programme (Khosroshahi et al., 2010; Mcintyre, 2@uno et al., 2011; Pillay et al.,
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2011; Reed et al., 2009; Roberts & Pickering, 2@Rdherts et al., 2011; Schultz et al.,
2012; Tonge et al., 2006; Venker et al., 2012; Wa0§8; Whittingham et al., 2008); two
of these used the Incredible Years training pnogna (Mcintyre, 2009; Roberts &
Pickering, 2010). The other five studies investgahe effect of support, information or
therapeutic groups which will be referred to throogt as support groups as their aim was
not to provide specific training (Bitsika & Sharp]e999; 2000; Blackledge & Hayes,

2006; Farmer & Reupert, 2013;Stahmer & Gist, 2001).

Recruitment

Methods used to recruit participants varied betweerrandomised controlled
trials. Some of the RCTs employed rigorous randatiae procedures which included
using a computer algorithm run by a statisticianrder to blind experimenter to
intervention (Roberts et al., 2011). Others used fandom designs: one study randomly
allocated to the group but matched control grouigpants (Khosroshahi et al., 2010)
and another matched families prepared to partieiftaeach other, before allocating
alternately to group by randomly drawing namesada hat (Whittingham et al., 2008).

Recruitment methods also varied, with three studieruiting through special
schools (Bitsika & Sharpley, 1999; 2000; Schultalet2012). In five studies participants
had been referred for treatment (Farmer & Reugéit3; Khosroshahi et al., 2010;
Roberts et al., 2011; Roberts & Pickering, 201mdmet al., 2006) and a further two
recruited via clinics (Okuno et al., 2011; Stahi&e&sist, 2001). Another method of
recruitment was targeting families of children wkBD by letter (Blackledge & Hayes,
2006) or through early intervention providers (Mghe, 2009). Multiple methods were

used in three studies; medical centre, clinic amdraunity (Reed et al., 2009),
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advertisement in media and research website (W2Gg), adverts, support associations
and school newsletter (Whittingham et al., 2008 Tinal recruitment method was
through participation in another study (Venkerlgt2012).

The duration of the recruitment process also vareveen studies; with some
studies it was clear that they had recruited @irtparticipants over the same time frame,
these are evaluated in green in table 5 “Were ssudjects in different intervention groups
(trials and cohort studies) or were the cases anttas (case control studies) recruited
over the same period of time?”. When the studieslired recruitment via referral or
multiple deliveries of the same intervention, theatdion of recruitment is often not
specified in the paper (indicated in table 5 bydbur amber, as caution should be used
when evaluating the quality of the recruitment roeltised). Two studies made it clear
that recruitment took place over a number of y@aasmer & Reupert, 2013; Roberts et
al., 2011), whilst one study retrospectively anati/data from the files of previous
attendees in a clinic group therefore the procésgsctusion involved the availability of the

information to the author (Pillay et al., 2011).

Fidelity to treatment

Another potential methodological limitation wasdidy to the treatment
intervention,; this took two forms, adherence tophesnt group training package and
attendance of participants in the groups. Of e studies that investigated the effect
of a parent training group, five controlled for adénce to the programme. This involved
randomly selecting parts of the programme and usmgnbiased interpreter to test for
fidelity (MciIntyre, 2009; Okuno et al., 2011; Rotseet al., 2011; Schultz et al., 2012;

Tonge et al., 2006). Another way delivery was Kephful to the programme was through
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the use of a manualised package; three furtherestwded this approach (Khosroshahi et
al., 2010; Roberts & Pickering, 2010; Wang, 20@®)e study deviated from the
manualised plan in order to add extra individuakgmns to achieve parental competence in
the treatment (Whittingham et al., 2008). In theeotstudy, the programme was changed
between sessions following feedback from partidipamd was delivered by different
facilitators (Pillay et al., 2011). One study désed using a fidelity assessment and
reported good fidelity to the treatment whilst aleporting to adapt treatment as per the
group’s request (Venker et al., 2012). The finatgtdid not test for fidelity and tailored
treatment programmes to the individual needs otttile with ASD (Reed et al., 2009).

Attendance was another risk to fidelity of therrag as parents would not have
received the full training package if they missedssons. Rates of participant attendance
were not reported in nine of the papers investiggtine effect of a training group
(Khosroshahi et al., 2010; Mcintyre, 2009; Pillayak, 2011; Reed et al., 2009; Roberts &
Pickering, 2010; Tonge et al., 2006; Venker et28)12; Wang, 2008; Whittingham et al.,
2008). Attendance was also not reported in onbefive papers investigating the effect of
a support group (Stahmer & Gist, 2001). In papep®rting attendance rates, these varied
from an average of 62% - 94%, with one paper rampgarticipation as low as 25% for
one attendee in a training programme (Bitsika &rBlegy, 1999; 2000; Blackledge &

Hayes, 2006; Farmer & Reupert, 2013; Okuno ek@lll; Schultz et al., 2012).

Group format
Delivery of the groups was variable between stydas of the studies ran
interventions in a partial group format which irtdal one to one interventions as part of

the intervention (Khosroshahi et al., 2010; Toagal., 2006; Venker et al., 2012; Wang,
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2008), and one also included small group sessi¢tmshvincluded the child with ASD
(Tonge et al., 2006). A further three studiesudeld a separate intervention for the
children with ASD and compared the addition of augrto treatment of the children alone
(Roberts et al., 2011; Schultz et al., 2012; Stak8n@ist, 2001). The rest of the studies
only delivered training or support in a full grofggmat, although two reported providing
additional support outside the group (Bitsika & Gy, 1999; 2000). Size of group also
varied between studies but they tended to be syralips with the largest group being for

16 parents.

Measures

There were three papers which reported using aalig @and reliable measures to
investigate the effectiveness of the group (Khdsabset al., 2010; Mclintyre, 2009;
Schultz et al., 2012). Another two papers did uga@ constructed measures (Bitsika &
Sharpley, 1999; Farmer & Reupert, 2013), whilstdtiesr twelve papers either used a
mixture of validated measures and author constiutieasures, some did not report on the
reliability of the measures they were using (Biksék Sharpley, 2000; Blackledge &
Hayes, 2006; Okuno et al., 2011; Pillay et al.,2Z(Reed et al., 2009; Roberts &
Pickering, 2010; Roberts et al., 2011; Schultd.ef@12; Stahmer & Gist, 2001; Tonge et
al., 2006; Venker et al., 2012; Wang, 2008; Whgtiam et al., 2008). The majority of the
studies also utilised parent self-report measuhesrisk of this is that parents are reporting
a perceived change as a result of the group r#tharan actual change. Only five of the
studies reduced this risk of bias by using meadshasdid not rely on parent report, such
as observations of the parent and child or researdiministration of tests (Mclintyre,

2009; Reed et al., 2009; Stahmer & Gist, 2001; \éerk al., 2012; Wang, 2008)
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Sample size

The majority of the studies used a small sample; gimly six of the studies used a
sample of more than 30 participants (Farmer & Rau@é13; Mcintyre, 2009; Pillay et
al., 2011; Roberts et al., 2011;. Tonge et aDE2@Vhittingham et al., 2008) and of these
studies only three calculated power before analytie data (Pillay et al., 2011; Roberts et
al., 2011; Whittingham et al., 2008). Therefore thajority of studies were likely to be
underpowered increasing the chance of reportiyp@2 error and making it difficult to

assess the intervention effects in the studies.

Statistical analysis

The majority of the studies used appropriate giadilstests to analyse the results,
although one test reported only descriptive datesifed & Sharpley, 2000) and only two
of the papers allowed for drop-out in the analygisnker et al., 2012; Whittingham et al.,
2008). Three papers reported no attrition (Biték&harpley, 1999, 2000; Okuno et al.,
2011). Dropout rate was not reported in anotheesetudies (Blackledge & Hayes, 2006
Khosroshahi et al., 2016armer & Reupert, 2013/cintyre, 2009;Reed et al., 2009;
Roberts et al., 201Tonge et al., 2006)hilst a further study recruited 26 people and
analysed data for only 16 (Schultz et al., 2082jurther threat to analysis occurred when
both mothers and fathers were asked to completsaime measures following treatment
and both were analysed as separate individualsugththey were unlikely to be
independent; four studies did this (Blackledge &e 2006Farmer & Reupert, 2013;
Pillay et al., 2011Tonge et al., 2006Dnly two studies made adequate adjustment for
confounding variables (Schultz et al., 2012; Whgham et al., 2008). Only three of the

studies reported effect sizes (Mcintyre, 2009; Wa@§8; Whittingham et al., 2008)
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Qualitative methodologies

Three studies utilised a mixed methods designgtiaditative methodology in two
of these studies was used to evaluate the grouplidmbt generate results useful for
answering the topics of interest in this reviewt$Bia & Sharpley, 1999, 2000). The third
study used thematic analysis to investigate thinfgef parents about their understanding
of autism; although did not detail the epistemolgayilosophy nor provide a reflexive
statement about potential bias in the analysisnieaet al., 2012). Thus, this part of the

study has poor methodological quality.

Participants

Across the studies there was no consistent regoofithe demographics of the
participants. There is a limitation in not knowitlg ages of the children with ASD,
specific diagnoses, which parent participated, ajéise parents, number of children in the

family or sociodemographics of the families.

Methodological Limitations: Summary

The studies included have a variety of methodokldimitations outlined above,
and also highlighted in table 5. NICE ratings shibesquality of the overall
methodological approach chosen and the traffid lsylstem provides more detail about
how rigorously the study was completed. All of g#tedies have strengths and weaknesses
in their methodological approach, these factorsi@rfce their reliability. The
methodological differences between the studies ntakéicult to make direct
comparisons between the studies; further detaissuafies will be synthesised in the

following chapters addressing the areas of interest
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SYNTHESIS

In synthesising the papers there is some overlapea® areas of interest; as some
papers investigate outcomes in more than one dorAaia result the papers will only be
described the first time they are reported. Thevaht findings and methodological
limitations will be presented under the heading/kich they apply. In addition to this,

papers with poor methodological quality will notdkescribed in detail.

What are the outcomes for parents?

Eight of the studies reported on parent outcomkéswng attendance in a group;
these investigated increased understanding of A&Dnheental health implications for the
parents. Four of the studies were support groujisikB & Sharpley, 1999, 2000;
Blackledge & Hayes, 2006; Farmer & Reupert, 20fi8ge parent training (Pillay et al.,
2011; Roberts et al., 2011; Schultz et al., 20h2) @ne a comparison between parent

support and training package (Tonge et al., 2006).

Understanding about ASD: Training groups

Three studies assessed parental understanding A8Bytone used a mixed
methods design to evaluate a parent educationgroge in Australia (Farmer & Reupert,
2013), another used a quantitative design to etamparent training programme in Japan
(Okuno et al., 2011). The third study evaluateldiatparent training programme in the
UK (Pillay et al., 2011).

Farmer and Reupert's (2013) parent education stimagd to evaluate the delivery

of a six session programme delivered in a full gtothis large study found that parental
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responses on a Likert scale exploring understanofigSD, significantly improved
between pre- and post-test results. A difference also found in the pre-intervention to
post-intervention qualitative responses; feeliniglseang overwhelmed by the impact of
ASD, having little knowledge and not enough infotima changed to understanding ASD
and my child in addition to understanding sensaifjcdlties.

Both the papers investigating parent training alsed pre and post measures.
Okuno et al., (2011) adapted a training programon@érents of children with ADHD;
significant positive differences were found in mati understanding of ASD pre-post test
and their reported ability to cope, but no changs found for fathers. Pillay et al., (2011)
evaluated the ASCEND programme which has a groupdbconsisting of 11 two-hour
sessions. Data were analysed for the parents ofii8fren; with significant increases in
confidence and awareness for parents (Pillay e2@l.1).

Methodological limitation in these studies includek of control groups to control
for maturation in the sample, unvalidated measuresneasure for stability at baseline
and only one study requested that participant®dicchange any medication or enrol in

another study (Okuno et al., 2011).

Understanding about ASD: Summary

Overall, these three studies all indicate thatarare reporting having learnt more
about ASD following both parent training and infaton groups, although the age ranges,
diagnoses and method of group delivery varied betvike groups. However, this is based
on three case series analysis, each having sonog mathodological limitations, thus it is

not possible to draw definitive conclusions frora thata.
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Mental Health

Eight studies explored the effects of a group aemal mental health, including
measures of parental stress, anxiety, distressesiEpn and general health. Four of these
studies used support groups (Bitsika & Sharple$912000; Blackledge & Hayes, 2006;
Farmer & Reupert, 2013); whilst the other five deled parent training packages (Reed et
al., 2009; Roberts & Pickering, 2010; Roberts gt20111; Schultz et al., 2012; Tonge et
al., 2006).

The effect on anxiety, depression and distressomfsreported in the four papers
where support groups had been delivered. Parantégssvas a reported outcome in seven
studies; three parent training (Bitsika & Sharpl&999, 2000; Blackledge & Hayes, 2006)
and four parent support groups (Reed et al., 2R0®gerts et al., 2011; Schultz et al., 2012;
Tonge et al., 2006). General health was an outdortveo papers; one parent support
(Blackledge & Hayes, 2006) and one parent traifitaperts & Pickering, 2010). As some
of the studies measure more than one aspect aitpaental health, each study will be
reviewed separately for all of the relevant findiriefore conclusions are drawn on each of

the areas investigated.

Mental Health: Support groups

The effect of an information counselling group wesorted in one Australian
study (Bitsika & Sharpley, 1999). The measures wieneloped by the author and had not
been standardised; they were administered at tieriag and end of each session.
Descriptive statistics indicated that distress cedueach session.

Bitsika and Sharpley (2000) aimed to reduce anxaety depression using direct

stress management techniques; they delivered 2gmoges of 8 x 75 minute sessions.
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They used education, progressive muscle relaxdgep breathing and bio feedback to
support parents. The measures they used were papamt and not validated measures
were administered before and after each groupseasid were analysed with parametric
statistics. Reductions in anxiety and stress wetesignificant.

General health, depression and distress were igagst by Blackledge and Hayes
(2006). Acceptance and Commitment therapy was el@d/to 4 groups through a 2-day
workshop totalling 14 hours. Twenty parents of@tgh diagnosed with autism
participated, with a drop out of five. Pre to postasure improvements were significant for
depression and distress but not general healtheMenypre-follow up (3 months after)
measures were significant in all areas, with largduction in scores reported when pre-
scores were in the clinical range.

The final study evaluating the effect of a supgpdup was Farmer & Reupert,
(2013) which is described in the previous sectinraddition to improving parental

knowledge they reported a significant reductioanxiety but do not report the effect size.

Mental Health: Training groups

The effects of parent training were reported inrgisative studies. Reed et al.,
(2009) investigated the effect of a sleep-basedmtdraining programme, which was
delivered in three sessions of 2 hours each. Aghaot the focus of the intervention,
parental stress was measured and no significangehaas found pre to post treatment.
The 12-week manualised Incredible Years Parentingl@mme (IYPP) (Webster-
Stratton, 2001), investigated parents general lheaing pre-post measures and reported a
significant improvement in scores on the GeneralltHeQuestionnaire following the

intervention (Roberts & Pickering, 2010).
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More rigorous methodology was used in a randomisedirolled trial comparing a
home based intervention to a centre-based programomwmparison to a control group
(Roberts et al., 2011). The centre based programoheded a 40-week two-hour a week
group; however children also received an interneensieparately. Thus the individual
benefit from attending the group is not clear. Tihdings showed that the centre based
programme and the waiting list groups both repolt@ckr stress at follow up, indicating
that the effects of the centre based programmaa@mmprovement on no ‘treatment’. The
addition of a parent training programme to an agtmat skills programme was the focus
of another study (Schultz et al., 2012). The grmaupfor one hour a session, two sessions a
week for 10 weeks. Results from a validated measuggested that parent stress was
significantly reduced with the addition of the patrgraining group.

The final study, investigating the parent outcomiegeneral health and stress,
compared a parent training group (Parent educamornbehaviour management: PEBM) to
a parent support group (Parent education and ctimgs&EC) and to a waiting list
control group using a randomised controlled tifar{ge et al., 2006). Both groups
received 10 group sessions of 90 minutes, whi@radted with individual sessions as part
of the programme. Both PEBM and PEC groups showgddvements on the General
Health Questionnaire at follow-up (6 months). Biiterventions were significantly better

than no intervention however, there was no sigaificlifference between the groups.

Mental Health: Summary
None of these studies reported effect sizes, hewsignificant reductions on
distress were shown following support group intaetiens. General health also showed

significant reductions following training groupsda® months post support group.
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Depression significantly reduced in one study whiiie reduction did not reach
significance in another. No other statisticallymsfigant changes were reported.

Stress was shown to reduce in six of the studiesevit was measured although no
change was reported in one study. Following supgranps, stress was reduced, but this
was not the case after training interventions. &lvegre a number of methodological
issues that need to be considered when drawindusioos based on these results. In both
of the randomised controlled trials the individeékct of the group cannot be interpreted
as one used 1:1 treatment and the other ran dgayalup for children. The majority of
papers providing evidence in this area reportedvatuations of case-series studies where
the effects of external factors were not controlled

Overall there is some evidence to show that mémalth can improve for parents,
however this is not to a statistically significdinding in all studies. In addition to this,
there are methodological limitations which are ljit® influence the outcomes of the

studies.
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What are the outcomes for children with ASD?

Eleven of the studies reported on child outcontesse investigated behaviour
changes including specific behaviours of sleepsamifal skills and communication
changes. One of these used a support group interdstahmer & Gist, 2001), whilst the
other 10 reported on parent training (Khosroshahl.e2010; Mclintyre, 2009; Okuno et
al., 2011; Pillay et al., 2011; Reed et al., 20R8berts & Pickering, 2010; Roberts et al.,
2011; Schultz et al., 2012; Venker et al., 2012jttWigham et al., 2008). The majority of
these studies report behavioural changes, withtbnée reporting communication

outcomes (Roberts et al., 2011; Stahmer & Gist120@nker et al., 2012)

Behaviour

The effect of a training group on behaviour wasreg in eight of the papers
(Khosroshahi et al., 2010; Mcintyre, 2009; Okunalet2011; Pillay et al., 2011; Reed et
al., 2009; Roberts & Pickering, 2010; Roberts gt20)11; Whittingham et al., 2008). One
of the studies investigated the effect of a supguaotip specifically on children’s social

skills (Schultz et al., 2012).

Behaviour Support group
Schultz et al., (2012) as described above, invatsdthe added benefit of a
support group to a social skills group. No sigrficchange in social behaviour was found

as a result of the treatment.
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Behaviour Parent training

In Iran, the Little Bird programme which runs ippartial group manualised format
was investigated in a RCT. There was no differdreteveen groups pre treatment but a
significant difference post treatment, indicatihgttthe reduction in stereotyped behaviour
was a result of treatment rather than an exteneite Okuno et al. (2011) reported on
child outcomes in addition to the parent outcomescdbed above. No significant change
following parent training was reported on the ClBlehaviour Checklist (CBCL)
(Achenbach & Edelbrock, 1983).

In the British study described above (Pillay et2011), behaviour was
investigated using the Developmental Behaviour €lietqEinfeld & Tonge, 1994) a
valid parent report measure. There was a signifieduction in challenging behaviour.
Both parent-reported child anxiety and self absorpteduced, but not significantly.
Roberts and Pickering (2010) investigated the eggéys parenting programme modified
for ASD. Child outcomes were measured using EyB&tgaviour inventory (Eyberg &
Ross, 1978). Following intervention intensity ohbgiour scores reduced, this change was
not significant and scores were still higher thae ¢linical cut off for the measure.

In America, Mcintyre (2009) delivered the Incre@iMears Parent Training
(IYPT) programme to pre-school children with a egyiof diagnoses; 50% of the sample
had a diagnosis of ASD. This RCT added a grouprtreat consisting of 12, 2.5 hour
sessions to usual care and compared it with uswalalone. Analysis revealed that
children with ASD displayed more inappropriate bebars at baseline than other children
in the sample, but showed the same level of ingp@t® behaviours post intervention
(effect size 0.37). These data were coded by obserather than being rated by parents.

Another RCT (previously described) found no sigrfit differences in behaviour in either

46



the home-based, centre-based or control groupsefioét al., 2011). A third RCT
evaluating the effect of parent training in additto interventions for adolescents on
behaviour also found no significant difference (@thet al., 2012).

A fourth RCT compared the efficacy of the Stepgstgnes Triple P nine week
programme for parents of a child with ASD (Whittiragm et al., 2008). This intervention
was in partial group format with extra planned widiual sessions added, to allow parents
to achieve mastery in the training. Training waadidition to treatment as usual and was
compared to a waiting list control group. The vadtigberg Behaviour Inventory was used
to investigate effects on behaviour for the 59ipigating families. MANOVA showed
that challenging behaviour in the intervention graignificantly reduced in intensity
(effect size 0.26). One third of the treatment gralso experienced a reliable and
clinically meaningful change.

Sleep management was investigated in one Amesitaty (described above)
(Reed et al., 2009). Significant improvements weumd in sleep habits and time taken to
fall asleep following training. Waking at night wast affected by the intervention. As a
secondary investigation, general behaviour was anedssignificant improvements were
reported by parents in hyperactivity, self-stimatgtbehaviour and sleep disturbance.
Although there was a significant behavioural champgeents only ‘improved’ in 4 of the
22 areas advised in the training. Despite the astbannecting improved sleep to better
parent reported behaviour, it may be that a pdesor would explain the perceived

change in behaviours.
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Behaviour: Summary

Overall, these results highlight inconsistencthia effect that parent groups have
on child behavioural outcomes. The majority of ceeges analyses show a reduction in
problem behaviour although this is frequently nstgmificant change. The RCTs also
showed a reduction in the problem behaviours begpgrted by parents, with two studies
reporting small- medium effect sizes. Studies aéptintervention for children’s sleep
difficulties have also shown that problem behawsozan be significantly reduced
following a group. Conclusions should be cautious tb the many methodological
limitations in these studies including the RCTsnasvo of these studies it was not
possible to draw conclusions about the unique liteofehe group. Two RCTs investigated
the individual effect of groups; these results ggghat meaningful and significant

behaviour change is possible.

Communication: Support group

The only study to investigate the effect of a pasepport group on
communication comes from America (Stahmer & Gi60QD). This paper reported on the
addition of a parent support group to pivotal reseotraining (PRT), a programme
designed to improve language and other charadosrist ASD (Koegel, O’Dell, &
Koegel, 1987). Eleven parents participated in tigpsrt groupl hour a week for 12 weeks
in addition to the 12 week PRT programme. This -@as#rol study compared PRT to PRT
plus parent support to a control group. Only parevito met the criteria for mastery of
PRT were analysed; children of these parents pextinwre words. The production of
words was taken to mean that the children commtedaaore often; however it was not

clear that the words were directed at people and tescommunicate more meaningfully.
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All but one of the parents in the support groupditton achieved ‘mastery’, the addition
of the support group improved mastery of the teghes therefore children of these

parents produced more words.

Communication: Parent training

Communication was measured using the Vineland Adaptehaviour (Sparrow,
Balla, & Cicchetti, 2005) scale in the RCT by Rdbest al. (2011), The centre-based
programme was significantly better at improving coamication than the home-based
treatment however there was a significant improvanreall groups. Again the limitation
of this study is the unique effect of the suppodugp cannot be assessed as it was
delivered in parallel to a programme for the clalinot used in the other treatment
groups.

Another RCT investigated whether parents of childeith ASD can learn to
implement verbal responsiveness to facilitate laggudevelopment (Venker et al., 2012).
A treatment group was compared to a delayed tradtgreup for 14 parents. The
treatment package consisted of five parent edutatssions lasting 2 hours as well as two
45 minute individual coaching sessions and 14 sgralip sessions with the child.
Analysis of pre-post measures showed significarre@se in hon verbal communication in
the treatment condition, increase in prompted comaation and spontaneous

communication acts were also found although these wot significant.

Communication: Summary

These three studies all have major methodologifiadwdties when drawing

conclusions about the effect of parent groups anroanication. Two of the studies were
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run in partial group format; it is therefore not&t whether the effects they are measuring
are due to the group part of the package or ther alblivery methods. Conclusions should
therefore, not be drawn about the effects of paramting. The other study only analysed
data for parents who achieved a high level of caemme in the model; at this point in the
analysis data were collapsed so the child outcoemsted were not attributable to the

support group condition.
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What are the effects on parenting?

Nine of the studies reported parenting outcomessahnvestigated perceptions of
parenting, ability and parent child interactionsuFof the studies reported on the effects
of a support group (Bitsika & Sharpley, 1999, 20B&rmer & Reupert, 2013; Stahmer &
Gist, 2001) whilst the other five reported on pateaining groups (Mcintyre, 2009; Pillay
et al., 2011; Schultz et al., 2012; Wang, 2008; tiffgham et al., 2008). The majority of
these studies report on perceptions of parentitig evie reporting on ability (Stahmer &

Gist, 2001) and two on parent child outcomes (Mgkt2009; Wang, 2008)

Perception of parenting: Support group

All of the studies which report on perception ofgrding have been described
previously. One study found that parent self-cohaspeased over time through delivery
of the support group and self-efficacy increasedithen decreased as the group
progressed (Bitsika & Sharpley, 1999); the sambastalso found that confidence of
parents varied between sessions (Bitsika & Shargl@é§0). The final study found that

confidence increased as a result of the group (Ea&Reupert, 2013).

Perception of parenting: Parent training

Increased confidence and awareness were also followling participation in a
training package (Pillay et al., 2011). Schultale(2012) using case control methodology
found that parents reported significantly less &oing incompetence” with the inclusion
of a parent training group. Whilst a significantolye with small effect size in
overractivity (0.22) and verbosity (0.25) and irage in satisfaction of being a parent

(0.21) were reported in the RCT (Whittingham et 2008)
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Ability: Support group
Parenting technique was improved with the additiba parent support group in
the Pivotal Response Training (PRT) package. Thpat group was significantly better

than PRT alone in use of PRT techniques (Stahm@rsg, 2001)

Parent-child interactions: Parent training

Observations of parents following IYPT showed angigant reduction in
inappropriate negative behaviours. In additiorhie thore praise was noticed although this
did not achieve a level needed for significancelfMge, 2009). An RCT investigated the
effect of a training programme on parent interacskills with their childWang, 2008)
The treatment group package consisted of 16 hdigsoap training as well as 4 home
visits. Findings included significant increase iatarnal responsiveness (effect size 0.91)
to the child in the treatment group and a chandesi play activities chosen by the
parents, with less reliance on physical activitidsese results were found through repeated

analysis of the same measure.

The effects on parenting: Summary

Parents tended to report a variety of improvementiseir perception of parenting
as a result of attending groups. The majority eSthstudies were case series analysis
which did not control for a stable baseline in thigsigns, so conclusions cannot be made
as the effects of confounding variables were natrotled for. Better methodology was
utilised by the case control study and the RCT, dn@w treatment fidelity was not

reported.
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Only one study reported on improved parenting teghefollowing the group
intervention and two studies on parent-child int&oas. Although the research suggests
that parent groups can be effective in improvingepting technique and parent child
interactions this conclusion is based on a limitathber of papers reporting these
outcomes. In addition, there are methodologicaitéitions in all the studies reported

which need to be kept in mind when evaluating figgi
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DISCUSSION

The aim was to systematically review the availdibdeature and present a
synthesis of the research exploring the effectgofips for parents of children with ASD
on a range of outcome variables, including: paremtd and parent-child interaction
outcomes. The results show that both parent sugpoup and parent training groups can
have an effect on all three outcomes.

The types of parenting group varied; only two stsd@valuated the same package
(IYPT) and these measured different outcomes. Towezgit is difficult to assess any the
unique programme influences the outcomes. It weakm that support groups can
increase knowledge about ASD and improve mentdthheghe factors were targeted by
these groups through the use of parent informati@rapy and support. It is less clear
whether the effect of training groups are benefitaparents.

The effect of interventions for children was lek=ac, there appeared to be a trend
in the reduction of behavioural difficulties followg the groups. Frequently however, this
did not reach statistical significance. Moreovearftee majority of the studies did not
control for confounding variables, any changes tboray not have been due to the
interventions. Parenting effects have not been lyideestigated in the literature; the
majority of studies report that parents’ perceptdtheir parenting can be changed
through support groups.

The large variety in reported outcomes and measised to investigate outcome
created a difficulty for this review. A further @dulty was in assessing the intervention
groups as they used different programmes whiclegtan duration and outcome measures.

This makes it difficult to synthesise the studigsskmilar programmes or specific
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outcomes. Synthesising the effects of delivery mdshi.e. didactic teaching, videos or
modelling) has not been possible as a result offapers detailing these.

There is a further difficulty in generalising thessults due to the idiosyncratic
samples used in the studies. Studies were inclirdedaround the world where referral
criteria to services and cultural understanding 8D is different from in the UK. Further
differences include the varying ages, age rangesimgnoses in the papers making the
characteristics of the sample in each study unjygdifierent. Therefore this review leaves
many questions unanswered that may be of intevastsearchers, clinicians and service
developers. It is hoped that this review has hgitied some of the strengths and

limitations in this field which can be addressedityre research.

Quality of evidence

A feature of this review is the limits of the evigbe it presents. There were seven
RCTs included and one case controlled study. Aljhahese methodologies improved on
the limitations of case series and case studieg,ftequently did not investigate the
unique contribution of the parent group. It is #fere important to be cautious in
considering the findings reported in these pagensitations should be kept in mind when
reading the conclusions of each outcome area.

Many of the studies utilised parent report to as$les outcomes of a group. There
was no rationale presented for why these meashoeddsbe used and bias was not
controlled for in any of the papers. Use of indegeent observations strengthened the
design (e.g. Reed et al., 2009). A good descripifamrandomisation procedure was
provided by Roberts et al. (2011) this reducedvils in the methodology and

strengthened the likelihood of finding significantinfortunately, this study, like the
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majority of the RCTs included 1:1 intervention witte group. The lack of good quality
papers measuring the unique effect of a parentpgdoes not allow for conclusions to be

confidently reported.

Clinical Implications

This review suggests that parenting groups can aawdfect on many areas of
family life. Mental health was shown to improve fmarents; participation in a group may
therefore improve the wellbeing of parents who hawhild with ASD. The experience of
parenting can also improve for parents as theyf@ammore in control. As parents of
children with ASD frequently report more stresgsart groups in particular could be
utilised to reduce this stress and create a me@spht parenting experience. This would
have implications for parents’ ability to deliveterventions for the child with ASD, in
addition to how they are able to manage family. life

Behaviours of the child with ASD were also influeddy a group. As groups are a
cost effective way to deliver an intervention, seevdevelopers should be aware of the
potential positive outcomes for both parents anltli@n. As parental stress is linked to
child behaviour this would be another way of enlvagpéamily life.

Families of children with ASD may benefit from patg attending a group;
however, it has not been possible to assess whdcts of the groups were important for
parents. Factors such as having the opportunityeet other parents and talk about their
families were not measured in these papers. Itlmeaynportant to investigate what parents

want in order to best meet their needs in a gratgrvention.
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Future research

There are many potential areas for future reseamohge of which will be presented
here. These weaknesses are highlighted in talilatGre research should attempt to
remove these methodological limitations in ordeinttyease confidence in the results. A
randomised controlled trial would be the strongesthodological design.

Further studies are needed to evaluate the efeawts of parenting groups in
comparison to control groups or other interventidrige unique effect of a group in
addition to other treatments should be addresdad.cBn then inform packages of care
where groups are included as to the added berigfieagroup. Adherence to treatment for
both the delivery of the treatment and the attendaates should be considered. Measures
used should not rely solely on parent report asrttay lead to bias since parents’
perceptions are likely to have been effected bygtbep. Power analyses should be
conducted in order to reduce the chances of ardiftee not being reported as significant
due to sample size. In addition, analysis shoWkd participants lost to drop out into
account and report whether changes are clinicalgvant.

Due to methodological limitations in all of the cemtly published studies further
research could add validity to the conclusionsia teview. These might be from groups
delivered as part of clinical services such as dodrad case control studies or from

research trials.
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Limitations of the review

Publication bias is a limiting factor of this rewigthe studies included were the
result of a literature search of peer review jolgn@eer review publications were included
as it was thought that these would produce therpapith the strongest methodologies.
The file drawer problem (Rosenthal, 1979) is likelybe a difficulty in this review as
papers with null findings are less likely to be lgied than papers with statistically
significant results. Although some of the papeporeed findings that were not significant,
further caution should still be used in drawing dasions from the review.

By following the inclusion and exclusion criteriacha quality assessment
framework, researcher bias has been reduced, howesenay still factor in the
interpretation of the results. Another limitatianthat keywords were used to search for
articles; as a result studies may have been mis#weel particular keywords chosen had not
been used by the authors. Chances of this wereeddwy using the papers found to

generate additional keywords.

Conclusions

A limited amount of research was available to esplbe areas of interest, in
addition to this there were many methodologicasésin the research. With these in mind
the research suggests that parenting groups hastesh on reducing parental mental
health factors and increasing parent understarafid@D. It is less easy to interpret the
effect that the parent groups have on children WD as the findings vary, but it appears
that behaviour and communication may be positie#igcted as a result. Despite the
limited evidence, all of the papers suggest thatguion of parenting, ability of parents

and parent child interactions can be positivelluiericed by participation in a group. This
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review has demonstrated methodological limitationthe papers reviewed. Further

research is needed to strengthen the conclusiahderelop this evidence base.
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ABSTRACT

Background:

Increased parental stress has been reported bytpafechildren with Autism
Spectrum Disorder (ASD). Parents are also concexhedt the impact of ASD on a
sibling. Investigation into effects on siblings Heeen contradictory with both positive and
negative outcomes being reported. No qualitativdies to date have investigated the
combined experiences of a parent and a siblindy avithild with ASD in the family.
Method:

Interpretative Phenomenological Analysis was usddwvestigate the experiences
of parents and siblings in 6 families.

Analysis:

Four super-ordinate themes emerged from the asal/sfie revolving around
ASD’ ‘What's ASD — what'’s not?’ ‘ASD changing fargitoles’ and ‘Equality’. These
were either unique to sibling or parent, or shanggerience.

Conclusion:

The findings from the present study again showdiffeculties of living in a family
with a child with ASD The results can be utilised pyofessionals working with these
children and their families to highlight potentiadifferent experiences and assumptions

held by family members.

Keywords:

Autism Spectrum Disorder, parents, siblings, famebyperiences
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INTRODUCTION

Autism spectrum disorder (ASD) is characteriseé lyfferent way of
understanding the world, including difficultiesadommunication, social interaction,
imagination and often repetitive or unusual behardqAmerican Psychiatric Association,
2000). A child with ASD can have an impact on aimbers of the family unit as the
family may have to adapt their lives as they attetopnderstand and accommodate the
needs of the child. Although there is research sthow to support a child with ASD in the
family home (for a review of the literature see HiowMagiati, & Charman, 2009), little is
known about the experiences and understandingtitiee family members have of living
with a child on the autism spectrum.

Currently, ASD includes diagnoses of Autism, highdtioning autism, Asperger’s
syndrome and pervasive developmental disordertherwise specified (PDD-NOS)
DSM-V has now categorised these diagnoses intdAotism Spectrum Disorder
(American Psychiatric Association et al., 2013)S[Ais diagnosed in about one in a
hundred individuals; there are 133,500 childrere¢agnder 18) with a diagnosis of ASD
living in the UK (National Autistic Society, 201TJhe difficulties associated with ASD
impact on everyday activities and daily life. Resbéhas shown that when a family
experiences stressors or strains they are balahoaaghout the family system. The effect
these stressors have is mediated through the ngetnahthe family members place on
what is happening to them (Patterson, 1988). Aler@it members of families have
different stories about their experiences it isassary to understand the ‘impact’ of ASD
on all the family members and the interactions leetwthem so that effective services can

be offered which support the family (Meadan, Stp&eAngell, 2010).
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There are three streams of evidence which allovinfiggstigation into the effect
that a child with ASD has on family life; they ig# quantitative and qualitative
methodologies. The first stream presents reseatotihe effect on parents; the second
stream explores the effects on siblings, whilstfith& stream describes the research on

combined experiences of parent and sibling.

Effects on parents

The majority of research, investigating the expereeof living with a child with
ASD has focused on the parental experience. Résgaticates that parents of children
with ASD experience elevated levels of stress cappto all other parents. (Estes et al.,
2009; Montes & Halterman, 2007; Rao & Beidel, 200®cavalier, Leone, & Wiltz,
(2006)report increased stress when there are more behigwioblems as reported by
parents and teachers. Less parental stress isedpanen there are more positive parental
experiences with the child with ASD (Kayfitz, GraggOrr, 2010).

Gray (1997) found that parents saw their familiesn@re ‘normal’ when they
experienced emotional intimacy, and ‘not normalewhhey experienced conflict and
rejection in interactions with immediate family mieens. Routines and restrictions to
social activities led to conflict between family mieers. Differences between parents have
been reported with fathers perceiving family liferaore ‘normal’ (Gray, 1997) and
mothers expressing more stress (Brobst, Cloptade&drick, 2008).

The interaction between parents’ stress has akso ineestigated; Kayfitz et al.,
(2010) found as fathers reported more positive Bgpees, mothers stress reduced. In

contrast, Hastings et al. (2005) concluded théiefst experience more stress as the mother
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experiences more depression. This suggests that fattmily members influence individual
experiences and perspectives.

Qualitative methodologies have shown that parexgent difficulties including;
problems with the child’s language, play, relatiogther people, stresses, strains and
restrictions placed on themselves and other faméynbers. They also express a broad
range of concerns about the impact on themselvshair families (Cassidy, McConkey,
Truesdale-Kennedy, & Slevin 2008). Five furthemtles emerged from Meirsschaut,
Roeyers, and Warreyn’s (2010) study, includingte'eting our whole life’, ‘lack of
understanding outside of the family’, ‘lack of assdo services’, ‘learning to cope’, and
‘concerns and questions’.

Appraisals of the perceived effect of the childhw&SD on the family have been
expressed as both positive and negative by pafBatat, 2007; Myers, Mackintosh, &
Goin-Kochel, 2009). Myers et al. (2009) asked p&rémwrite a response to an online
guestion “how has your child with autism spectrdfeced your life and your family’s
life?”. Negative subthemes included; sibling neglénancial strain, the child with ASD
being the centre of family life which changes eteiryg, and strained relationships with
extended family. Positive themes included adjustraad support from the family, and
positive impact on the sibling (e.g., more sensjtsompassionate, humble and tolerant)
(Myers et al., 2009). The positive aspects of ngs child with ASD were reported to
outweigh the negatives when investigating theisrste of parents (Bayat, 2007).
Important positive factors included becoming advesdor the child and feelings of pride
and honour in having a child with a disability.

Mothers have expressed concerns about the influgite child with ASD on

their sibling, such as jealously and resentmenabse more time is spent with the child
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with ASD. In addition they expressed fear and sadifier the sibling (Hutton & Caron,
2005). Mothers are also conscious of differenndbeir parenting of their two children
and expressed guilt over not being able to ‘do ghbtor their typically developing child

(Meirsschaut et al., 2010).

Effects on the Sibling

Sibling relationships are important for childrerthvASD as siblings are a source
of social contact and play (El-Ghoroury & Romanczi899). Yet, in contrast, it may be
difficult for typically developing siblings to formelationships with a brother or sister with
ASD (Beyer, 2009).

The quantitative results using parent report argradictory with some studies
concluding that there is no greater risk of negatiutcomes or maladjustment for the
sibling (Benson & Karlof, 2008; Hastings, 2006; Temy, Barry, & Bader, 2012), while
others report negative outcomes such as fewerguadehaviours (Hastings, 2003).

Quantitative investigations using sibling repodaaproduce inconsistent results.
Some studies reported that siblings were well aeiguand had low levels of loneliness
(Kaminsky & Dewey, 2002) and, in some cases, mositipe self-concept (Pilowsky,
Yirmiya, Doppelt, Gross-Tsur, & Shalev, 2004; Vef®eyers, & Buysse, 2003). In
contrast, others conclude that siblings have pegbahavioural problems §8enholm &
Gillberg, 1991; Kaminsky & Dewey, 2002; Verte et &003), higher levels of depression
(Gold, 1993) and are ‘disturbed’ by their siblifgsvers & Stoneman, 2003). There are a
number of differences in methodology, sampling aresures that are likely to have

influenced these outcomes.
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A comparison of the siblings’ self-perception ahd perception of their parent has
been investigated in one study (Macks & Reeve, P00tis quantitative study
demonstrated that siblings rated themselves as@pavbetter self-concept than their peers
without ASD in the family, whereas their parentedatheir emotional adjustment more
negatively. Orsmond and Seltzer (2007) commentadhtéiving a child in the family with
ASD impacts on the relationship between the paaedtthe other siblings.

Qualitative methodology has rarely been utilisedgsess siblings’ perceptions of
their brother or sister with ASD. Petalas et 2009) used Interpretative
Phenomenological Analysis to investigate the exymee of eight siblings (aged 9-12) and
reported positive themes; these included havingafuthfeeling proud of their siblings’
achievements (Petalas et al., 2009). In contrastdy using content analysis revealed
negative accounts related to the children with Afplaying aggressive behaviour and
the embarrassment caused by such behaviour (M&sBloaicher, 2006), and some
siblings have expressed feelings of loneliness dBer & Sivberg 2007). Siblings have
also expressed that they feel their parent hasfanence for the child with ASD (McHale,
Sloan, & Simeonsson, 1986).

Most recently, the impact and experience of sildinfa child with ASD was
explored using grounded theory. Both positive apglative experiences were reported:
high levels of empathy and patience as well asrastihg feelings of being unsafe and

anxiety over aggressive behaviour (Angell, Meada8toner, 2012).

Parent-sibling combined experience
There are fewer investigations into the combingaeernces of parents and

siblings and, to date, no studies have used qgtiaitmmethodologies to investigate this.
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Quintero and Mcintyre (2010) concluded that matestrass was more likely to be due to
the presence of a child with ASD rather than duthéosibling. Rao and Beidel (2009) also
reported that behaviour problems of the child vi8D directly related to parental stress;
however there was no difference in siblings’ selficept scores in comparison to their
peers.

Overall, the majority of studies examining the poi effects of children with
ASD report on, separately, either the parentsildings’ perspectives. Many of the studies
have called for research to include other familyrmbers (Angell et al., 2012; Bayat, 2007;
Macks & Reeve, 2006). Most of the emphasis has pkeed on emotional regulation and
impact on individuals, with little research focugion relationships within the family,
family roles and shared understanding. There has ligle investigation into the shared
experience of two members of the same family. Thinogiving a voice to the parents and
siblings in the family and exploring their pointsview, different and shared experiences
of two family members can be understood. The ctistrdy begins to address a gap in
this field by investigating, using qualitative metls, the experience of living in a family

where there is a child with ASD, but from the pexdjpre of both parents and siblings.
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METHOD
Methodological Approach

The experiences and understanding of parents bhdgs of children with ASD
will be explored using Interpretative PhenomenalabAnalysis (IPA). IPA is used to
make sense of how people experience and undertamdvorld (Smith, 2007), where the
participant is the expert in their experience (Rstat al., 2009). Experiences and meaning
are captured through conversation, and throughléétaxamination of the accounts of
individuals themes emerge; these themes are adaiysshared experience and variation
(Smith, Flowers, & Larkin, 2009). The aim of theearcher is to interpret the social and
psychological phenomenon without drawing conclusibased on assumptions or previous
theories (Smith et al., 2009). Instead, the re$egirengages in a ‘double hermeneutic’
where interpretations are created through their mterpretative and conceptual position
(Smith, 2007). The use of a reflexig@ry is encouraged to enable the researcher lectef
on their own experiences, values and interestsdardo ensure the accessibility and
clarity of IPA (Brocki & Wearden, 2006). A reflexevdiary (Appendix C) was kept
throughout the research and was utilised duringttaytic process.

This study uses IPA to communicate the experientassibling and a parent in the
family of a child with ASD. Shared experiences aadations are used to describe
siblings’ perceptions and parental experiencesragglg, in addition to dyadic experiences
of two individuals within the same family.

For IPA, sample sizes are usually small (6-8 pigaiats), but homogeneous so that
the research question is meaningful (Smith e28D9). This allows for in-depth

examination of participants’ accounts of their exgrece (Brocki & Wearden, 2006). As a
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result of needing a homogeneous sample the inclwsid exclusion criteria were

necessarily specific (see table 6 & 7).

Table 6. Inclusion Criteria

Inclusion Criteria ‘

Parent * Must live in the family home with the child with ABand the participating
sibling and have parental responsibility for thédrkn.
* No restriction on age or gender of the particigaparent.
* Must be at least two adults within the family home.
* Must be able to communicate in English.
* Must be able to provide informed consent.
Sibling * Must live in the family home with a sibling with ABand the participating
parent.
e Must not have a diagnosis of any mental healthrdeso
« No restriction on gender.
e Sibling between the ages of 11 and 16 years old
« The participating sibling can be older or youndpmtthe child with a
diagnosis ASD.
* Must be able to communicate in English.
¢ Must be able to provide informed assent.
Family » The family must include a child with ASD withougsificant learning

difficulty living within the family home. The presee of a learning difficulty
(requiring attendance at a special school) isyikelmean the child requires
additional support and the experience of family foera would not, therefore, b
the result of ASD alone. Children attending a ma@asmn school will be assume
to have no significant learning difficulty.

e The child with ASD must not have a diagnosis ofg®gis or be under
investigation for psychotic symptoms. Due to thghhprevalence of comorbid
conditions in children with ASD, children with otheomorbid diagnoses will be
included.

e The child with ASD should be no older than 16sltikely that a child over
the age of 16 would be given more responsibilityt Hierefore would not be at
the same developmental level as the participailsimg.

» There should be no more than three children (instuthe child with ASD)
living in the family home.

e There can only be one child with a diagnosis of A8he family.

e Diagnosis of ASD made by a health professionaltless two years prior to
inclusion in the research.

Q o
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Table 7. Exclusion Criteria

Exclusion Criteria ‘

[v))

Parent » Parents who do not live in the family home or dohmve parental
responsibility will be excluded.
e Parents who are unable to communicate in Engliimai be able to take
part in the interviews.
e If a parent, in the judgement of the recruitingnichan, is assessed as being
unable to make informed consent they will not tp& in the study.
» Single parents will not be invited to participate.
» If the clinician deems, during clinical intervietiat a parent has a current
mental health difficulty that is likely to be aftarg family life then they will be
excluded from the study. However, if parents expoEpression or stress that i
related to the pressures of family life then thély mot be excluded.

Sibling * Siblings over 16 years old or under 11 will notilauded.
* More than five years older or younger than thedchiith a diagnosis of
ASD.
e Siblings who have not grown up in the family horri# mot be included.
e Siblings who have a mental health diagnosis wilekeluded
« Siblings who are not able to communicate in Englifhnot take part.
e Siblings who are unable to demonstrate to the rekeathat they understand
the research and can consent to take part wibadhcluded.

Family e If the child with a diagnosis of ASD is youngernhor older than 16 they
will not be included.
» Families with more than two siblings to the childmASD will be excluded
as the impact is likely to be diffused betweendindings.
e Families will be excluded where the diagnosis 0DAS not formal i.e. has
not been made by a health professional.
e If the child with ASD lives outside the family horttee family cannot take
part.
» Families not known to clinicians working with chiéh will not be included.
» A family will be excluded if the diagnosis of ASDasw made more than two
years before inclusion.
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Context

Qualitative data were collected through recruitnigna social enterprise
specialising in ASD assessment. This third seatppler to the NHS provides services to
a county in the Midlands and accepts referrals twolyn General Practitioners or Child and
Adolescent Mental Health Services. It was seleated point of recruitment because it
offers a specific service for ASD and has beenrffediagnostic services for the past two
years, positioning it as a service likely to be kiexlgeable of families meeting inclusion

for the study.

Data Collection

Ethical approval was obtained through the NHS me$eethics committee
(Appendix D), and the ethics team responsibledsearch governance in the social
enterprise (Appendix E). Participants were samplagosefully in order to meet the strict
criteria necessary for the study. Families weratified by clinicians who knew the family
or identified them through their database of cleifdwith a formal diagnosis of ASD.
Clinicians within the service approached the fagsiland consent was given for their
details to be passed onto the lead researcherevalpgrropriate. Information about the
study was provided through information sheets frepts and siblings (Appendix F & G),
given to the families by the recruiting cliniciantkvwritten consent obtained from the
parents (and assent from the siblings) involvetth@research (Appendix H & 1).

The researcher conducted individual interviewsassly for parents and siblings.
Each interview lasted for an average of one hange 35-79 minutes). All interviews
took place in the family home. Each interview wasorded and transcribed verbatim. For

presentation of the findings, sibling interviews ardicated in italics and parent interviews
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in ordinary text. To keep the identities of thet#pants confidential, and to meet the

requirements of the study’s ethical approval, alhes have been changed.

Materials

An in depth semi-structured interview is a flexiblgproach where the researcher
can pose questions based on the interview. leipthferred format for interview as it
enables rapport to be built with the participatiigs happens as participants are seen as
experts and are given the opportunity to tell te&ry in the way they would like.
Questions are used as prompts to elicit improvekkrgtanding rather than for seeking a
specific answer.

The semi-structured interviews for siblings andepés (Appendix J & K) were
developed through discussion with the research teainin liaison with a family of a child
with ASD known to the researcher. The interviewestilie involved a warm up activity of
drawing a picture of the important people in thaifg (i.e., ‘could you tell me who is in
your family?’); this was included to put the paifi@nt at ease and to help create
conversations about the family, as advised by Satithl. (2009). Topics of conversation
then covered four areas: life in the family, expedes of parenting or having a sibling
with ASD, the meaning of having ASD in the famiiynd advice to other parents. Families
chose which order participants were interviewedihbut one parent went first. Although
the researcher attempted to reduce any bias chysadier of interviews, there is a
possibility that this influenced the conversati@tause it set the context around family

life.
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Ethical Considerations

Participants gave informed consent before intersieammenced. The purpose of
the interview was communicated via the informasbeets and participants were told that
excerpts from the interview would be quoted infihal report. They were aware that the
data would be anonymised during transcription,dftee only the researcher would see the
data in an unedited form. Participants were infatriat the conversations could be
reported: as themes or as quotes. They were intbthat there was a possibility that the
other participating family member would be ablédentify them from their combined
comments. As a safeguard, following the interviestipipants were given the opportunity
to highlight any parts of the conversation thaytt& not want to be used. Participants
were happy for all aspects of their interviews ¢aused in quotes.

As this study is investigating the experience wahly in a family with a child with
ASD, patrticipants frequently expressed opinionsuabon-participating family members
(e.g., child with ASD, other parent or wider familipue to the small sample size and
differing demographics of the families (i.e., ong gith ASD, one Dad), non-
participating family members may also be able emtdy comments that relate to them.
To maintain anonymity, and in accordance with gmmmendations of the ethical
committee, following the format of previous dyathtA publications (Larkin, Clifton, &
de Visser, 2009), detailed descriptions of the kasiwill not be used in this report. As a
further safeguard, when quotations are presenged,will be taken to maintain anonymity

by removing some names and changing genders.
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Participants

Participants were 6 families known to the servié®wad a child with a formal
diagnosis of ASD; sibling participants were awafréhe diagnosis. Two children with
ASD were receiving individual intervention at thmé of the recruitment. Genders and

ages of family members are shown in table 8.

Table 8. Descriptions of Family Members

Gender Age | Other information
range
(years)
Participating parent 1 father, 5 mothers  35-5%8
Participating sibling 4 brothers, 2 sisters  11-15 dy4dlexia, 1 dyspraxia

Non-participating parent 5 fathers, 1 mother  37-60

Child with ASD 5 males, 1 female 9-14 3 Asperge8fASD
Diagnosed between 5 and 24 months
Non-participating siblings | 1 male 7 Only one fantilgd 3 children

For the participating siblings, four were olderthers (i.e., older than the identified
child with ASD), one was an older sister, and o & younger sister. All participating
families had two working parents (mothers worked pme and fathers full time) living in
the family home. All of the children with ASD weire mainstream educational settings.

Parents and siblings did not report any currenttatidrealth diagnoses.

Data Analysis
The anonymised transcripts were analysed systeatigticsing IPA. This iterative

and inductive cycle (Smith, 2007) follows a procefsix non linear stages. Figure 2
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shows the stages described follow the processuséh &mith et al. (2009) (Appendices L,

M & N show this process).
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eImmersion in the data, listening to the original interviews aading the
transcripts to become focused on participant's experiencranscribing th
data aided this proce

\__ o/

*Generates notes about the content and language used in the data.ie
comments, understanding the data at face value and noticing the Kiait
matter to the participant. Linguistic comments about the use of lgeg
laughter, metaphor are noted. Conceptual comments are interpretai
ask questions of the data and deconstruction. The data were deconsatr
order to break the narrative and to aid deeper understanding of tt

\— ¥

*Themes generated from the notes. Moving away from the data as a
finding patterns and making links between the notes whilst remerg!
what was learnt through the previous stages. Annotated chunks were
by themes. Similar themes were placed alongside each other. Ties
were grouped in the order they were presented by the partic

¢

o

«Finding connections in the initial themes; individually at this st
Abstraction, grouping by similarity and then creating a s-ordinate theme
based on the combined themes. Subsumption brings themes togethe
one supe-ordinate. Polarisation was noticed for some of the data v
reports were given that were interpreted as being opposed to one

o

*Each participant was analysed in his/her own right with the refsex
attempting tcbracket the themeagenerated from previous participants. -
reflexive diary was used to facilitate this process, alloangnotes to b
recorded so they were not kept in m

—

«Analysis of data across groy; sibling and parent dat@ere colour code
and arranged separately on the wall in order to easily identifyapadi,
chunks of data and notes were kept with the themes in order tceta
grouping of similar themes (Appendix M). These two sets of therae=s
then grouped on pc-it notes in order to identify themes pertinent to pare
siblings and combined (Appendix

€C€a4c«

Figure 2. Process diagram of IPA analysis
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Throughout the process, support was received frmademic and clinical
supervisors and through peer discussion with dtierees familiar with IPA methodology
in order to maintain credibility and reflexivity.

The nature of IPA allows for personal reflectioarfr the researcher as a function
of the interpretative process of the analysis (@tgireflexive statement is presented in
figure 3). Rather than this being seen as a higsthought of as inevitable in the process

of making sense of other people’s experiences (Setial., 2009).

Reflexive statement

| became interested in the experiences of livingpaichild with ASD as a resu
of my clinical experience, which has allowed metovide support to families. | also
know siblings of children with ASD personally. Kng that there was little literature
about their experience and even less literaturetaditared experiences | was keen to

facilitate their stories and give a voice to thoffen unheard behind the diagnosis of

o

child with ASD. | am interested in how families gddy make sense of their

experience. | am the third child of four and tidydemale sibling, there is a large ag

1%

gap between myself and my older siblings and | grpwearing stories about myself
that | did not remember or understand. Since besgm@mimother, | have noticed my
perceptions about parenting change. My experieacebkely to have influenced the
research in conscious and subconscious ways; looitthgcthe interviews and
throughout the analysis. | thought it was importlinbughout the research to use a

reflexive diary and supervision to try to balancginterpretations.

Figure 3. Author’s reflexive statement

84



ANALYSIS

Four major themes emerged from the analysis: athese, 12 subthemes emerged
(see table 9). Themes were chosen for their pregaland their perceived importance to
the participants. There were similarities and défees in the themes generated by the
analysis; as a result, these themes are reprasergathe majority.

The experiences shared during the interviews wemgotex and variable; as a

result it is likely that the themes will overlapsgéte their presentation as separate entities.

Table 9. Super-ordinate and Sub-ordinate Themes

Super-ordinate Sub-ordinate
1. Life revolving around ASD
Combined Constant-ness

Walking on thin ice

Restrictions

Parent Finding a balance

2. What's ASD - what's not?
Sibling Comparison to normal
Parent What's normal?
Combined Understanding

8. ASD changing family roles

Sibling Loss of relationship
Parent Cycle of reactions
Combined Protecting each other

4. Equality
Sibling How | understand inequality
Parent ASD as an explanation
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Theme 1: Life revolving around ASD

The theméLife revolving around ASD’ explores how familyfdi is affected by
having a child with ASD. The day to day ‘constaess’and variablenature of ASD
meant that parents and siblings find it difficaltgredict what will happen and how they
felt unable to get a break from ASD. Parents ahliigjs also described ‘walking on thin
ice’ where they are conscious about the effecheirtown behaviour and are fearful of the
consequential reactions of the child with ASD. ‘Rieions’ were seen to be placed on
family life by the child with ASD and the family@esire to minimise distress and
unwanted behaviours. Parents expressed a strugbldinding a balance’ between their

ideas about parenting with adjustments they feehaeded to parent a child with ASD.

Life Revolving Around ASD: Constant-ness [combined]

This sub-ordinate theme describes the need fonfate be constantly thinking
about ASD and the isolation that comes from otle@pte not understanding the day to
day effects. Parents and siblings described tHd ahih ASD as being unpredictable in
their responses to people and the need to be geixilorder to manage these changes. The
experience of ‘constant-ness’ frequently involveegaring the child for things they have
to do and parent&xperience of it becoming a natural process.

Parents frequently described changes in the betwagfaheir child. Liz described
these changes and how the constant-ness of ASI0 ktaspects of her life revolving
around it:

P: Hard ‘cause I've had to drop my hours at work) &hich caused a lot of

trouble at work which ended up me moving to anottend for a while, 'cause |

work at the hospital, which was a lot of stressak off for three months last year
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because of the stress which was just awful causkl [with ASD] was in a really
bad place where he wasn't eating, sleeping, aggeeasthe time. | think | even
called the police at one point cause he came atndégsibling] with a stick and |
just didn’t know what to do. He still can be alétbit aggressive. We just found,
well, we out I'm pregnant 12 weeks, when | was al@weeks pregnant he
attacked me at the school and it took 2 male teadbeget him off me, so he still

has it nowhere near as bad as it was last year alet better but yeah tough times

As Liz reflects on the changes in behaviour shensinded about the difficult
times that have been faced. She expresses a daefiefdhat things are not as bad and
that she has less worry, but this seems to beagiett with remembering how things were
and a concern that things could be worse againndiizes a change over time that is
shared with other parents.

Siblings also notice that behaviours change; howelkiey do not share a sense of
optimism that things are improving. They make afitsnio justify not noticing the change,
perhaps feeling as though their parents’ percepgiomore important than their own;

S: Mum and dad keep saying Tom’s getting bettef'tubot sure | can’t notice it

much, | guess it’s a bit like growing you don’tigetit as much but it happens. Or

like watching 10 past go to 20 past on the clockess it's a digital clock in which

case

There were also a number of changes that familexe wianaging on a daily basis.
Inconsistencies in the behaviour of the childrethudSD were frequent within parents’

narratives; these posed difficulties for managhg from a parenting point of view.
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Parents felt that they needed to manage or catiedbehaviour of the child in order to
keep the peace within the family. This task poséfetdlties as what would work one day
would not work the next. Parents appeared to spdatlof time guessing how to parent
and adapting their methods after reflecting onrtredative success or failure; they seemed
motivated by a need to maintain calmness. Agairerga expressed a hope that they were
learning the ‘best’ way to deal with ASD.

P: We're managing it better than we used to (laughs

I: In what way?

P: Just strategies really we just tend to leavekimare before we’d say come on

calm down, and not on at him but you'd keep goBigt. now we say right you

know what to do go to your room or we just totadjgiore it. Which most of the

time does work but not always, the door incident,\eah. But [sibling] does go

through it a bit as well

I: How did you find out what works and what doesmadrk?

P: Just by trial and error really, just try diffetehings

In this excerpt the parent is describing how thayehmodified their parenting in
order to minimise the behavioural impact of thdcthiith ASD. Parents were not always
successful in managing ASD the way they wantedtere were times when stresses from
outside the home affected their ability to mainta@&hance. Parents seemed to be judging
themselves for not managing better, continuindniiokt about things after the event in
order to learn from them. Edith described how tihel family is affected when stress
gets in the way of feeling in control, and how #kess is also dependent on the child with

ASD behaving appropriately:
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P: We might not like each other all the time, erthjnk as parents it depends
what's going on at work and it depends largely ow fchild with ASD]’s getting

on at school as to how stressed us parents aseltbaay. Erm

I: How does that stress knock on then?

P: Well | think it reduces your tolerance leveledo' it? Makes you less patience,
less patient. And whilst we know probably what wewdd be doing, when we're
feeling stressed, we don't. We deal with it and®at, we overreact and we react
incredibly and then afterwards when you do a posttem like me and my
husband do at the end of every day, it was “thahth@one very well has it.” When
| did that | shouldn't have done that should 1?d&ese that then made him do this

erm, and as, as, Mum and Dad we watch each othiévederong thing sometimes

Edith appears to be criticising herself for creguilistress in her children. It appears
that it is important for her to be able to managedmotions at all times and contain her
own stress when dealing with her children; whenishaable to do this then there is a
consequence from ASD for which she feels respoaisidrents seemed to place
minimising the distress of ASD at the centre ofrtkl@nking. This takes preparation,
thought and flexibility in the way that things approached in order to communicate
effectively with the child. This parent spoke abalways being one step ahead:

I: Is that about being flexible do you think?

P: Yeah, absolutely. Yeah, you have to be flexiatd a capital F.

I: (laughter) It sounds like erm,

P: We haven't got it sorted trust me.

I: I was gonna say it sounds like it takes a lotrfryou to try and think about how
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to go about doing things.

P: I'm constantly on the next bit because whend e[Dad] about going up to
College and he said “Ah well he doesn't even lamié next year” and | say “I
know” but | says “we need, we need to get our hheadd it so we can talk to

Alistair about it and so he can get his round it”

Parents felt that during a break they could ndtaas to thinking about the things
they needed to do or things that had happenedlaStescribed the constant-ness as quite
isolating and as a result she struggled to comnatmithe effects of it. She felt that other
people could not understand:

I: How much do you think I've got an understandfigvhat it's like?

P: Erm, I'm afraid to say that unless you haverag®l member of your family

with Autism or Asperger's, I'm sorry but | dotiirtk you understand it at all but |

also think that erm, it's the same with the dysleaad it's the same with [niece]
having CF (cystic fibrosis). | think unless youdiwith that person then | don't
think you can appreciate what it's like. | thinkuyxe probably got a good idea

I: Yeah

P: But | think you have to be there, you have tanbie

I: Is that about it being every day or is that abou

P: Yes, yes | would say so. Yeah, because theveday off is there. And | think

even, as we said | don't have a lot of time awasnfthe family, but we choose,

that's our choice. We could go away but erm, ef/gau did have a weekend away
you still, you can't, you can't switch off from He will always concern me in that

respect.

90



The constant thought that parents put in to lifs wammon to all parents. Yet
despite the planning and reflecting on their owhawsour and lack of respite from the
situation, parents find that as they become moperesnced in having a child with ASD it
becomes natural to think about them constantlyy Hpgpear to adapt to their family life in
order to compensate for ASD.

P: Erm, | will pre-warn Alistair at the earliestmgrtunity. It's definitely easier now

than it probably was 5 years ago.

I: Mmhmm

P: Erm, because he would've dug his heels in add'Na, | don't want to” so he's

definitely better but you see, we wouldn't decitleea to four we were going out

for a meal tonight. We just wouldn't do that, wewebdecide at the beginning of
the week “ooh what would you think about...” andiyost you do it automatically
after a bit

I: Yeah

P: Because you know that he's going to dig hisshieednd like | say you don't look

for trouble, you don't want to make life difficditir yourself and after a while you

get very much used to thinking like that and erstart thinking about the weekend
on the Wednesday deliberately to think “Well what &we going to do, eat, say go”

and give, give myself time to warn Alistair thaatls what's going to happen. We're
having a haircut tomorrow and | told him on Wedrassd told him yesterday

“Don't forget we're having a haircut on Saturdagtise, so he, he knows what's

going on and he knows it's going to happen anctheo room for whatever

(laughter)
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Siblings appear to share this understanding ofrtanalthough they do not share
the same sense of ‘constant-ness’ as the parewtntR tended to take on the role of
planning and structuring for the child with ASDethconstant thinking means that the
siblings do not need to take on this role. As altesblings are aware that planning is
needed but it is not a constant part of their livethe same way as for their parents.
Siblings seem to be providing support to their ptedy being aware of the necessary
planning:

S: It was a lovely evening but John came to aciteyhilst we were there but

before that he was saying “no | don’t want to gaicawas having a tantrum. It's

got to be fixed in his mind and you have to give &i least a few days notice.

These descriptions highlight the perceived neaditomise difficult behaviour

through preparation, routine and a restrictionamify activities.

Life Revolving Around ASD: Walking on thin ice [doned]

Both the siblings and parents of children with A®Ddify life in order tominimise

unpredictability They hope to reduce the number of behavioursateaseen as
uncontained and difficult to regain control ovehelchildren with ASD displayed a
number of behaviours when they were upset includigong, suicidal comments, violent
comments, verbal and physical aggression diredtdtemselves, their families or their
homes. The result of these behaviours ranged fiemmade to property which had financial
implications, hurt of siblings, parents or self ardotional distress of the whole family.

An example of the impact of these behaviours wasiged by one of the parents:
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P: For a while there was an impact it's not bad thaonvfor a while you know, I'd
roll up my sleeves and I'd have 4 or 5 bites orhearen erm, or different bruises
from different a day ago, 2 days ago and 4 daysaagaall that so erm there’s that

but erm, yeah.

Understandably, these were behaviours that fanstidged to avoid. It was
difficult for them to understand the behaviour loé thild with ASD posed a challenge in
controlling and containing iChris described how he attempts to provide sugpsrt
brother:
S: He'll say no to everything he’ll just cut ofsmose to spite his face. Which | find
kind of strange, you don’t really you've got to try understand why you've
annoyed him and how and what you’ve got to try dads to fix that and you've
got to do it in a sensitive way so it won't set hofii even worse. If you don’t
comfort him in a certain way, so you say a fewdhithat he thinks you're faking
and you're just doing it for him he’ll say “no gavay” and he’ll say that just to get
you away from him so that he can calm down or sulk.
I: Does that work if you go away from him does ttetn him down?
S: It takes a while but it does usually work b tbe gets thinner so you have to

do your best to try to cope with him

Chris describes how his actions can create furth&@ability. He suggests that
although his brother is able to calm down with gphe is likely to respond more quickly
or more aggressively to any further upset. Thers avaense that families were ‘walking

on thin ice’ regarding their own behaviour. SibBngxpressed a concern that it was not
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good for the child with ASD to be distressed; ttapeared to be concerned for their
wellbeing in addition to behaviour. One sibling wheticed that the feelings of the child
with ASD had implications for other members of tamily:

S: Tom can't feel good being grumpy because he hlkeéng grumpy and then it's

bad for the 3 of us

I: What happens when it's bad, do people get alolagpeople not get along?

S: On a bad day I'll talk to Tom and mum and dael ‘aro you shouldn’t do that

he’s having a bad day”

This further highlights the idea that life in thaarily is difficult if the feelings and
behaviours of the child with ASD are not contain€le sibling is asked to modify his
interactions by his parents in order to reduceisieof saying the wrong thing to the child
with ASD. This is explored further in the ‘restrans’ sub-ordinate theme. There was a
sense from the siblings and parents of not warttrigpck the boat’ so when things were
settled they left the child with ASD alone:

S: Don't interfere in anything that he’s doingh#’s on his own in his room and

he’s playing or he’s in his room on his own theswvie him alone cause he’s

peaceful.

By not interrupting or making the child with ASD tlungs that they did not want
to, unwanted behaviours were avoided. The expeatati a fight or negative response led
to families prioritising joint activities. Otherslapted by providing ways for the child with
ASD not to take part in activities and did thingshathe sibling without them. The

families who chose this second option seemed tadre conscious of not ‘rocking the
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boat’; it did not follow however, that these wele families where the more violent
behaviours were experienced. Each family appearbdve a different level of tolerance
to the distress of the child with ASD. Michelle gssadvice to another family with a child
with ASD in this excerpt which highlights how inrtfamily they prioritise activities:
P: Yes and to really pick your battles and you kramal to only force the issue if it
really matters. You know and if they want to do stimmg some way well let them
because if it doesn't affect anybody else, isallyea problem and they've really got

to they've really gotta decide what's important ahet's not.

She expresses the difficulty she would have agenpa enforcing a plan on the
child with ASD: thereare times when she will not do thighenit’s not worth ‘rocking the
boat’. Parentstoncerns about maintaining stability are likelyctome from a lack of
confidence in being able to manage any resultawbated behaviour and some parents
expressed feeling like a failure as a result c.thiz explained how she needed someone
to blame in order to explain the behaviours ofdteld with ASD. She felt that it is normal
for parents to blame themselves when things go gvieithe family rather than balancing
her feelings with the knowledge that her child aaBagnosis of ASD.

P: And | don’t know whether we blamed it, | thinlewlamed each other some of

the time because we just thought, and | blamed iinggese | thought | must be a

terrible parent, I've got a child that | can’t cooif | must be terrible you know so |

just thought oh it's my fault, which | think you ddout most things in parenting,

oh it's my fault so yeah

This judgement made by Liz shows that parents tthely should be able to
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contain behaviours and minimise the likelihoodr@m occurring. Further to the
judgements that parents place on themselves thregipe judgement from society when
challenging behaviours occur outside of the honre @arent expressed how their partner
worries about what other people will think:
P: Erm but [partner] worries that people think tatre just neurotic parents;
we’re not parenting very well. Or also or altermaly thinking that other people
will think we’re neurotic parents, er sorry or thed’re bad at parenting. .... so
there’s this crossover between him being complidtit others and non compliant
with us and people see that and [partner] worhiaspeople are thinking,
commenting things on that and we do worry that ogle@ple will think we’re er,

that he doesn't really have Asperger’s and whywaeenaking all this fuss.

The hidden disability of ASD can make parents fdatfat others will not
understand and/or make allowances for behaviow;rasult parents fear they will be

blamed.

Life Revolving Around ASD: Restrictions [Combined]

ASD places restrictions on family activities agauit of the behaviours that may
occur whilst outside of the home. To avoid judgetiesm others, families may avoid
situations where behaviours are seen, insteadrprefeo confine ASD to the family
home. Siblings expressed a sense of frustratiomahdnderstanding the behaviour of the
child with ASD. Paul described how the restrictadfects every day family life:

S: Erm, sometimes ordinary things that we do orsdag, he, he just decides that

he doesn’'t want to do those things.
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The inconsistency of ASD, in addition to the inflakty, can lead to feelings of
sibling and parental isolation from peers and dgciearents shared siblings’ frustrations
and appeared to have a desire to be free of thi@ations and restraints. There was a sense
of having to make allowances rather than wantingpaie them. Frustration that children
with ASD would not do unplanned things and furtfrastration came from refusal to
engage in previously agreed activities for whiokythad been prepared. One mother
described her frustration about the inflexibilityded to ASD:

P: 1 wish we didn't have the, | wish | could getimd this inability to erm, say

“come on then John, you've agreed we're gonnaidoviie do it”. | wish, I'd get, |

wish | could get rid of that bit saying “No I'm riot

Avoiding unwanted behaviours leads parents to aghanseasier parenting option;
changing the sibling’s behaviour rather than rigkimmanageable behaviours. One sibling
described how his brother is involved in makingisien about what he is allowed to do:

S: Oh yeah and there was this yeah, debate caksgdu had to be 10 to go to go

ape and I've never been to it and | really wangtoand Tom was like no you're

not going until | can and | was like why.

I: Sounds really frustrating

P: It is that particular incident was.

The sibling’s life is, at times, felt to be conted by the child with ASD. The

resulting frustration of the sibling was likelylbe easier to manage than the challenging

behaviour associated with ASD would have been.
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Life Revolving Around ASD: Finding a balance [Pdten

‘Finding a balance’ relates to parents balandmegrteeds of the child with the
needs of the family, as well as with their own estpgons of parenting and being judged
as failures by others. Parents expressed the iampmetof keeping the child with ASD
calm; protecting them from distress that would @esed by instability. Parents’ and
family lives appeared to be controlled by contralthis; one of the parents expressed
feeling pleased due to having a happy child:

P: Stephen takes up a lot of my time and a lot pEffort.

[: Mmm

P: He's the one that demands the most just to theegs stable for him really. |

think we do a really good job of it. He's you knayenerally happy and calm and

erm, and our family sort of revolves around thallyel suppose.

Despite a need to maintain stability and calmnes#hke child with ASD, there was
an acknowledgement of the effect on and feelingstloér children in the home. This
disparity between life being controlled by ASD &mseping control can be seenin a
contrasting quote from the same parent:

P: | think you've gotta be consistent and you knibvgtephen could easily rule the

roost if allowed, erm, and you'd have to make saé his behaviours is

appropriate and isn’t seen to be too different ftbmothers, you have to make sure

that they stick by the same rules.

A struggle exists between parental expectatiomsahtaining a balance between

the needs of the child with ASD and the feelingthefother children in the family. They
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also experienced difficulty in balancing advice atioow to manage ASD with their own
values about how to parent. Values included theomamce of bringing children up to be
responsible adults who displayed socially appraeiieehaviours. At times it appeared that
parents were describing a tension between theirideas and their understanding about
the needs of ASD. lan described this struggle:
P: Cause the paediatrician when we last saw thdigtaeian cause we've seen
paediatricians before in [place] and then herethadne here said essentially what
he wants you have to give him and not fight itlaad not try to change it. But
you can't live life like that and there are thirtgat have to be done. But there’s a
kind of. Cause part of you says good parentingyiag to guide a child through
and encourage them to grow up and take respomngijl@hd all that so you're trying
to get this balance between letting him do whatvaets and not get angry with
him at all and guiding him through whatever ithatthe has to do. And it's
difficult, sometimes, | mean sometimes, | meanltl/e a bust up, if he’s had his
bust up he’s released whatever it was that wadensim and he’s calm again. Erm,
so there’s quite a lot of if you give him spacéhat right moments and taking space
yourself...but the debate that goes through yowmdrs well should you get him to
understand that it's not right to be telling lidselthat or do you say we’ve been
advised just to let him calmly go about his bussngs there’s a bit of me that wants

to keep on going at him no that’s not the righti¢hio do

Parents attempted to maintain calmness in the yamine and balanced staying in
control of ASD with ASD being in control. This wdsgficult when in order to stay in

control of ASD ideas about parenting had to be rexli
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Whilst most of the siblings mentioned restrictidagheir lives they did not portray
a sense of balancing life with ASD to values theldhThis may well be due to the
different perspectives held by parents and siblifigpe struggle for parents was to manage
their own perceptions and advice and to balanceethéth the constant tasks that ASD

posed.
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Theme 2: What's ASD —What's not?

This super-ordinate theme explores the difficuttydarents irknowing which of
the behaviours displayed by the chale the resulof ASD. Siblings struggled with
knowing what was ‘normal’ and managing the perspestof their peers. Parents also
struggled with maintaining a perspective and wergcerned with ‘what’s normal?’. This
appeared to be important for parents to ‘understiwed child. The ‘normal’ distinction
was used to evaluate the behaviours of the child ta decide how much control the child
had over their behaviourBamilies’understanding of ASD also affected their explametio

and responses to it.

What's ASD - What's not?: Comparison to normal [i&is]
Siblings found it difficult to explain what it wdike to have someone with ASD in

the family. They noticed that they had no frameedérence in order to make a comparison
and therefore are less likely to be aware of theeakfficulties in the family. As a result
they may consider the restrictions and behavicdwasdccur as being a normal part of
family life. Chris reflected on not knowing any féifence.
I: What's it like having a brother with autism?
S: It's hard to say because | don’t know whatlike living with a normal,
someone who’s not autistic. So it’s just I'm gueggiou have to treat them slightly
differently. You can't really give them a big tegjioff because that will knock his
confidence quite majorly really and you just hawd¢ supporting and give him
something, give a shoulder to cry on or someorea on. You've just got to be as
kind as possible really. You've got to try to beenyou can joke with him. Life
seems normal because | don’'t know what it is liviiilp someone who’s not

autistic. It's just something I'm used to.
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Chris struggles with his language about ‘normatjgesting that he is aware that
things would be different if there was not a childh ASD in the family. He demonstrates
an awareness that you have to treat the child A8D differently, but seemsnsure. His
use of the word “guess” implies that he does nity finderstand the situation. Elaine
demonstrated this struggle to understand and lhalvareness of what was ‘normal’ when
her peers asked her about life in the family:

S: Cause everybody, well my friends always askamaés it like having an autism

brother and I just say it’s just normal to me by don’t think so cause they don’t

have an autism brother

I: What's that like for you having to explain thatthem?

S: Erm quite easy because | normally explain thdmp itvis he’s like that and stuff

cause whenever they come round he’s like that laey dlways say well why is he

like that and | always say it's because he’s gdtsaa, well | just call it anger
issues

I: Oh ok so is that what they’d see? They'd seesghg

S: He hasn't got really angry issues he’s just gall | don’t know what he’s got

really

I: Is it hard to explain it?

S: Yeah, cause | just call it anger issues caugmlt know what it actually is.

Communicating the effects of ASD is difficult whgou do not have a frame of
reference. Elaine has difficulty explaining to peers and although the child with ASD

would not come across as angry she finds this siereaxplanation of his behaviour than
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describing autism. This suggests that for siblidiffscult behaviours, restrictions and
social isolation maype ‘normal’. Siblings*understanding’ is described in more detail later

in this theme.

What's ASD — What's not?: What's normal? [Parents]
Parents had a different perspective from the gibliof children with ASD. They

expressed what life might be like without ASD armavistress may be reduced or that they
would be less socially isolated. Edith gave an garof how she wonders about the
difference ASD makes to her life:
P: 1 do sometimes sit and think what it would Ik lil quite often think that...Not
totally stress free, cause | think when you've lgds it never is, especially when
you've got teenage [children], but definitely letsess and less worry definitely

cause [it] is a worry.

Edith balanced her perception of the reductiortriess due to ASD with an idea
about what it is like to have teenage children. Wparents spoke about ASD they
struggled to separate it from their child; thididiflty externalising seemed to make it
difficult for parents to express their opinions abASD. There was a sense that parents
were unable to be critical about ASD as this méaey were being negative about their
child. In addition to this parents struggled in arglanding what was ASD and what was
‘normal’, with parents’ perspectives seeming degenan the birth order of their children.
Sheila expressed a difficulty in knowing what aity@b developmental trajectory was and
when behaviours were as a result of ASD:

P: because [he]'s my first child, sometimes itilsiha know what's typical teenager

and what isn't. ...It's difficult to separate ittphis personality is his personality
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Sheila’s struggle is similar to that of the sibkng that she has no frame of
reference as to the way a child without ASD cowddlbveloping. The struggle that parents
faced in deciding whether behaviours were ASD arevirrormal’ added to the difficulty in
balancing their parenting. The following sub-ordentheme explores how parents and

siblings understanding of ASD influences their batwaral attributions.

What's ASD — What's Not?: Understanding [Combined]

This sub-ordinate theme explores the combined gtaleding of parents and
siblings. It considers the role that having thegdiasis plays in the understanding of
behaviours. The consequences of not understanddfiyléd to siblings internalising the
meaning of behaviours.

Siblings struggled to understand how the child wi8D experienced the world.
When the child’s behaviour was different from th@ivn, some siblings explained a
difficulty in making sense of it. Neil explainedshdlifficulty:

S: | just don't tend to properly understand it...Nike erm, it doesn’t make sense

how that can happen how someone can be in that-sahdnd whatever,

I: So you don’t understand what the explanatiohass that might make [child with

ASD] think?

S: More why, why it's the way it is

I: Why it's the way it is, is it ok to not undensththat or would you like to

understand that?

S: 1 would like to but, it's just different to hdvam
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Neil expressed a desire to be able to understandrbther and a struggle with
being able to see why his brother behaved diffgrérdm him. When siblings didn’t
understand the effects of ASD they had a tendemeyttibute the child with ASD’s
behaviour as being something to do with them; maksing it. One sibling thought that;

S: He doesn’t want to do anything with me causddesn’t like me

This led to sadness from the sibling who wanteelationship with their brother
but was unable to understand lack of desire toantevas due to his ASD. Left with no
other explanation, the sibling believed it was lseathey were not liked. Understanding
led to empathy towards the child with ASD. Rutksa&ed how the diagnosis has allowed
her to see past the ‘bad’ behaviours and is now tabdee a nice side to the child with
ASD which she had not previously noticed:

S: I've noticed that [child with ASD]’s got a la,really nice side to him when he

wants to be, like I've never seen it before he diagnosed, do you know what |

mean,

Having the diagnosis led to an increased understgrad the sibling with ASD.
Ruth was able to make comparisons to her peer gaodmeveloped empathy. She noticed
limitations which led to her feeling sorry for thiild with ASD:

S: It must be horrible to feel as though you cgwtout and stuff and you can’t do

as much as normal kids do

Understanding ASD seemed to be difficult for altloé siblings who ‘understood’

ASD from their own perspective. This did not alléw the child with ASD to think
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differently from them (i.e. not want to go out)cbrrect interpretation of behaviours led to
internalising and sadness; understanding led taagmand feeling sorry for the child with
ASD.
Although parents and siblings demonstrated an dmpgat the child with ASD,
the child with ASD did not show empathy towardsnhi¢his led to a difficulty for parents
in "understanding’ the child with ASD. One paressdribed how the child with ASD
misinterprets the effect his own behaviour has eopje:
P: Tom doesn’t seem to understand how he’s verbaitiing people and
physically he quite often says, if he’s hit sometre hits me and | go “ouch” or
something like that he’ll say “you're faking it’nd there’s something about unless
he see blood he doesn’t think anyone’s ever hattse sometimes he’ll see blood
and say ohh that’s terrible but it’s only a small and it's not terrible, you know.
So and it’s quite hard to understand and it's qait®ncern and we do worry about

at times that he doesn’t have a concept about heWwdhaviour impacting others.

This parent worried about how their child woulddszceived by people as a result
of lack of empathy. This created a struggle in wsidading the child and feeling in control
of ASD. This parent does not attribute the behagda ASD. Other parents attributed
differences in the behaviour of their children ag\g due to ASD. This parent’s comment
reflects this:

P: Tim might say sometimes, “I'd like to get thetgjun and shoot Paul's head off”

you know, things like that. But he's that's becdwss the one with Autism and he's

the one who will say things like that you know.
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It can be seen here that parents might attribuisia® behaviours from the child
with ASD as being due to ASD. As parents strugglmaintain calmness in family life
they may balance a feeling that the behaviour vgamted with their knowledge about
ASD. This would allow them to accept the behavi@iher than trying to change it, thus
avoiding more difficult behaviours. The need to main calmness and stability justifies
allowing the behaviour. This explanation avoid$ gelgement for letting the child with
ASD say something abusive to their sibling. Althbymarents used the diagnosis of ASD
to explain difficult behaviours they also noticéat ASD had other effects on their child
that were not considered to be negative. lan gawxample of his child’s behaviour:

P: You can say that it's because of autism that tvl take a, if he’s got a set, like

in the older days when he was still reading Bed@tter books, and you get a set

of Beatrix Potter books and they’ve got numbershenback of them so he’ll put
number one up the top then 2 34 5 in a in a matow so that’'s autism affecting
him because that’'s the way that he will play bat'8not a negative effect but

that’s how he is

This contrast shows that parents are able to maiatpositive perspective of the
effects of ASD. Siblings are able to see past ASi@mthey understand whereas, parents
to use their knowledge about ASD to notice howifécs their child.

A strong connection between the themes suggestpdhents integrate their
knowledge about ASD and their expectations aborgrigng to re-evaluate their parenting
style once they receive a diagnosis. The new indtion gained following the diagnosis is
assimilated into parents’ understanding and nevieegtions are created which allow for

all their knowledge to be used. Before the diagngsarents did not have an explanation
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for differences in behaviour between the siblind #re child with ASD. The knowledge
gained allowed this parent to think about her etqi@ans and her perspective of her
parenting was modified. This allowed her to fealtttine situation was more ‘normal’ than
she had previously felt:
P: Well they'd be different anyway wouldn't theyee if Tim didn't have his
diagnosis and | never thought that that would leecttuse, stupidly. | thought, if
you had two children and you bring them up the seuang but you don't bring
them up the same way because when you, when Tira,caed already got
[sibling] so we already had less time for Tim ema @ahen that means we’ve got
less time for [sibling] cause we've got Tim so ymn't bring them up the same
way and then top of that I'm only just now probaibiig last 6 months, maybe a
year, realising that actually they are individuatsl they are individual
personalities and that they don’t have to do, th&yt have to have the same

viewpoint on things that | have, they won't have.

This suggests that parents are able to use thewlkdge about ASD to guide their

parenting style in order to experience life as niooemal’
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Theme 3: ASD changing family roles

This theme explores how roles within the family @ as a result of ASD.
Siblings expressed a ‘loss of relationship’ whilsayt fantasised would have been different
without ASD. Parents similarly experienced a lagkiving diagnosis and their ‘cycle of
reactions’ showed a struggle in containing thestifegs. A combined sub-ordinate theme

emerged where parents and siblings strived toegtaach other’ in the family.

ASD changing family roles: Loss of relationshipl8ig]

Siblings appeared to have an idea about how theydweant a relationship with
their brother and sister to be; none of the silsliegpressed happiness with the relationship
they had. The loss of this fantasised relation&do siblings isolating themselves. One
sibling described his relationship:

S: (sighs) Tom’s not really like, the person whi&e do stuff with.

I: Who is the person that you like to do stuff ®ith

S: Me, | really should get out more

I: Is that cause you want to or cause you have to?

S: Bit of both

He struggled with not having a relationship witls hrother and as a result chose to
complete activities on his own. The idea that he tieebe ‘out’ of the house suggests he is
isolating himself to meet the needs of his brothi@rs was further exacerbated when

siblings believed that the child with ASD did noant to spend time with them:
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S: I'd tell them it really annoys me that | canftre that erm, | can’t do the things
with him that other people do with their brothdike | can’'t erm, | can’t like erm,

| can’t take him somewhere on my own in case heayegry and Mum and Dad
aren’t there to sort it out. Erm, | wouldn’t he dwet like me as much as other erm,
erm, people like their brothers, sometimes he dobka me very much, sometimes

he don’t like me very much

The desire for things to be different is acknowkdipy the sibling who wants a
relationship with the child with ASD and sees taationship they have as not ‘normal’.
When the child with ASD plays with the sibling thi&ling appears to find this an
enjoyable experience:

S: hair and makeup and nails, | like doing that ahiéte the fact that she can sit

down and talk to me like say if she can't tell mamd dad stuff

In this quote the sibling seems to feel privilegdten her sister shares things with
her. The transient nature of the positive relatgmsnay also add to sibling’s distress and
loneliness when it is taken away from them; theyléely to wonder what they have done

wrong and struggle to balance attempting to reppairelationship with avoiding rejection.

ASD changing family roles: Cycle of reactions [Pas}

Parents did not describe a loss of a fantasisatiarkship with the child with ASD
but they seemed to respond to a loss of a childvirhg the diagnosis. Parents expressed a
desire for things to be different and describedadition to managing the diagnosis.

Parents frequently expressed their ‘wish’ for diéfece. The feeling of ‘wishing’ and
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remaining hopeful is in contrast to the sadnesspghegents expressed. One parent expresses
her feelings following the diagnosis:
P: l also felt quite sad for a while last year, ¢émel of last year, that | hadn't got

perfect children.

Another difficulty is expressed by this parent wdemeralises not perfect to both
her children. Not attributing difficulties to AS[2parately leads to the sibling being
included as ‘not perfect’ in this stage of the ey@ome parents struggled to make
agencies listen to them whilst others were frusttdhat agencies hadn’t noticed the
possibility of ASD. Frequently, anger was directe@dgencies as can be seen in this quote:

P: Erm, it makes me cross, it makes me feel letrdowthe school, erm, because

they, they must've known something wasn't righeylimust've been, they must've

had some inkling. You can't spend 38 weeks a y#hranchild and not think

“hmmm”. You mean to say they haven't had a chilthwsperger's, I'm sorry, |

don't believe it. | do feel let down by them bugnhon the other hand, he's one of

30, you can't expect them to know everything aladiudf them can you? So, I try

not to judge and I try not to let it get too fausa it isn't healthy and it isn't gonna

change the situation and it isn't gonna help is it?

This parent does not feel comfortable with her angied is striving to keep it
under control. She is seeking reassurance thas sleng the righthing suggesting that
acceptance does not feel natural for them. Asciyute presents as transient, parents
described being at a different stdgam theirpartners; this led to tension and frustration.

One mother spoke about her husband’s struggle:
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P: Craig keeps go, keeps going “Why us? What hasdame to deserve this?” oh
Craig, it's not about that, just deal with it, yknow, stop saying why us, cause it's
nothing to do with us, it's all to do with the fdloat this is how John is, there's
nothing you can do about it, nothing to changthire's no fault of anybody and
erm, we've just gotta deal with it. But he concatgs on why us, rather than

actually accepting the situation and dealing witlsa that makes it difficult.

Parents were at different stages in acceptingitgndsis and adapting their
parenting of the child. For examptension is created when a mother is accepting vehile

father is questioning, and attempting to find sdrmef to blame.

ASD changing family roles: Protecting each otheofi@bined]

This sub-ordinate theme explores how siblings gttem protect their parents; the
result of them trying to help out and parents’ e to this. In addition, the perspectives
of the parent and sibling on the role of other fgmmembers are presented.

Siblings were conscious of how feelings were passednd their family. They
were empathic to the stress of their parents artccatb how they also felt upset or
depressed as a result of this. Chris describes liswnum’s stress led to him needing
support from CAMHS:

S: these sessions also taught me how to deal with juist through talking about it

and how to deal with mum and dad fighting. Erm tieatly helped because it was

also a stage of depression really | think becausennbeing stressed meant that |
was stressed because | didn't like seeing her stigbsind | didn't like seeing her

upset it kind of radiated to me and | got reallysapsometimes because of this.
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When siblings were able to notice the pressure ttigit parents were under they
tended to want to protect them from it. Ruth ddsatihow she is able to get support from
her wider family and will then decide whether sleeds to tell her mum things:

S: I'm normally scared to tell mum all my stuff sadike the way, I'm not sure how

she’ll react and | don’t want to upset her so t8ll my Nan it and then see what

she thinks of it and if she says it's not as imgatityou know, then don't tell them

and if it is important then you're best off tellittigem

Ruth is attempting to protect her mother from umssary stress, suggesting that
she feels there is enough stress from living wiBDA Another way that siblings attempt to
alleviate the stress on their parents is by aamg third parent in the family or by
‘stepping up’ into the parenting role. As siblirfgel isolated by the lack of the
relationship they have with the child with ASD thewy seek to align themselves with
parents in order to feel connected to someonedraimily. Parents have a mixed response
to the attempts of the sibling to help them in thiay.

P: Ruth will then jump in and say “leave mum alone*don’t say that” and then

obviously it causes a row between them but Ruthty protective and if Ruth goes

away and stays at a friend’s house or somethingisteeys worries about leaving

me “I'm alright” but she worries, a bit of a womriRuth

Although Ruth is not successful in avoiding unwartehaviour; she diverts it
away from her mother onto herself. Her mother peesethis as being protective of her
and does not complain about the result. In conwasin the ‘stepping up’ is not welcomed

the parent experiences frustration at the sibling:
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P: [sibling] tries to step in to be the third parand then we get cross with him
“Just leave, just let us deal with it, just lea¥eand [sibling] can sense sometimes
we're getting stressed and he'll try to say to T@h for goodness sake Tim, will
you just do as you're told” when we’re trying td gan to do something. Erm, and
that doesn't help. You know and but he still tteeslo it, no matter how many times
we say so | do, | do feel a bit sorry for [siblirgimetimes but equally | do think he
brings some things on himself as he can be allyitasid wind Tim up and Tim

isn't tolerant and then they're, and then it allggpear shaped and then they both

end up being shouted at you know and so it canlbefeaught.

The parent suggests that the sibling is not helpftheir attempts to manage ASD.
There is a sense that the ‘help’ of the sibling esathe situation more difficult to contain
and the parent struggles with this. Siblings se& #ittempts to help as protecting their
parents and they express a desire to be ablepahdlan acknowledgement that they get
it wrong:

S: I'wish | could talk to Tom and like, (sigh) it'got really annoyed because Tom

Is in a mood and mum was like, | yeah no, wellvgag like | think I'm the one who

should try to calm Tom down, | was like | can dantl mum was like no you can't

and | was like | wish | could

When siblings’ attempts are seen as unwanted,fdetya sadness that could be

due to the rejection from the parenting positiod another disconnection from the family.

When siblings’ attempts are wanted by the paredtsanlings have learnt how to get
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things right with the child with ASD, the allianteseen as supportive. This is described
by one parent:
P: he's lovely and erm, and because he is so @dtunio John and the way he
works because they've grown up together, thergésars and y months between
them. Erm, he is very tuned to him so, he does mi&wances, he's very generous
from that point of view and erm, you know, it'ss ibnly sometimes that he gets

frustrated and less so now because they're batingetder

In this family, it is apparent that the sibling ahe parent share the same
understanding of ASD. This was not common: parantssiblings frequently have a
different understanding. It was also clear that wbther family members did not have the
same understanding of ASD, and did not responkdrsame way, this led to further
tensions. The same mother describes how she aruisleand differ in how they modified
their behaviour to make allowances for ASD:

P: Daddy comes home and says ooh, let’'s go outhtime early, let's go out for a

meal (gesture of frustration)...he just will nodenstand or I, 1 don, | ju, | just don’t

un, | just don’t know what it is with Craig, | réaldo not know whether, he’s just
like this and forgets or whether he’s just so shlthat he couldn’t give a damn |
just do not know but erm but the two of them togetimakes it really really

difficult cause if he could take on board how y@ed to treat John and and deal

with John I think it would make it a bit easierutlhe doesn’t, so, so things are fun

sometimes.
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Another parent attempted to reduce the differemterden her understanding and
that of her husband by sending him on coursesitorgare information. She also
expressed that his understanding is not as impaatahers:

P: but really he doesn't deal with the day to datyiés, | do it all, | do it.

Mothers are protective of fathers, often acknowlegghat the father has to work
longer hours. As a result they often do not shaeeésponsibility of parenting with them.

Avoiding and containing unwanted behaviours praeche siblings. Siblings
were also protected from parents’ opinions aboertnthOne parent expressed that she
thought the sibling was not always kind to theaiith ASD. She made allowances for
the sibling, understanding the difficulties of g with a child with ASD. As a result this
remained unspoken between them:

P: Probably one thing | don't want him to know abaul think that he can take out

his frustrations on [child with ASD], you know caulse, he is generally frustrated

with him.

The siblings did not suggest that they took theistration out on the child with

ASD and they did not seem aware that parents niede tallowances.
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Theme 4: Equality

This theme demonstrates a difference between ¢gaalihe siblings see it (‘how |
understand inequality’) with the parents’ perspextf ‘ASD as an explanation’ of

inequality.

Equality: How | understand inequality [Siblings]

This sibling only sub-ordinate theme shows a stieiggth noticing different
treatment between themselves and the child with ASbBlings reported feeling that things
were unfair when they perceived the expectationthem to be different from the child
with ASD. This could be due to different roles:

S: Well erm, in comparison to my age and his, wheas his age | did more than

he does now and I've always been really annoyeditaibat
different rules

S: Erm, | get annoyed because they don't tell Hinaad | get annoyed cause

sometimes | get into trouble, just me gets intalite when we’ve both been doing

the same thing.
or different limits

S: Yeah, Tom’s bar of being told off is higher tin@ne, I'm not sure how much

higher but

I: You feel that you get told off a lot easier?

S: I'm not sure about a lot, but easier

I: For littler, for smaller things, for differenhings?

S: I'm not sure about how much smaller but likaibd’'m not sure
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Siblings also noticed that even when parents pedishem in the same way this did not

always have the effect of being an equal punishment
S: He prefers to go out and play with his friendsl $ike sometimes when we’re
banned from electronic stuff for the day he’s okssahe doesn’t mind playing with
toys but I find that really boring so I have to dear just do nothing

A further annoyance expressed by a sibling was wihemchild with ASD was rewarded

for ‘good’ behaviour that would have been typiaal them.
S: It annoys me that he’s getting a reward for sivng that | do anyway but | can
understand why cause if they do reward him for gainhen maybe he might stop

being naughty, it doesn’t seem to be working

As can be seen in these quotes, siblings feel sesafrfrustration and do not fully
understand the differences between themselveshanthtld with ASD. None of these
siblings expressed an understanding that they difiezent from the child with ASD.
When siblings understood that ASD was the reasaiiliseemed difficult for them to use
this knowledge to overcome the feelings of frustrataused by the perceived inequality.
This cognitive dissonance was expressed by onegibl

P: (pause) as in | kind of know why he’s doingitknow what to blame for him

doing it but | don’t necessarily like it

This difficulty in connecting knowledge to feelingses not allow for the

frustration to dissipate. As a consequence, siblarg likely to be frequently in a state of

frustration which rapidly returns when inequaliyperceived.
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Siblings attempted to manage their frustrationsheir own; feeling that voicing
them to their parents may result in more troubleer€ were also times when they felt as
though nothing would change as a result of themtim@ing things. They then decided
that the consequences of saying how they felt wbald/orse than continuing to have the
feeling.

S: Cause | don't like to talk about it and mum &t probably, cause they’re the

ones that make me feel annoyed | wouldn’t go alkddahem about the fact that

they, | feel annoyed because they might annoy ereraere, they might tell me off

even more

There was a difference in the feelings of the siplivhen they were able to
integrate their knowledge about ASD with their fiegs. This appeared to create a sense of
control which resulted in understanding that thead to be a difference and that things
were fair.

S: I'm alright with how I'm treated, | mean like&khow if I've done something bad

that I'd have to do the time for it, like [child thiASD] doesn’t understand it.

For this sibling acknowledgment of ASD as the redso the difference in

treatment fitted with the understanding of desag\thre consequences she received.

Equality: ASD as an explanation [Parents]
There was a difference for siblings when they usited that inequality was
justified and when they could connect this withitleelings. Parents were aware of the

siblings’ feelings.
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P: Neil certainly at time feels things are unfair

In spite of this acknowledgement, the consequehoeeding to control the
behaviour linked to ASD, led to parents treating sibling differently. Again they
struggled with ‘balancing’ the needs of the siblargl the needs of the child with ASD.

Parents tried to find reasons and justificationthf difference which tended to
place some responsibility on the sibling’s beharfou making situations worse. One
parent reflected on times when the sibling may Haeen treated in a different way if they
did not have a child with ASD in the family:

P: But we sometimes say to Mark no you can’t gehencomputer because [child

with ASD] will want to and he will never stop, soakk says “well why should my

life be controlled by my brother” “why should | ngét” cause otherwise Mark
would have been let on it. So there’s, there argthwe ask Mark to do in terms of
being restrained about things that he might otheswlio because of the impact that
it would have on [child with ASD] and erm and heltethat his life is being
controlled by his younger brother, erm and to sextent it is, we feel a little bit
that Mark brings it on himself because he doegdmtribute to it, that's not all the

time, but sometimes he does contribute to [chilithwSD’s] behaviour.

This parent seems to feel sad for Mark and forrmato treat him more harshly.
This was typical when parents made allowances 8D Avhich affected the sibling. A
further explanation of difference was provided I @arent who was unable to find
consequence for the child with ASD.

P: John never ended up doing anything like thattendias never really naughty
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erm, | kept saying to Chris, “if John's winding yop you come to tell me, so then
John will get punished” but he was never reallyghay like that whereas Chris
was naughty, John was never really naughty, sekierrgot to the point where
you'd send him to his room but again punishmegdbtm, “if you do that I'll take
such and such away”, “well take it away then”, baldn't care

[: mmmhmm

P: at least if he does he's got a jolly good wagaifshowing it. You know, if you

do that we'll we'll take this off you, you can't that even. Say | didn't want to

anyway. He's virtually unpunishable

Although parents are noticing an inequality in tteatment of their children the
constrictions from ASD limit what they can do abdufhey balance this discrepancy in
treatment with the understanding that they haveiath® needs of children with ASD.
This understanding is not shared by the siblingaamy cases which leads to a different

understanding of ‘equality’
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DISCUSSION

This research used IPA to gain an understanditigeoéxperiences of life in a
family with ASD; how parents and siblings undersliag is shared or differs. Each of the
four themes that emerged showed elements of couhleixgeriences and also meanings
that were not shared. ‘Life revolving around ASCaswthe most prevalent theme which
was shared in many ways, although parents seenssltwst affected by the constant-
ness of ASD and the struggle with balancing expiects. ‘What's ASD — what’s not?’
explored a difference in perceptions and understgnaf ASD. As families attempted to
adapt, ‘ASD changed family roles’ where there waa@ness in response to ASD and a
need to protect each other from the effects. T theme ‘inequality’ showed different
views for the siblings and the parent, which rexiifrom a difference in understanding of
the reasons for it.

‘Life revolving around ASD’ was a particularly strg theme for parent and
siblings. They perceived life to be treacheroua essult of the unpredictability of the
child with ASD. In contrast, Angell et al's.(201s2blings did not express feelings of being
unsafe or anxiety resulting from these behaviolinss is possibly due to the measures that
families took in order to minimise the effects lnése behaviours. Although no
embarrassment was expressed about behaviours, litdee recorded by siblings in
previous research (Mascha & Boucher, 2006) andaNagothesised explanation for
preventing behaviours occurring in public. The tlkeavhconstant-ness similarly indicates
increases in stressors, strains and restrictigqerted by parents (Cassidy et al., 2008).

‘What is ASD — what’s not?’ explores a difficulty knowing how to attribute

behaviours. The difference in frame of referencthefsiblings and parents accounted for
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some difference in their perspectives. Siblingskspof life ‘being normal to them’ in
contrast to their parents who make comparisongéospor the sibling but also struggle
when they have no frame of reference. There arttesdifferences in the way siblings and
parents use their knowledge about ASD. Siblingd terinternalise behaviours that they
do not understand, whereas parents struggle to kimewdevelopmental trajectories are
influencing behaviour.

The understanding displayed by parents and sibiiaged, with siblings tending
to show more limited understanding. They empathigigtdl difficulties faced by a child
with ASD from their own perspective, rather thalowing for differences in the way a
child with ASD might experience the world. Parenistlerstanding of ASD allowed them
to not judge themselves when they did not modifysake behaviours; not sanctioning
challenging behaviour protected the family. Bothepdés and siblings were able to see past
the negative to more positive influences that A% bver their child with the diagnosis.
These shared experiences and meaning of behaw@yrsuggest that experience and
perspectives of participants are influenced by rofté@ily members (Hastings, 2006).

Family roles were modified when there was a chitthvSD in the family. Both
parents and siblings showed self reflection inrtbenversation. Parents reflected upon
their parenting ability and siblings tended toeeflon triggering unwanted behaviours.
Perspectives had changed following the diagnosisrnis reflected a feeling of loss for a
‘normal’ child and siblings thought they may havditerent relationship with their
sibling if they did not have ASD.

Siblings tried to be restrained in their own bebaviand tried to ‘step up’ in order
to help their parents with parenting. Parents tdd# to notice this restraint and

expressed frustration when they felt that the isgsdiadded to their stress. Siblings tended
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to want to support their parent and felt sad winey twere unsuccessful. When members
of the same family shared experiences, the relstips were seen as more supportive. It is
interesting to note that in the family where mothed sibling were united in parenting, the
mother had prior knowledge of ASD and had suspetfed many years prior to

diagnosis. It is likely that this sibling grew upderstanding the reason for the difficulties
displayed by his brother. This sibling appearetaee the greatest knowledge of ASD.

Although previous research has found a differendbe way mothers and fathers
experience stress, this was not obvious from thgptaused in this study (Kayfitz et al.,
2010). Although mothers tended to attempt to ptdtee fathers from the day to day
impact of ASD, the participating father was awairéhes stress, possibly as a result of
working from home.

Difficulties in the parental relationship were &t by siblings. The two siblings
who had received outside support were from thelfasnvith the most difficult parent
relationships. Parental stress in addition to gwvith a child with ASD may have been
influential for these children requiring professabsupport. This contradicts Rao and
Beidel (2009), who found that parents’ stress ditiaffect siblings. Also of note is that in
these two families, the child with ASD demonstrategh levels of aggressive behaviour
and the families were very restricted. However wider family mechanisms were
different for these two siblings, with one havingpport from grandparents whilst the other
one did not access support from the wider familyvoek. Despite the conflict and lack of
support in these families, they did not as exptless family as less ‘normal’ as may have
been expected from the research of Gray (1997).

‘Equalities’ shows the differing perspective helddarents and siblings. Siblings

expressed frustrations at the difference in treatmaich parents were aware of; this is
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consistent with Meirsschaut et al., (2010) finditiggt parents acknowledged differences
in parenting their children. Parents were not ablemodify their parenting to adapt to this,
possibly due to the restraints and difficultiepafenting a child with ASD and a sibling
without.

When siblings expressed unfairness they did nairtebinking that it was due to
favouritism; this finding was contradictory to Mcldaet al. (1986). Siblings noticed that
they may be more likely to be in trouble howevéth@gh many recognised that the
reason for this was ASD, some of them struggleti @itlissonance between integrating
their knowledge about ASD with their feelings abthdir treatment.

Hutton and Caron (2005) reported parents’ concabasit jealousy, resentment,
sadness and fear for the sibling; none of the pauiarthis study expressed these concerns.
Although they did feel sorry for the siblings ageault of ‘life revolving around ASD’,
parents often found it was easier to disciplinedibéing than the child with ASD. A

common explanation for this was that ASD requinéfeieent treatment.

Clinical implications

Petalas et al., (2009) reported acceptance asa thame in their study of siblings
of children with ASD. It appeared that when sibingere able to use the knowledge they
had about ASD to moderate their feelings they weoee able to accept differences in
treatment. It may help siblings to be supportenhédke these connections in order to feel
less frustrated in the family. The result of tleghat siblings may be more able to manage
their own emotions and it may facilitate the seofseontrol over the consequences of

ASD.
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Two of the siblings in the study had received supfsom outside agencies. In
these families there was increased conflict betwkemarents. It may be that siblings of
children with ASD are at greater risk of developthfficulties when there is additional
conflict in the family home. The siblings demonstdaresilience and maturity during the
interviews; particularly in the way they were ateexpress themselves and think about
the feelings of other family members.

It would also appear important to manage the differeactions of parents, it may
be through increased support and knowledge, theyleaelop a shared acceptance and
understanding which would then facilitate a supggertelationship. This is likely to also
have positive implications for the sibling.

The support received by the families in this studgied. Some parents attended
courses and found that this helped them to undetsteeir child with ASD, but others felt
they understood and could manage their child wittioese interventions. The support
needs of individual families should therefore bgegsed so to tailor support to their
requirements. None of the siblings had attendeg@tigroups or courses and many had a
limited understanding of ASD. Some of the childfel that the child with ASD did not
like them and felt sad about this. It is possibia ta clearer understanding of ASD
provided by either parents or outside support cbakk alleviated this distress and
isolation.

The dynamics within these families played a patheaunderstanding,
management and distress. There are many possbilir family work to be undertaken in
order to facilitate conversations, which would allthe unspoken perspectives to be
shared. This may relieve some of the pressure {sapem on themselves as it could allow

them to realise that the sibling’s perspectivefiecent from their own.
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Methodological approach

The IPA methodology, a strength of this study,\aéid for in-depth exploration of
the experiences of parents and siblings. Eachegpéticipants’ accounts was
comprehensively analysed in order to capture tipemence of the participant and increase
methodological rigourThis study intentionally utilised a broadly homogeuns sample of
families in order to make meaning from the expeargsn This was utilised in order to meet
the idiographic commitment of IPA (Smith et al. 02). This sample is not intended to
represent all families with a child with ASD. Althgh attempts were made to sample a
homogeneous group some variation existed. There av&arge number of variables which
were not controlled such as parent age, family dgaphic and family structure.

Although the differences need to be consideredsamepling method used allows for some
transferability of the results and clinical implicas. Some of the decisions that were
made about inclusion and exclusion criteria werdearan the basis of clinician experience
in the absence of supporting literature.

The innovative design using dyadic IPA allowedtfo perspectives of two family
members to be reported together, allowing direntgarison of perspectives. It has
allowed for the exploration of different understangs and meaning makings of the same
situation. In addition, the approach overall hdsvedd parents and siblings to express
what they feel is their life is like in a non-dite@ manner.

A further consideration is the sampling bias. Thaples who agreed to take part
in this research may have done so as a resulteafimg to express their stories. Parents
spoke about finding the process therapeutic ardebihg that the sibling would benefit

from being able to talk to someone.
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The final potential bias comes from the interpiieta. It was difficult to move the
analysis away from the descriptions provided bypheicipants as these were found to be
reflective. There were times when interpretatiaisjidgemental when they were only
guided in part by the actual words of the partioigaThis created a struggle within the
researcher which was managed through discussion.

In sibling interviews there was a need for the @eation to be facilitated by cues
from the interviewer. In spite of measures beirkgtato reduce the bias cues used were

likely to have been guided by previous interviewd arior experiences of the interviewer.

Future research

Further research could assess whether there &eeetites due to developmental
stage of the children and relative age of themsgltime since diagnosis and family
demographics (single parent families, more siblingde family) in addition to the wider
family networks. Parents and siblings responded wwehe interview methodology in this
study and some reported feeling a therapeutic albaving talked about their family.

There is scope for more research to understaneperiences of different family
members, this could include mothers and fathersvagmbers; of the wider family.
Including both parents in a future study would &ll@r further investigation into shared
and different understanding about ASD, which fréms tesearch appeared to create
conflict in relationships and add to family streBke perspective in this study was that the
child with ASD was often unaware of the effect &3 on the other family members. It
may be of interest to see how their experiencéefr the family compares to other

family members.
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Conclusion

The findings from the present study show the elmgiés of living in a family with a
child with ASD. Previous researchers have called for support,tigaeind information for
parents, siblings and professionals in contact thiéise families (Petalas et al., 2009). It is
important to tailor support to meet the needs efftimily. Allowing parents and siblings
to describe their experience of living in a familith a child with ASD, allowed them to
express not only their own, thoughts but their pptions of other family members. The
difference in parental ideas about the siblingspective and their own, may account for
some of the discrepancies in previous literaturelwhas utilised parental report for
siblings. This study would suggest that this iglykto produce a biased result. The IPA
perspective has allowed for stories and the measfibgo individuals in the same family
to be interpreted and compared filling a gap inlitieeature. The results can be utilised by
professionals working with children with ASD andrfities to highlight potentially

different experiences and assumptions held by famédmbers.
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OVERVIEW
The research detailed below was submitted as parfiément for the degree of
Doctorate in Clinical Psychology. The first panpresents a literature review, in which the
effects of delivering a group to parents of chiidvéith ASD were investigated. The
second part was research exploring the experiesf@parent and sibling living in a
family with a child with ASD. This paper providdsetreader with a brief summary of

these areas.

Part One: Literature Review

Autism spectrum disorder (ASD) is a neuro-developetal condition. There are
133,500 children with a diagnosis of ASD livingtive UK (National Autistic Society,
2011). The majority of these live within the famiigme. Behaviour problems, such as
aggressive behaviour have been reported in indasdwith ASD (Tonge & Einfeld,
2003). Research indicates that parents of childiémASD experience elevated levels of
stress compared to all other parents (Estes éX0f19). Parents are frequently trained
individually to deliver interventions to their ctiren within the family home; these
interventions can increase their stress. Theralacetimes when parents are trained using
group interventions or offered support to help theamage.

This study synthesises the research regardingfietieeness of group
interventions for pares of children with ASD.

A systematic review of the literature was conddaeteMarch 2013 to gather
research written since 1980. The main outcomes thentiterature were effects on

parents, effects on the child with ASD and parentintcomes. 17 studies met the
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inclusion criteria for the view. In twelve of thaudies a parent training group was
delivered whilst a support group was the intenantn the other five.

All the studies had limitations in the methods tlobgse to investigate the groups.
As a result caution is needed when interpretingékalts. The review found that support
groups appear to be effective in increasing knogdeabout ASD and improving mental
health. The evidence is less clear as to the kengarents of training groups. The effect
of groups on children was also mixed although fiesgved that behaviour problems were
reducing following a group. Following support grayparents had a more positive view of

their ability to parent.

Clinical implications

Parenting support groups could play a role in imprg parental stress; this would
allow parents to feel more confident in parenting & delivering training interventions to
the child with ASD. Parent training in a group sgftmay also have benefits for delivering

interventions to the child with ASD in a cost effege manner.

Part Two: Research

A child with an Autism Spectrum Disorder (ASD) tkg) communicates and
understands social situations in a different wayia typically developing child. Children
with ASD often require additional support withiretfamily. Life for the family can be
limiting as they are frequently unable to be spoatas they often follow rigid routines
and schedules in order to accommodate the nedtis child with ASD. Research has

identified high levels of stress that can resunhfrsuch factors, both for parents and
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siblings within the family. However, little is knawabout parental and sibling experiences
of life within the family. This qualitative resedraims to explore the perspectives on
family life from typically developing siblings anghrents. What it is like to live in the
family and the experience of having ASD in the figmaias explored through interviews.

Six families, where there was a child with ASD,Kkaaart in the research. Parents
and siblings were interviewed separately. The te@terviews were analysed using
interpretative phenomenological analysis (IPA).lEatthe four themes that emerged
showed elements of combined experiences and alanings that were not shared. ‘Life
revolving around ASD’ was the most prevalent thevhéch was mostly shared by family
members. ‘What's ASD — what's not?’ showed thatifea® are struggling to understand
how ASD affects the child. ‘ASD changed family mslshows that all family members try
to help protect each other from the effects of ABI ‘inequality’ showed different

perspectives of live in the family held by the Bilgs and the parent.

Clinical recommendations

When there was a shared understanding about A& ifamily, management of
ASD appeared to be easier. This suggests thattsaaed siblings should be included in
education programmes to improve understanding abh80t Siblings tended to feel sad
and frustrated when they did not properly undetahy a child with ASD was treated
differently. Brief support offered to them may oseme their struggle to control their
feelings of unfairness.

There was also a distinct difference in how parpetseived the effects of ASD on

the sibling to how siblings understood it themsslNeamily work could be used to assist
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communication so families can have a better undedstg of each other. This would

reduce the worry that they have and the need tegrone another.

Future research
Research into the different perspectives in a famith different demographics is
needed to develop the evidence base. In additiimganore research is needed to explore

the experiences of different family members inahgdihe child with ASD.
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Appendix A — Summary of Included Articles

Parent Outcomes and Parenting Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Bitsika & Effect of 13 female 1 male Mixed methods  Parent Support  Descriptive Non-standardised
Sharpley, (1999) informational parent 28-55 years old Group statistics used. and non-validated
counselling group. Quantitative Questionnaire Not analysed for measures
Recruitment by coffee effect of group (PSGQ) (not significance.
3 groups of 8, 75 morning and qualitative validated) Small sample size
minute sessions evaluation of the Group cohesion
Children attended the intervention Parent Evaluation and self concept Variability of
Counsellingand  same autism-specific Feedback increased over responses not
problem discussion school Measures Questionnaire time presented
training program administered: (PEFQ) (not
on wellbeing Beginning and validated) Self efficacy Adherence to
end of each increased and thentreatment -
Groups facilitated session and PEFQ decreased over  Different group
by an author and a 6 weeks after time facilitators,
teacher completion attendance not

Distress decreasedeported

over time

Other support
Evaluations received
positive
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Parent Outcomes and Parenting Outcomes

Author Summary of Methodology Measures used Outcomes Methodgloal
research limitations
Bitsika & Aim: to reduce 20 parents showed an Mixed Parent support No significant Back-up
Sharpley, (2000) anxiety and interest with 11 taking methodology group change pre — post. counselling was

depression for
parents of children

with ASD through Parent age range 29-39administered:
Beginning and
end of each

direct stress
management.

schedule. 2 groups
on the basis of age
of the child

BIOVIEW
monitoring of heart
rate, deep
abdominal
breathing taught

Recruited from a
Group format and autism-specific school

guestionnaire

version 2 Trends reported:
(PSGQ-2) (not

validated) Anxiety reduced
Program Depression
Evaluation reduced except in
Questionnaire final session
(PEQ) (not

validated) Stress reduced

Self-rated anxiety Confidence varied Different group
scale (reliable) between sessions facilitators,

Self-rated Evaluation
depression scale positive
(reliable)

offered to some
participants

Non- validated
measures were
used

Small sample size

Adherence to
treatment -

attendance not
reported and
topics chosen by
participants
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Parent Outcomes and Parenting Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Blackledge & ACT intervention 20 parents started 2  Quantitative Global severity ~ No significant No control group

Hayes (2006)

dropped out 1 attended

4 groups of 7,6,3 & only first day of

4 participants

workshop

14 hours in 2 days 15 females 5 males

workshop. (10
hours for one

group)

5 couples

3 geographical regions
represented

Children diagnosed
with autism, only one
diagnosed child in the
family

Children in the family
ranged from 1-6

Sample not selected on
the basis of clinical
levels of distress

Measures —

3 weeks befa

1 week before

1 week after last
day of group
3months after

Index (GSI) self
report (reliable)

Beck Depression
Inventories (BDI-
) self report
(reliable)

General Health
Questionnaire
(GHQ) self report
(reliable)

Parent locus of
control scale
(PLOC) self
report (reliable)

Acceptance and
Action
Questionnaire
(low reliability)

Automatic
Thoughts
Questionnaire

change in coping
time 1-2

Significant Pre —
post test
improvement
BDI-II & GSI but
not on GHQ

Small significant
changes pre-
follow up scores
BDI-Il GSI &
GHQ

PLOC dropped
from analysis due
to low baseline
scores

Analysis of

parents scoring in repeated analysis

the clinical range
shows significant
change of scores
pre-follow up

Groups of
different sizes and
lengths

Small sample
sizes

2 participants
from the same
family

Students assessir
for adherence
were trained by
the author

Reliability of
some measures

No correction for

of statistical tests
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Parent Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Farmer & Reupert Improving 98 parents of children Mixed methods  Self constructed t-tests showed After the first

(2013)

knowledge and
understanding of
autism, gaining
confidence in

parenting, decreasegroup 98 attended 4

feelings of
loneliness and
anxiety

10 groups over 6
years

6 2 hour session
programme

5-16 participants
per group

aged between 2 and 6

years old

sessions or more

79 children represented

by the parents

Quantitative pre-

15 questions on
likert scale and

post measures andopen ended
102 people started the Qualitative

thematic analysis

guestions
exploring
understanding of
ASD,
understanding my
child, personal
confidence and
capacity

significant change group the planned

on all the
questions asked
between pre and
post

Qualitative
Pre-intervention
included: feeling
overwhelmed by
impact, having
little knowledge,
not enough
information and
feeling lost in the
system.

Post intervention
included:
understanding
ASD, my child,

feeling we are not not validated

alone,
understanding
sensory
processing and
self confidence

topics changed

Modifications
were made
between groups

Repeated t-tests
were used with ng
correction for

increased error

No measures for
normal
distribution of
responses

No control groups

Measures were
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Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Khosroshahi, Evaluate the effect 16 mothers of autistic Quantitative Gilliam Autism Stereotyped Small sample size
Pouretemad, & of the Little Bird children Rating Scale behaviours
Khooshabi (2010) Programme for Measures used (GARS) showed a Limited
children’s 12 randomly allocated (validated) significant investigating into
behaviours to treatment, 8 One month before parents completed decrease between the power of the
completed. These were the group, the measure baseline and post results
Manualised matched by age and measures

intervention was
compared to a
matched control

group

Programme
consisted of group
sessions which
included 1:1
support to learn to
understand ASD.

3 month
programme, both
groups received
individual ABA
treatment in
addition to this
intervention

At the beginning
of the programme,

gender of the child to
control group

In the middle —
one month after
starting

post- end of the
programme

Follow up at one
month after

No significant
differences
between control
group and
treatment group
scores pre
intervention but
significant
difference post
intervention

No exploration
about the effect
sizes or the
clinical
implications of
any differences
found

Package was
translated for the

group

Process of randor
assignment and
matching is not
clear

Adherence to the
programme is not
clear
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Parenting Outcomes & Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Mcintyre (2009) Incredible Years Of 57 pre-school Quantitative Family Impact Observations: Observation
Parenting Training children screened 49 Questionnaire showed measure was
(IYPT) met the inclusion Randomized (reliable) significant piloted for
criteria controlled trial reduction in reliability
Manualised IYPT compared to Child Behaviour inappropriate
programme with 21 completed treatmentusual care alone Checklist (CBCL) negative Recruitment from
checklist group 23 control (reliable) behaviours (effect 2 schools, was
Randomly size 0.37) this representative

12 week group
2.5 hours per
session

Comparison with
usual care alone
this included
educational and
multidisciplinary
support

8-12 parents per group assigned to group Observation —

or control coded by blind
88.5% attendance interpreter (inter-

Pre — post rater reliability
50% diagnosed with  intervention 97.4-99.2%)

ASD measures used 14-

16 weeks apart
Inclusion criteria child

aged between 2 and 5
years Vineland
Adaptive Behaviour
score between 45-85
ambulatory and living
with caregiver for at
least 6 months

More praise was
noticed but not
significant change

CBCL: significant
reduction in
behaviour
problems

ASD outcomes
more negative
behaviour pre
intervention than
other
developmental
difficulties same
post intervention

of the population

Groups were not
standard in size

Drop out was not
controlled for in
the analysis

Only descriptive
statistics used in
analysis rather
than
investigations into
group effects

1)
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Parenting Outcomes & Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Okuno et al. (2011) Evaluation ofa 14 mothers of children Quantitative Confidence Fathers showed No correction of
shortened diagnosed with a Degree no change on their significance level
parenting training pervasive Measures: Questionnaire scores pre — post for repeated t-tests
programme developmental disorder pre — within one  (CDQ) — 5 point  test (18 completed)
designed for including 4 Asperger's month pre group non-standardised
parents of children syndrome, 3 autism andpost within one  scale, change in  Significant Non-standardised
with ADHD 7 PDD-NOS. 5 children month after group scores analysed differences for measures with
also had diagnoses of mothers unknown
4 small groups of 3 ADHD Mothers and Child Behaviour indicating reliability

to 4 parents were
reviewed

fathers completed Checklist (CBCL)
Children were 4.2-9.6 measures
years old

37.5 years average age
of primary caregiver

Selected for group in
order of application

increased coping
and
understanding.

CBCL no
significant
changes identified
although 10/14
children’s scores
were lower

Small sample size

No control group
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Parenting Outcomes, Parent Outcomes & Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Pillay, et al. (2011) Evaluation of 79 parents of 58 Quantitative Developmental Increased Groups were
ASCEND parent  children Behaviour confidence and  facilitated by
programme Pre and post Checklists (DBC) awareness different
51.5% recruitment rate measures used for parent rated therapists with no
11 sessions 2 hours 5 groups after (validated) DBC n=55 assessment for

each

Evaluation of 7
groups from 2004-
2007

Child age 5-15

Groups were matched
by diagnosis in 2004

but not after

59 parents of 44

children completed pre-

post measures

Parents included 3
grandparents

2004 and
evaluation
guestionnaire
Pre in first session (from ASCEND
post returned by manual)
post after the
group A 22 item 10cm
visual analogue
scale measured

parental learning

Total behaviour

Disruptive

fidelity of

Parent satisfaction problems reduced delivery

behaviour reduced Course changed

Challenging
behaviour
significantly
reduced

Lower anxiety not
significant

Lower self
absorbing
behaviour not
significant

The majority of
parents were
satisfied with the

group.

following parent
feedback

No investigation
of stability of
baseline pre-
intervention

No control group

Recruited over a
long time period
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Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Children sleep
Reed et al. (2009)  Pilot study 25 families of children Quantitative habits Significant Analysis used a

investigating the
impact of parent
training on

teaching children

to sleep and to see

if behaviour
improves as a
result

3 group sessions 2

hours each

with Autism, PDD-

NOS and Asperger's  Pre and post
where sleep is a measures post
concern within one month

of completion
Children with sleep
apnoea and narcolepsy
were excluded

Included LD and
medication

5 sessions were run22 families completed

the training and 20
returned questionnaires

guestionnaire
(reliable)

Family Inventory
of sleep habits 22
item 5 point
Likert scale,
parent report (not
validated)

improvement in

sleep habits and 4 an unmentioned

of 22 items about
sleep habits
(routines)

Actigraphy n=12
sig improvement
in time to get to
sleep, night

Parental Concernswaking did not

Questionnaire
(PCQ) (validated)

Repetitive
behaviour scale —
revised (RBS) —
observer
completed

Parenting Stress
Index — short
form — parent
rated

Actigraphy watch

change

PCQ — significant
decrease
hyperactivity, self
stimulation, sleep
disturbance

RBS — behaviour
improvement on
restricted
behaviour

correlation with
measure

No adjustment for,
multiple
comparisons

Small sample size

Drop out not
accounted for

No control group

No investigation
into stability of
baseline

Use of non-
validated
measures
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Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Roberts & Investigation into  Diagnosis of ASD or  Mixed methods  General Health  GHQ: Parental Not all formally

Pickering (201D

the incredible years ASD under assessment Questionnaure
parenting Quantitative GHQ - self rated
programme 8 parents of 7 boys (reliable)
modified for ASD Pre measure®1

session Eyberg Child
12 week Behaviour
manualised Post measure end Inventory (ECBI)
programme of programme

Social worries
Qualitative questionnaire
evaluations

The Australian
scale of
Asperger’s
syndrome

mental health diagnosed with
significant ASD

ECBI intensity of Some parents hadl
behaviour score attended the
reduced not course before
significant,

remained higher Small sample size

than clinical cut
odd No investigation

as to behaviour at
Social worries and baseline
Australian scale
no significant
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Parent and Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Roberts et al. RCT investigating 95 recruited, Quantitative Pragmatic Profile of VABS -CB Unknown the
(2011) the effects of a Everyday significant to unique effect of

home based (HB) 84 completed

intervention a HB - 27
small centre based CB -29
programme(CB) WL -28
and a non-
treatment Parents of children
comparison group aged between 2.2-5
(WL) years 90.5% male
HB 2 hours support 59 autistic
a fortnight 13 ASD

10 diagnosed but pre

CB programme assessment
included a 40 week questioned diagnosis
two hour a week

group children also HB group higher

received proportion of
intervention children diagnoses
separately — 6 autistic

groups of 4-6

children

Parents chose the
focus of the group

communication — parent

completed

Developmental

behaviour checklist

(DBC) — parent
completed

other groups

Beach

HB — worse all
domains not
significant

CB- improvement
in all domains

Parenting Stress Index significant in
(PSI) — parent completed parenting and

(standardised)

Beach Family Quality of

Life Questionnaire

Parent perception

Questionnaire (non-

standardised)

Vineland adaptive
Behaviour Scales
(VABS)

Reynells Developmental

Language Scales

total score
WL- improved
significant
parenting

PSI -

HB —increase
CB- decrease
WL - significant
decrease

Reynells CB>HB
significant

the parenting
group

Participants may
also have had
other
interventions

WL group used
more other
interventions

Children scored
below floor cut
off of the test
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Parenting Outcomes, Parent Outcomes and Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Schultz, et al. Evaluation of a Parents of children who Quantitative Stress Index for ~ Stress: significant Quasi-
(2012) social competence participated in after parents of reduction in stress experimental
Intervention for school SCI-A Pre-post design  Adolescents SCI-P methodology
parents (SCI-P) (validated) significantly

SCI-P intervention
ran in parallel to
the SCI-A
intervention for
adolescents

Comparison of
SCI-A plus SCI-P
to SCI-A alone

SCI-A and SCI-P
both run in group
format for 1 hour
twice a week for

10 weeks

4 groups evaluated
with 6 parents in
each

27 parents participated Pre 2 weeks

before The parenting
Children were age 11- sense of
14 years Post 2 weeks after competence scale
(validated)
Diagnosis Autism,
PDD-NOS or Youth Social
Asperger’s 1Q>75 Skills
Responsiveness
Diagnoses validated scale (SRC)
(validated)
Social Validity

group experience

All parent rated

better than SCI-A Parents only
alone on parentingassigned to
stress domains  waiting list when
and total the SCI-P group
parenting stress  did not coincide

with SCI-A group
Significantly less

parenting Only using parent
incompetence in rated scales
SCI-P group

No measure of
No significant fidelity to
reduction in treatment
competency

No significant
change in social
behaviour
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Parenting Outcomes and Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Stahmer & Gist Investigating the 22 families of children Quantitative MacArthur Support group Other support was
(2001) effect of pivotal under 5 years old with Communicative  was significantly received by some

response training
(PRT) plus parent
support group in
comparison to PRT
alone

Investigating effect
on language and
other
characteristics in
ASD

Half of parents in
recruited were
enrolled in the
parent information

group

Parent support
group was 1 hour a
week for 12 weeks

a diagnosis of ASD for Developmental

less than 6 months Index (CDI)
11 in parent Observations
information support

group

better than PRT
alone on use of
PRT techniques

More parents
from support
group reached
criteria for
Mastery in
Observation post
group, both
groups improved
technique.

Parents that met
the criteria for
PRT understood
more words —
effect of support
group not
investigated

of the parents
Small sample size

The effect of the
groups on CDI
was not reported

D
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Parent Outcomes and Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
General Health
Tonge et al. (2006) Investigation into Parents of children Quantitative Questionnaire Behaviour — Few participants

the different
outcomes from
Parent education
and behaviour
management
(PEMB), Parent
education and
counselling (PEC)
to control for non-
therapeutic effects
and control group

Both PEBM and
PEC were
delivered in 10
sessions each
lasting
90minutes,4-5
families per group,
sessions alternated
with 10 60-minute
individual sessions

Control received
local services

aged 2.5-5 years

(GHQ) — self

were recruited via Pre-measures Postadministered

consecutive
referrals

measure 2 weeks
after and 6 month
follow up

(Validated)

Parent Stress
Thermometer visual
analogue of general
stress

McMaster Family
Assessment Device
(FAD) (good
validity)

Developmental
Behaviour Checklist
(DBC) — parent
rated (Validated)

DBC- Autism
screening algorithm

The Psycho-
educational Profile -
Revised

Follow up both in control scores
PEBM and PEC over the range
better than control PEC had effect on
group at follow up FAD

but no significant

difference Multiple
between PEBM  respondents from
and PEC the same family

GHQ - Follow up All measures self
PEBM and PEC report
better than control

PEBM more
improvement on
lower initial
depression scores

PEBM improved
stress scores and
FAD scores over
1.89 PEC scores
improved FAD
scores 1.75
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Parenting Outcomes and Child Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Venker et al. Investigate whether 14 parent child Quantitative Preschool language No difference at Assessors not
(2012) parents of children dyads scale forth edition  baseline between blind to treatment

with ASD learn to
implement verbal
responsiveness to
facilitate language
development
measured by a
change in child
communication
acts

2 groups treatment
or delayed
treatment

Programme
included 5 parent
education sessions
2 hours each and 2
individual 45
minutes sessions
and 14 small group
sessions with the
child with ASD

Children aged
between 28-68
months

Pre measure 1-2
weeks prior and
post measure

(PLS-4)

Mullern Scales of
Early Language
(MSEL)

McArthur
Communicative
Development
Inventory (CDI) —
parent report

Autism Diagnostic
Observation scale
(ADOS) or ADOS
toddler version
(ADOS-T)

10 minute free play

groups although  group
delayed treatment
group showed
more expressive
language

Small sample size

Differences at
baseline measure
Parents increased

in all 4 target No stable baseling
behavioural
responses Different times

between

More childrenin administration of

treatment baseline measure
increased and start of the
prompted group, effects of
communication maturation
Non-verbal

communication

increased

significantly in
treatment group

]
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Parenting Outcomes

Author Summary of Sample Methodology Measures used Outcomes Methodgloal
research limitations
Wang, (2008) Implement and 27 parents of Quantitative Childhood Autism  No differences pre Small sample size
evaluate the children with ASD Rating Scale intervention
effectiveness of a included 3 Pre and post (CARS) used to test Repeated analysis

comprehensive
parent training
programme on
parent interactive
skills with their
child with ASD

Utilising principles
and strategies from
ABA

20 hours over 4
weeks 16 hours in
4 groups and 4
hours of home
visits

grandparents per measures
group. 1 maternal

auntie and 2

fathers in control

group only

for ASD and group
differences

Psycho-educational
profile revised

5 — 7 minutes
observation coded
with Maternal
Behaviour Rating
Scale (MBRS)

MBRS post of the same
measure measure
significant

increases in Unknown effect

responsiveness  of group alone
and treatment _
affect (effect sizes Short observation

0.91, &0.75 used to code
respectively) behaviour
No other

significant group

differences

Change in free
play activities
chosen by parents
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Parenting Outcomes and Child Outcomes

Author Summary of Methodology Measures used Outcomes Methodgloal
research limitations
ECBI — pre-post
Whittingham, et al. Efficacy of 59 families Quantitative Family Background significantly Matched then

(2008)

stepping stones

Triple P for parents 29 in treatment
group and 30 in
waiting list group

of children with
ASD

Hypothesis that SS Autism or
Asperger’s

would have
positive impact
upon parent
reported behaviour
problems and
dysfunctional
behaviour styles
and parenting
satisfaction and
efficacy

Comparison to
waiting list control

group

Treatment as usual
continued

diagnoses

Questionnaire pre

Between — within  measure
subjects design
Eyberg Child

Pre post and follow behaviour Inventory
(ECBI) (validated)

up measures

lower behaviour

allocated

in treatment group randomly to group

on intensity and
problem scales
(effect size 0.26)

Pre-follow up

Parenting Scale (PS)significant

(not validated)

reduction in
intensity and

Being a parent scale problem scales

(validated)

(effect size 0.16)

1/3 of group
experienced
clinically
meaningful
change

PS - significant
change in
overreactivity,
verbosity and
increase in
satisfaction of
being a parent

WL received
intervention
before follow up
measure
completed

No parties were
blind to the
allocation
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BIRMINGHAM

| Who is doing this research? -ﬂ
I am Hannah Blanchard, I am a researcher in the School of
Psychology, University of Birmingham. I am completing this I
research as part of my training in clinical psychology. Dr Gary Law |

| and Dr Liz Shea also work with the University and they are my I

| supervisors. I will be working with them to make sure the I

1 research is carried out to the highest standard. I

i Why is this research being done? I
I We know that children with ASD can think, feel or behave I
| differently from other children, but we do not know how this
might affect other members of the family. We are interested in
finding out what family life is like in a family where there is a
I child with ASD. Particularly what brothers and sisters and their |
| parents think. We hope that this information will help us to I
| better understand families like yours. We want to know this
" information so we can better support families in the future.

I

,
| R
I What is this research about? ~

We want to talk to brothers and sisters of children with ASD and
I their parents. We are interested in what day to day life is like;
I for example: What it is like living with your brother or sister?
| and How you feel about living with them? We might also be asking
| more specific things such as what it was like finding out about I
the diagnosis? And how it affects other areas of your life; such
I as hobbies and friendships. We will meet in private so that no one I
I will hear what you have said. We also want to know what your I
| parent point of view is and we will talk to them separately. I

I TN EE aE I IR I IO IR T
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| What will happen if I want to take part?

I It is up to you whether you decide to f_ﬂke part. You mighf_ want
to talk to an adult about it. If you decide to take part L will

I arrange to meet with you and your parent so that you can ask me

I any questions and sign a form if you agree that you want to take

| part. We will then sit down privately (on our own) to talk, I will
ask you questions about your family. The questions won't be hard
and you don't have to answer them if you don't want to. It will be

i just like a conversation. I will also meet with your parent at a

II separate time to ask them similar questions. The meeting will be

| recorded so that I can write down exactly what we say. I will use

I your words to Io_-ok for patterns in what people have said to me. T
will check out with you that T have understood what you meant.

| Are there any advantages to taking part in the project?

| You might find that it helps to talk about your family life. You can

I choose to be entered into a prize draw. Things will not change in
your family because you have taken part in the research. It is

I hoped that this research will help families in the future.

I

| Iz there potential disadvantage to taking part?

I You only have to talk to me about things that you are comfortable
with, If you do become upset I will make sure you have someone

I to talk to about how you are feeling, this might be your doctor.

1 . /G
Will other people know what I have said?

I I will not tell anybody what you have said. If you say
something that makes me worried that some harm

I might come to your family then T would have to discuss this with

I my supervisor so that we make sure we keep you safe.

e o I Bt BE OO NN O B O S IR IR R TS
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APPENDIX H — Consent Forms - Parents

UNIVERSITYOF

Appendix IV v.2 (10.9.12 BIRMINGHAM

Consent Form

To be completed by the parent

Participant Name:

Please initial the box if you
agree with the statement

[]
[]
L]
[]
[]
[]
[]
[]
[]
[]

I have been given the information sheet

I have read the information sheet

I have been given the chance to ask questions about the project
Hannah has answered all my questions satisfactorily

I understand that I do not have to take part
and can stop at any point without giving a reason

I understand that the interview will be recorded
and some of what | say might be used in the final report

[ understand that there is a small chance that my participating child might
recognise something [ have said in the final report if my words are reported
with theirs. If there is anything that | would not want them to recognise |

I can indicate this and my words will not be quoted in this way.

I understand that I can ask for things 1 say not to be quoted in the
final report at all

I understand what the project is about

I would like to take part in this project

Please sign here if you have ticked all the boxes and would like to take part in the project

Name ... s ———————

Signature.. T e Dateaimmeammsssmimmads

For the researcher:

The participant has been provided with the information sheet, they have had the opportunity to ask questions and
have had these answered. | have explained the project to them and they have indicated their consent to participate.

NAME Of r€SEAICHET ...ttt
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APPENDIX | — Assent Form - Child

Appendix V v.2 (10/2/12)
UNIVERSITY®F
BIRMINGHAM
Consent Form

To be completed by young person

Name:
Please initial the box if you
agree with the statement

T have been given the information sheet

T have read the information sheet

I have been given the chance to ask questions about the project
Hannah has answered all my questions

T understand that I do not have to take part
and can stop without giving any reason

T understand that the interview will be recorded
and some of what I say might be used in the final report

I understand that there is a small chance that my parent might recognise
something I have said in the final report if my words are reported with
theirs. If I say something I do not want them to recognise I can tell Hannah
and she will not put my words with theirs in the final report.

I understand that I can ask for things I say not to be quoted in the
final report at all

I understand what the project is about

oo OO ool oo

I would like to take part in this project
Please sign here if you have ticked all the boxes and would like to take part in the project

NEE suiosiinvansissaumvsiussasmiavammmisiveiseiasio i i
Signature...

DEEE o mnssnsnsumssiesausssesmsnnnssnibes

I consent for my child ..........cccccvevvcniniiiiiiisecneennn. (N@ame) to take part in this project

PALENESHEOAYIIEE 1. .oovscomssmisismiaironyisminsssbomssssmisy s isissnrayns

For the researcher:

The participant has been provided with the information sheet, they have had the opportunity to ask questions and
have had these answered. | have explained the project to them and they have indicated their consent to participate.

Name of resegrcher...ciivinvisminmimnninahmmanansniirmim SONBavssimanimmrimmvmm s e s date...ie
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APPENDIX J- Topic Guide — Parents

Settling in question - Could tell me about who isn your family?

. (draw genogram to illustrate family members andtrehships)

I would life to ask you about life in your family —Can you tell me what it is like to live

in your family?

What is it like parenting your children?
Prompts
. What things go well?

. When are things more difficult?

What is it like having Autism in the family?

Prompts
. Can you tell me what you know about Autism?
. How do you feel about Autism?
. Does Autism get in the way of you doing things?
. How do you think Autism affects each member of fanaily?

What would you tell other parents who have a childvith autism and a child with no
diagnosis?
Prompts

. Think back 5 years before ....................... got the diegreshere any
advice you would give to another family in thatigtton?
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APPENDIX K — Topic Guide — Siblings

Settling in question - Could tell me about who isn your family?
. (draw genogram with the child to illustrate the figrmembers)

I would like to ask you about life in your family —Can you tell me what it is like to
live in your family?

Prompts
. What do you spend your time doing when you ar@mid?
. Who gets on with whom?
. What do you do together?
. Tell me about the rules in your house?

What is it like having a brother/sister with ASD?

Prompts
. What are the good things?
. What things are more difficult?

What is it like having Autism in the family?

Prompts
. Can you tell me what you about Autism?
. Does Autism get in the way of you doing things?
. What do you tell your friends about Autism?
. How do you think Autism affects each member of fanily?

What would you tell other children who have a sibing with autism?

Prompts
. Think back 5 years before ....................... got the diegneshere any
advice you would give to your family knowing what ¥now now?
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APPENDIX L — Parent and Siblings Data Extracts

1 | Restrictions | 157 Butl get him on the floor, kitkand ref, “I'm not going grrrrr”, Behaviour
1 | Restrictions | 132| Out of the house. Getting him out of the car and the chapel and er, we went to, we, Chr&SD impacting on
- had his carol service and kicked up a fuss .. §etting him into the car, ... alot of itis “I | significant events, examples
150 | don’t want to come”, “why do | have to come” “ittswaste of time”, “I wanna be at home’.to support negative
And then getting him out of the car but | thinkréa@vas an evening | think on this one he | predictions and positive
actually got out of the car for once, he did gdtwithout too much trouble and came and | outcomes (exception)
was brilliant in the chapel, began get to the endng) “how long’s this gonna go on for”
you know, “can we go now”. And we managed to get i to erm, into the hallway, the kit,Struggle, difficult but normal
the canteen, it's a big hall the canteen’s on ithe and cause there were mince pies and ellife described as brilliant,
and of course Chris was with him and we got hirthare, loads of people but it was brilliant
and er, he had a drink and we were there 10 mintdgas we go now?” (laugh) we did, it | Using sibling
was brilliant. ... he wouldn't get out of the camgl tried to persuade, get Chris to take him
... didn’t get out of the car the whole time, wautdvouldn't ... again refused to get out of
the car ... Chris did actually manage to get mta his house and go and see his room s he
did manage to do it once ..., if he’s gonna stajpécar you can’t get him out.
1 | What's 590 | “No I'm not” so | cause it's not like a nornahlld saying no I'm not typical child
normal
1 | Response to 102 | just a nightmare and Craig won't understand and tteell come along and say ah “John’s|aPartner’s understanding
diagnosis | - lot better now do you really think he’s still atiis, erm yeah, different - conflict
103
1 | Hidden 174 Erm, | think as again, because John is neeaydisabled child What does disabled mean?
disability Not needy?
1 | Plans 276- | | knew his feet need to be measured so | thougherrahan take two trips to (place, town), Simplifying, planning
constant 278 | lump it with his hair, do the two together and hlygdgana have that, I've told them already he's
gonna have to go in the Easter holidays causehbissswill last him til the spring
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Constant- | 557- | because | can't just, we have to think, | havéittkiso much in advance of how | know | Constantly thinking
ness 558 | we've gotta do this, how we're gonna get John rawuilam, you can't just do things like

spontaneously,
Parent and | 563- | he's brilliant but he does get frustrated sometimieen John's being a pain in the neck. Arsibling wanting things to be
sibling 570 | he'll say, oh well why can't | just have a norm@tber who will interact, interact normally.| different but has adapted.
shared Erm, and he does, he can get a bit upset, that'\getty rare because Chris is very positive| Good relationship with
understandi quite a buoyant chap, he's lovely and erm, anduseche is so in tuned into John and the| mum. He makes allowances.
ng way he works because they've grown up together'th2 years and 4 months between | Can get frustrated.

them. Erm, he is very tuned to him so, he does ralileeances, he's very generous from

that point of view and erm, you know, it's, it'dypaometimes that he gets frustrated and less

so now because they're both getting older and @nohpoth able to negotiate perhaps a bit

more and Chris is alright then John, you do it
Hidden 177 | say “John, autistic, really?” To the wider waolnke just seems a bit you know he seems | Public don't notice his
disability normal difficulties
What's 306- | Not because he's setting out to achieve sometlikegerm, well now having said that JohnComparing behaviour to
ASD what's | 314 | John's John's erm, not got the ability to be slydpose ... but he will sneak into the sibling. Not negative effect
normal cupboard and ... when he knows that's the ruld@yahe will sneak into the cupboard and| of ASD

eat more but then erm, whereas Chris will sneaktimt cupboard and if | come into the

kitchen he'll hide it, John'll just stand thereimgit
Life 273- | itis is understanding what needs to be done bieat trying to find ways of getting done Planning thinking about
revolving 274 | what you know needs to be done. ASD
around ASD
Family roles| 166- | he just will not understand or I, I don, | juukf don’t un, i just don’t know what it is with | Balancing, understanding

172 | Craig, i really do not know whether, he’s just likés and forgets or whether he’s just so | and blaming

selfish that he couldn’t give a damn | just do kimdw but erm but the two of them togethe
makes it really really difficult cause if he coultke on board how you need to treat John

rinflexible
aBdrcasm used to explain

and deal with John | think it would make it a kaseer ... so things are fun sometimes

difficulty

177



Life revolves | 510 | because just being me sets him off cause liket, eheninks about me is not someone to lik Wanting things to be
around ASD | - spend time with it's more not really but I'd lik@be that sort of person different
511
Life revolves | 18- | Tom'’s the boss, he’s not the boss, no one thellutusst think Tom feels like he's in
around ASD |21 | So he’s not really the boss but when you thinkuahion you do think about him being in | charge sometimes
charge a bit do you?
Sometimes
Life revolves | 78- | Ok that sounds really frustrating; it sounds lik@u have to really think about what you are Not knowing what’s going
around ASD |85 | doing and not lose your temper with him to happen. Being
| don't, yeah, | don't feel like I'm like settirigm off because | like do subtle things responsible.
Because what sorry Changing own behaviour
Because | do subtle things, so it's harder forrgere to realise including me
It's hard for you to realise
Kind, Sometimes yeah
What it's hard for you to realise if you're doitigings that are going to set him off?
Comparison | 313 | (sighs), | haven’t had a brother without autismli'se not sure I'd know Not good just realising no
to Normal perspective
ASD 594 | Sometimes like when he’s like attacking me Ivaltl onto his hands and like he’s like let ¢ Aggressive behaviours.
behaviour - of my hands and I'm like | don’t want to let goyolur hands Trying to prevent them
603 | So you might try and stop him from doing anythglsg by keeping hold of him occurring in public. Taking
It's awkward trying to keep hold of someone’s tsmadd try to stop them kicking you at the the blame with his brother
same time
And then does it look like you're the one doingnething you shouldn’t?
Looks like we're both being annoying to each like
Looks like it's both of you?
Like “why can’t you shut up Mark and Tom” cause thajority of people on the bus are a
older than us
Equality 482 | | guess mum and dad have the job of calming Tosm@mnd I'm like why can’t you just get | Not understanding what
- Tom to do what he’s supposed to why can’t we &ikdtm he has to go to his room becaus( parents are doing
487 | he’s done something wrong, but my dad'’s like tHg way to, the only way to do it is to calr

him down so leave him alone for like a few minbiethe time he’s done it it's like 10 minut
since he did something now Tom go to your roonielBigg him when he’s calm it makes hi

uncalm and when he’s uncalm we can't get him tavbat he wants and when you tell him t

178




do something.

Equality 542 | | think, if | told my mum to shut up she’'d beenffed but Tom she’d be like not that bad, iy Different treatment
- like I'm not saying she’d be like that's ok but
543
Equality 547 | Yeah, Tom’s bar of being told off is higher thanemI’m not sure how much higher but Unclear about the different

treatment. What he can do
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APPENDIX M — Stage 6 of IPA Process; Grouping of Temes
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APPENDIX N — Stage 6 of IPA Process; Combined Therse
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